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v

Transitions have the potential for amazing growth, but can also be marked by 
stress and anxiety. The transition from childhood to adulthood is universal and 
can be fraught with challenge for even the most well-adjusted individuals. 
Decreased parental oversight, increased responsibility, differing rates of neu-
robiological maturation, and the developmental challenges of separation and 
individuation all play a role. Young people living with a mental health condi-
tion are at high risk of worsening symptoms in the context of these stresses.

We developed this text with the goal of making a resource available to all 
clinicians working with transition-age youth (TAY). TAY can be wonderfully 
resilient, innovative, and continue to establish enduring life patterns during 
this critical life stage. Pediatric providers need to be aware of the potential 
pitfalls ahead so that they can begin to anticipate and problem solve with 
patients and families. Adult clinicians need to be attuned to the developmental 
changes and systems issues impacting TAY who are chronologically adult but 
maintain features consistent with the adolescent population.

We have organized the book such that the beginning part covers general, 
comprehensive issues of terminology and adolescent development, pithy tips 
for clinicians, and thoughtful considerations toward professional training 
issues. The second part addresses treating TAY with various mental health diag-
noses. In addition to our experts’ masterful contributions on mood, anxiety, 
adjustment/trauma, psychosis, disordered eating, attention/deficit- hyperactivity, 
and learning disorders, we have also called on experienced clinicians to address 
impulse control disorders, the obsessive-compulsive spectrum of conditions, 
and personality evolution. The final part of the book focuses on special popula-
tions and circumstances unique to the TAY population. We review the particular 
needs and resources for foster TAY, TAY who come from underprivileged and 
under-resourced groups including juvenile justice, LGBTQ TAY, and facets of 
diversity and identity wherever majority and minority groups arise. Four addi-
tional special topics, which are critical but often neglected in TAY academic 
writings, are included: reproductive and pregnancy issues, media use, medical 
leaves of absences from higher education, and, we think, a groundbreaking 
review of TAY disability management inclusive of visual and hearing impair-
ments. We hope you appreciate the expertise and wisdom of leaders in our field 
who work with teens and young adults on both sides of the transition.

Irvine, CA, USA Vivien Chan, M.D., DFAPA, DFAACAP
Palo Alto, CA, USA Jennifer Derenne, M.D., DFAACAP, FAED 
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Transition-Age Youth: Who Are 
They? What Are Their Unique 
Developmental Needs? How Can 
Mental Health Practitioners 
Support Them?

Adele Martel 

 Introduction

The transition from adolescence to young adult-
hood is a unique and complex time in the life 
course. During this time, young people, referred 
to herein as transition-age youth (TAY), face sig-
nificant psychosocial and maturational chal-
lenges. They make decisions about and pursue 
career, educational, and independent living goals 
and, in doing so, need to adjust to new situations 
and environments. They are expected to manage 
their own behaviors, negotiate evolving relation-
ships with parents and other supportive adults, 
and be more self-reliant. TAY encounter these 
challenges with a brain that is not yet fully 
matured and in the context of less structure, 
decreased formal support, and less adult supervi-
sion. Though the transition from adolescence to 
young adulthood can be viewed as an opportunity 
for increased autonomy, self-exploration, and 
relationship building, it remains a stressful time 
for most young people.

TAY diagnosed with a mental health condi-
tion (MHC) during childhood or adolescence 
may have gaps or delays in one or more aspects 
of their psychosocial development, making it 
even more difficult for them to manage transition 
stresses [1]. They are at risk for symptom exac-
erbation, relapse, suicide, comorbid substance 
use disorders, and/or difficulties in social, aca-
demic, vocational, and legal realms. Among 
those with MHC are subgroups of young people 

A. Martel (*) 
Department of Psychiatry and Behavioral Sciences, 
Northwestern University Feinberg School of 
Medicine, Chicago, IL, USA

1

Key Points

• TAY face complex developmental chal-
lenges during a  high-risk period for 
onset of mental illness.

• Pediatric and adult mental health pro-
viders require enhanced knowledge, 
skills, and attitudes to optimize treat-
ment of TAY.

• Developmental experiences, in the context 
of sustained and supportive relationships, 
across multiple environments  facilitate 
psychosocial development.

• Clinicians can promote post-high school 
success with attention to fit of activity 
and available supports, with TAY 
strengths, interests, and goals.

• Health  care providers can implement 
health care transition in routine practice 
to improve TAY ability to manage ill-
ness and assume adult roles.

• Attitudes consistent with prevention, 
recovery, and resilience are important 
for working with TAY.

https://doi.org/10.1007/978-3-030-62113-1_1#DOI
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with particularly high risk of not transitioning 
successfully into independent adulthood [2]; 
these include system-involved youth (special 
education, child welfare, mental health, and 
juvenile justice systems), underserved youth 
(racial/ethnic minority youth), and others with 
unique life experiences (homeless youth, immi-
grant youth, LGBTQ youth). TAY who enter this 
transition with no prior diagnoses, simply by vir-
tue of their age [3] and developmental stage, are 
also at high risk for developing mental health 
problems and are prone to progression into sub-
stance abuse and dependency. Despite these 
risks, mental health services are underutilized by 
TAY [4, 5].

Given the potential negative impact of mental 
illness on young adult functional outcomes [1, 6], 
the mental health of TAY has become a public 
health priority both in the USA and abroad [2, 7, 
8]. Furthermore, recognition that the brain con-
tinues to develop at least into the mid-twenties 
age range highlights this developmental period as 
an opportunity for adaptation, skill-building, pre-
vention, and intervention, bringing increased 
optimism to the field. The search for strategies to 
engage and sustain TAY in developmentally 
appropriate and effective services has intensified. 
Child and adolescent psychiatrists (CAP) and 
other mental health and medical professionals 
working in various settings and roles can pro-
mote the mental health of TAY, enabling these 
young people to successfully take on adult roles 
as healthy workers, partners, parents, and 
citizens.

The purpose of this chapter is twofold: to 
introduce the reader to the TAY demographic 
cohort in the USA and to cover topics founda-
tional for mental health practitioners to work 
effectively and productively with young people 
in transition to young adult roles and adult-
oriented mental health care.

Author’s Note Many of the resources listed in 
this chapter, and thought to be helpful for practi-
tioners, families, and/or TAY, are shown as inter-
net links. Typically, the links provided are from 
mental health or medical literature, research cen-
ters, government websites, institutions of higher 

education, or mental health advocacy groups and 
are active at the time of this writing. When com-
mercial websites are used, they are for general 
informational purposes and are not an endorse-
ment of services or products.

 Terminology

Broadly defined, transition means “a process or 
period in which something or someone under-
goes a change and passes from one stage, form, 
or activity to another” [9]. Transition, then, can 
refer to a period of special or unique psychoso-
cial development and milestone achievement, an 
institutional transition such as graduating from 
high school or leaving the foster care system, or 
the process of moving from child-oriented men-
tal health services to adult-oriented services. 
Logically, the word transition (also transitional 
or transitioning) is often included in the descrip-
tive terminology used by various child-serving 
systems, to refer to individuals moving from ado-
lescence to adulthood. “Youth aging out” and 
“young adults aging out,” terms mostly used in 
the foster care system, and pediatric terms “chil-
dren with special health care needs” and “youth/
young adults with special health care needs” are 
exceptions.

The descriptive term transition-age youth and 
its many grammatical variants* are used by stake-
holders across multiple child-serving systems. 
This has led to some confusion as to a consistent 
definition of transition-age youth, and whether 
variants of the term are system specific. 
Complicating matters is when a definition from a 
document focusing on a subset of youth from one 
service sector is taken out of context and makes 
its way into the lay literature, including online 
information sources. On a positive note, across 
service systems, the age ranges used to define 
transition-age youth, though not identical, over-
lap and typically include individuals pre- and 
post- the age of majority (18 years old [y.o.]).

*Author’s Note Grammatical variants include 
transition age(d) youth +/− a hyphen after the 
word transition; transitional age(d) youth +/− a 
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hyphen after the word transition; transitioning 
youth, transitional youth, and youth in 
transition.

 Historical Perspective

The young adult outcomes of youth involved 
with various child-serving systems (special edu-
cation, pediatric primary care, child and adoles-
cent mental health, child welfare, and juvenile 
justice) were under intense scrutiny mostly start-
ing in the 1980s [10]. The implementation of 
civil rights, entitlement, and disability legisla-
tion, along with advances in the identification 
and treatment of chronic medical and mental 
health conditions, reinforced this interest. 
Stakeholders evaluated the availability of, access 
to, engagement in, and impact of services 
designed to support the transition to adulthood of 
vulnerable youth [1, 11–14]. The ages, disabili-
ties, and circumstances of the populations stud-
ied, and the terminology used, varied somewhat 
given the different perspectives (Table  1.1). 

Transition planning became a focus across ser-
vice systems, and, of relevance, the word “transi-
tion” had formally entered the lexicon of multiple 
child-serving systems around the same time 
[15–18].

In the field of child and adolescent mental 
health, early studies on young adult outcomes 
focused on youth with serious emotional distur-
bance (SED), the population of interest being 
defined as those having serious emotional or 
behavioral difficulties that are psychological in 
origin, in combination with significant functional 
impairment, and arise by age 18 y.o. [1, 19]. In a 
paper informed by a 1995 workshop sponsored 
by the Center for Mental Health Services [12], 
the term transitional youth was used to label this 
population. The terms transition-aged youth [20] 
and youth in transition [19] have also been used. 
Many youth with SED have multisystem involve-
ment [1], possibly resulting in these terms being 
used for specific subpopulations of youth in 
child-serving systems. Multiple terms continue 
to be used in the mental health literature for those 
transitioning to adulthood [21–24]. Experts hope 

Table 1.1 The need for transition services across child-serving systems

Service 
system

Early key documents with reference to 
transition services

Terminology used in 
early documents

Typical age range for transition 
planning, research, or funding

Mental 
health

1986
A System of Care for Severely Emotionally 
Disturbed Children [15]
1996
The Transition to Adulthood among 
Adolescents Who Have Serious Emotional 
Disturbance [12]

Youngsters between 
18 and 21 y.o.

Transitional youth

14–16 to 24–26 y.o. 
(sometimes to 30 y.o.)

Education 1983
Programming for the Transition of Youth 
with Disabilities: Bridges from School to 
Working Life [16]

Youth with 
disabilities

14–16 to 22 or 23 y.o.
(16 y.o. mandatory)

Foster care 1986
The Independent Living Initiative (P.L. 
99–272) [18]
1999
Foster Care Independence Acta

Eligible youth age 
16 y.o. and over

Children aging-out

14–16 to 21–23 y.o.

Pediatric
primary 
care

1989
Surgeon General’s Report: Growing Up and 
Getting Medical Care [17]

Children with 
special healthcare 
needs

12–14 to 18–26 y.o.

Select documents and/or legislation from various child-serving systems are listed, along with the words used to refer to 
the populations of interest at the time. The age ranges listed in the last column are not specific to the early documents 
but represent the typical ages of those individuals in transition to young adulthood addressed by stakeholders from the 
various systems
aFoster Care Independence Act of 1999, Pub. L. No. 106–169, 113 Stat. 1882 (Dec 14, 1999)
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that fewer words will be used as the field of TAY 
mental health advances [23].

In the latter studies, youth with SED were 
typically 14–16 to 25 y.o. The Substance Abuse 
and Mental Health Services Administration 
(SAMHSA) refers to those aged 16–25 y.o. with 
the terms youth and young adults as well as tran-
sitional aged youth [25, 26]. This age range 
roughly corresponds to what is traditionally con-
sidered mid to late adolescence and young adult-
hood. Some organizations and researchers 
include youth as young as 12 y.o. when talking 
about the transition age period considering the 
decreasing age of puberty and/or desire to begin 
transition planning early. Others extend the upper 
age limit to 30 y.o., to capture the wide variation 
in the timing of the achievement of young adult 
milestones in the USA. In his work on the transi-
tion to adulthood, Arnett defined emerging adults 
(EA) as ages 18–25 to 29 y.o. [27]. There is obvi-
ously overlap in the age ranges of the TAY and 
EA cohorts. However, an important difference is 
that the EA group does not include youth prior to 
having reached the age of majority. When nar-
rower or more broad age ranges are used, these 
may be dictated by guild definitions of ages 
served, age constraints imposed by legislation or 
funding agencies, bureaucratic limitations based 
on chronologic ages served, or even for reasons 
of scientific method (e.g., the availability of an 
already existing control group or carefully speci-
fying a target population). In all instances, it is 
important to discern the rationale for the age 
range listed and not automatically assume the 
transition age period is being redefined.

To summarize, in the mental health sector, the 
term transition-age youth and its variants have 
long been associated with youth and young adults 
at high risk of poor transition outcomes second-
ary to complex needs, lack of a support system, 
and multiple challenges. There has been fluidity 
in the precise grammatical form of the term used, 
but these nuances seem to have little import in 
regard to the population being discussed or the 
service sector in which a youth “resides.” Perhaps 
of more relevance is not the slight variant of the 
term used, but that the age range of study popula-

tions continues to reflect the developmental tran-
sition and the need to bridge service systems.

 Evolving Terminology

The terminology in federal initiatives as well as 
in the literature is evolving. In its Now Is The 
Time Healthy Transitions grants, SAMHSA 
focuses not only on youth and young adults with 
serious mental health conditions (SMHC) but 
also those at risk for developing a SMHC and, 
importantly, those in the general public [28]. 
This expanded focus may be a reflection of the 
epidemiologic data showing that all youth of 
transition age are at risk for mental health issues, 
substance abuse disorders, and suicide. It also 
speaks to the renewed federal emphasis on well-
ness promotion, screening, early detection, and 
early intervention in mental health across all ages 
and in a wide range of settings [29]. Therefore, 
TAY is being used more often to refer to all indi-
viduals in an age range, regardless of presence or 
absence of a MHC, service system involvement, 
and unique life circumstances as has been done 
historically. Interestingly, the transition-age 
youth form of the term is being used more consis-
tently in the literature from different child-
serving systems though the definitions continue 
to vary [30–32]. Lastly, the term youth and young 
adults is being used more often for those between 
the ages of 15–16 y.o. and 26–30 y.o.

 Defining Transition-Age Youth

Establishing an approximate age range and 
shared terminology for those in transition from 
adolescence to young adulthood should serve to 
highlight the unique developmental features of 
this population and help guide the creation of 
policies and services designed to support them. 
While acknowledging that there are subpopula-
tions of TAY at significantly increased risk for 
poor functional outcomes, for the purposes of 
this chapter, the term transition-age youth refers 
to the population demographic spanning middle 
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and late adolescence [33] to young adulthood [7] 
roughly ages 15–26 y.o. [2, 21].

 Demographics

Based on the US Census [34], individuals ages 15 
through 26  years numbered approximately 52 
million in 2010, accounting for nearly 16% of the 
total US population [34]. Along with the rest of 
the nation, the TAY group has become increas-
ingly diverse in regard to ethnicity and race. The 
racial/ethnic makeup of the adolescent and young 
adult population varies by region. It is projected 
that the nation will become minority White in 
2045 with the minority tipping point coming in 
2020 for youth under 18 y.o. and in 2027 for the 
18–29 y.o. age group [35].

In terms of activity (Fig. 1.1), a large propor-
tion of TAY are in the process of pursuing their 
education. In 2017, nearly 22 million or 57.3% of 
civilian, noninstitutionalized 16–24-year-olds 
were enrolled, either full or part-time, in educa-
tional programs leading to a high school diploma 
or equivalency credential, a college diploma 
(Associates or Bachelors), or an advanced degree 
[36]. Of note, the overall high school status com-

pletion rate of 18–24-year olds has trended 
upward across most racial/ethnic groups, with the 
gap between White and Black rates no longer sig-
nificant in 2017 [37]. However, compared to 
Whites and Hispanics, Black men and women 
have sustained little gain in college completion 
rates over the past two decades [38].

Of the 16.3 million civilian, noninstitutional-
ized 16–24-year-olds not enrolled in school, 
79.5% were in the labor force in 2017. According 
to definitions used by the Bureau of Labor 
Statistics [39], those in the labor force include 
regular or temporary workers, working on a part- 
or full-time basis. Those who are unemployed 
but are actively pursuing gainful employment 
and are available to work are also considered 
part of the labor force. As might be predicted, 
labor force participation rates for both men and 
women were highest for those with a bachelor’s 
degree and lowest for those with less than a high 
school diploma, whereas unemployment rates 
showed the reverse association [36]. The unem-
ployment rate for Black youth not enrolled in 
school was higher than rates of other racial/eth-
nic groups [36].

Young people neither enrolled in school nor 
part of the labor force include those working 
toward nondegree credentials such as certifica-
tions and licenses and those involved in unpaid 
internship and apprenticeship programs. Others 
in this group are referred to as disconnected 
youth; they are neither in the labor force nor in 
school for a variety of reasons and include those 
with disabilities and those with child/family care-
taking responsibilities [40]. Due to definitional 
and methodological differences in surveys, esti-
mates of the number of disconnected youth, ages 
16–24 y.o., vary, but the percentage of disconnec-
tion (11.5% in 2017) has trended down [41]. 
Black and Native American youth have the high-
est disconnection rates, and disconnected youth 
tend to have lower educational attainment (half of 
this group has a high school diploma) and live in 
poverty [41]. There is a concern that extended 
detachment from school or work may result in 
missed opportunities to learn new skills, gain 
experiences, establish networks, and build rela-

21.813

3.3

0.58 0.45

Enrolled in School

In Labor Force

Not in Labor Force

Active Duty Military

Correctional System

Fig. 1.1 School enrollment and other activities of U.S. 
16–24 year-old in 2017. Numbers (in millions) of 
16–24-year-olds involved in various activities. Of the 21.8 
million enrolled in school, 12.1 million are enrolled in 
college. The civilian, noninstitutionalized group consists 
of those enrolled in school and those in and out of the 
labor force. Data from multiple sources was used to create 
this graphic; however, total numbers approximate the esti-
mated total population of 16–24-year-olds in 2017 of 39 
million [36, 42–46]
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tionships with caring adults all of which can 
impact the transition to adulthood and, in turn, 
expression of mental health.

Over half a million young people under the 
age of 25 y.o. are active duty members of the 
military [42]. This group accounts for about 45% 
of all active duty military members. 
Characteristics of this group include 84% male 
gender, 69% White, 19% Black, and about 16% 
of Latino/Hispanic ethnicity. Nearly 98% of 
active duty members hold at least a high school 
diploma or its equivalent, while only just under 
22% hold a bachelor’s degree or higher.

The estimated number of 16–24-year-olds 
involved with the juvenile and adult correctional 
systems is about 450,000 [43–45]. The correc-
tional system population estimate includes those 
in adult prisons and jails, youth detention centers, 
long-term secure facilities, and reception/diag-
nostic centers, plus those in residential treatment, 
group homes, and individuals on parole or proba-
tion. It is difficult to provide more precise num-
bers, as data sets use different or overlapping age 
ranges, define youth or young adults differently, 
and/or combine numbers from locked facilities 
and unlocked residential or community facilities/
programs. That said, Black male and female 
young people are overrepresented in the correc-
tional system [44, 46].

 Pathways to Adulthood

The transition to adulthood is traditionally char-
acterized by the achievement of markers or mile-
stones such as completing formal education, 
starting and keeping a full-time job, being finan-
cially independent, living independently and 
away from home of origin, getting married, and 
starting a family [47, 48].

In its seminal report on young adults, the 
Institute of Medicine [7] provides a detailed 
description of historical and current patterns in 
the timing and sequencing of transition markers 
and a robust discussion of the societal trends 
(rapid changes in technology, restructuring of the 
economy, evolving social mores, gender role 
fluctuations, use of birth control, etc.) impacting 

the patterns. Evidence suggests that the transition 
to adult roles in contemporary American society 
has become protracted and more individualized 
with diversity in sequencing of markers [7, 47, 
48]. “Due to the less structured pathways of this 
period, social support and social psychological 
resources are more important than ever before in 
facilitating youths’ transition to adulthood,” [49] 
highlighting deficits in support and creating more 
stress for some young people.

Many young adults focus on educational and 
socioeconomic attainment while delaying mar-
riage and parenting, lengthening the time to 
achieve transition markers. The median age of 
first marriage has been increasing for decades 
and, in 2019, was about 28 and 30 years of age, 
respectively, for women and men (including 
same-sex married couples). Likewise, the mean 
age of mothers at first birth increased to 26.8 y.o. 
in 2017 [50]. The average age to have a baby var-
ies with educational attainment, marital status, 
race/ethnicity, socioeconomic status, experience 
in the child-welfare system, and geographic loca-
tion [50, 51].

Regarding living arrangements, more than 
half of 18–24-year-olds live in their parents’ 
home [51]. They are more likely to be enrolled in 
school and out of the labor force compared to 
peers living independently or living with room-
mates [51]. Greater variability in the sequencing 
of markers is also observed. Some young adults 
leave home but return to live with parents, com-
bine school and work activities or alternate 
between them, transfer between schools, cohabi-
tate before marriage, and have non-marital and/or 
within-cohabitation children.

TAY who initiate family formation “early” 
(by age 21 y.o.), due to choice or circumstance, 
by nonmarital, unintended childbearing, or mul-
tiple partner fertility, experience young adult-
hood differently. They tend to have fewer 
opportunities and lower educational and occupa-
tional attainment and “experience greater stress, 
less social and economic support…and poor 
physical and mental health” [7]. To some extent, 
these findings may reflect socioeconomic and 
health disparities that existed before youth 
become parents, but they also emphasize “the 
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cumulative advantages and disadvantages that 
young adults face” [52]. Unfortunately, differ-
ences within a generational cohorts’ achieve-
ment of transition markers reflect ongoing 
inequalities in the availability of options, oppor-
tunities, and resources [47, 48].

 Epidemiology

The trajectory into young adulthood, including 
the expression of mental wellness or mental ill-
ness, and positive or negative functional out-
comes, is the result of a complex and dynamic 
interplay of biological, psychological, social, and 
cultural risk and resilience factors over the life-
time of an individual. For example, exposure to 
adverse events in childhood and/or adolescence 
are associated with negative mental health out-
comes in adulthood [53]. TAY belonging to 
socially disadvantaged groups based on race, eth-
nicity, gender, sexuality, SES, nativity, and sys-
tems involvement have many risk factors for 
mental illness and are often overrepresented in 
the group of TAY with MHC.  However, main-

taining a life course perspective, the impact and 
meaning of these factors can change with ongo-
ing maturation, environmental context, and expo-
sure to new opportunities, experiences, and 
relationships [54].

Mental health and substance use disorders are 
major causes of disease burden in youth and 
young adults in the USA.  Data from the 2017 
global burden of disease study [55] show that 
over 45% of the years lived with disability 
(YLDs) in each of the specified age groups were 
caused by mental health and substance use disor-
ders (Fig. 1.2). Statistics for neurological disor-
ders, musculoskeletal disorders, and skin/
subcutaneous disorders in combination, which 
also are main contributors of YLDs in TAY, are 
shown for comparison sake.

Suicide is the second leading cause of death in 
the 15–24-year-old age group. In 2017, the sui-
cide rate for this age group was 14.5/100,000. For 
the younger members of this group (15–19 y.o.), 
the overall rate was 11.8/100,000, and for the 
older members of this group (20–24 y.o.), the 
overall rate was 17/100,000 [56]. In both age 
cohorts, males had higher suicide rates than 
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Fig. 1.2 Burden of disease in young people aged 15–29 
years in the United States for 2017. Data obtained from 
the Global Health Data Exchange Tool for 2017 [55]. 
Years Lived with Disability (YLDs) are a measurement of 
the burden of disease. YLDs essentially represent the 
number of years that an individual lives with a functional 

impairment caused by a disease (its morbidity). *Injuries 
include road injuries, other unintentional injuries, and 
self-harm and interpersonal violence. **Three noncom-
municable disease categories are combined – neurological 
disorders, musculoskeletal disorders, and skin/subcutane-
ous disorders 
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females. Among 18–24-year-olds, non-Hispanic 
White and American Indian or Alaska Native pop-
ulations have higher rates of suicide compared to 
non-Hispanic Black, Hispanic, Asian, or Pacific 
Islander young adults [57]. College students have 
a lower risk of attempting suicide with a plan and 
a lower rate of completed suicide compared to 
their non-college attending peers [58, 59]. 
LGBTQ TAY have high rates of suicidal ideation 
and attempts [60]. Based on the 2018 National 
Survey of Drug Use and Mental Health, approxi-
mately 3.7 million young adults aged 18–25 y.o. 
(11.0%) had serious suicidal thoughts, the highest 
prevalence among adults across all age groups 
[61]. These data highlight the importance of sui-
cide prevention and intervention in TAY.

Other epidemiological studies looked at the 
onset, prevalence, continuity across develop-
ment, and sociodemographic correlates of psy-
chiatric disorders. TAY are at an age of peak 
vulnerability for the new onset of psychiatric dis-
orders. In the cross-sectional, retrospective 
National Comorbidity Survey Replication Study 
(NCSR), Kessler et al. [3] found that 50% to 75% 
of DSM-IV defined anxiety disorders, mood dis-
orders, impulse control, and substance disorders 
emerge between the ages of 14 and 24 y.o. 
Schizophrenia, which has a 1% 12-month preva-
lence in the general population, is also diagnosed 
in the late teens and twenties, with the earlier age 
of onset biased toward males [62].

It is generally accepted that at least one in five 
adolescents and young adults struggles with a 
mental health condition. TAY experience the full 
range of psychiatric disorders with anxiety, 
depression, behavior disorders, and substance 
use disorders being most common [63, 64]. 
Comorbidity is common across the TAY age 
range [65–67]. Cumulative or lifetime prevalence 
of a range of psychiatric disorders, across multi-
ple age groups, is graphically shown in Fig. 1.3. 
Gender differences in prevalence rates exist, with 
females having a higher overall rate of anxiety 
and mood disorders and males having higher 
rates of behavior and substance use disorders in 
both adolescence and young adulthood [64]. 
There are some racial/ethnic disparities in the 
rates and trajectories of substance use during 

adolescence and young adulthood [68]. 
Otherwise, when socioeconomic and other envi-
ronmental risk factors are accounted for, “…eth-
nic and/or racial minority transitional adults do 
not demonstrate greater risk for diagnosed men-
tal health conditions” [69].

 Developmental Psychopathology

Having a mental health disorder in childhood or 
adolescence is a risk factor for having a disorder 
in adulthood [6, 70]. Homotypic patterns of con-
tinuity are common from adolescence to young 
adulthood. Two heterotypic patterns of continuity 
that are of interest are as follows: depression and 
anxiety tend to cross-predict one another, and 
child/adolescent oppositional defiant disorder 
tends to predict adult anxiety and depression 
[71]. Across mid to late adolescence and then 
into young adulthood, the prevalence rates of 
classes of disorders can change; for example, 
there is a surge of substance use disorders in late 
adolescence. Likewise, the prevalence rates of 
certain disorders within a class can also change 
across developmental transitions; for example, 
the prevalence rate of panic disorder increases 
from childhood to adolescence and into young 
adulthood while the rate for separation anxiety 
disorder decreases [70]. General knowledge of 
continuities can help with patient psychoeduca-
tion about prognosis, early intervention, and 
anticipatory guidance about transition planning.

 Functional Outcomes in Young 
Adulthood

Having a mental health disorder in childhood 
or adolescence is also a risk factor for subopti-
mal outcomes [1, 72] in multiple domains of 
young adult functioning (health, educational, 
financial, social, legal), although that is not 
always the case. “There is a high degree of 
variation among young people with serious 
mental health disorders in terms of symptoms, 
causes, course of the disorder, response to 
treatment, mechanisms of change, and out-
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comes over time” [73]. As a group, young 
adults with histories of a diagnosable psychiat-
ric disorder or even subthreshold psychiatric 
problems in childhood or adolescence have 
higher rates of adverse functional outcomes 
compared to non-cases, even when controlling 
for psychosocial hardships and adult psychiat-
ric disorder [6, 74]. Youth with SED in the 
National Longitudinal Transition Study had 

poor social adjustment and high rates of crimi-
nal justice system involvement [75]. TAY with 
MHC struggle to complete college [76]. 
Breslau et al. [77] found that mental disorders 
were significantly associated with termination 
of schooling prior to completion at the primary, 
high school, and college levels and suggest that 
economic, social, and health difficulties may 
be mediated to some extent by low educational 
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Fig. 1.3 Lifetime prevalence of DSM IV disorders. 
Lifetime prevalence of a broad range of mental disorders 
in US adolescents and adults by age groups. Top chart 
shows data from the cross-sectional, retrospective, 

National Comorbidity Survey Replication  – Adolescent 
Supplement [64] and the bottom chart shows data from 
cross-sectional, retrospective National Comorbidity 
Survey Replication [66]
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attainment. Notwithstanding the importance of 
prevention and early intervention in childhood 
and adolescence, the continuation of develop-
mentally appropriate services and supports 
across the transition to adulthood should help 
mitigate short- and long-term functional 
sequelae of having a mental health condition.

 Help-Seeking in TAY and Barriers 
to Help-Seeking

Despite the high prevalence of mental health 
conditions in this age group, use of mental 
health services is low [7]. Hower et al. [5] exam-
ined age transition effects on treatment utiliza-
tion by a sample of youth with bipolar disorder, 
and Copeland et al. [4] used data from a longitu-
dinal, prospective study to look at changes in 
service use among participants with a range of 
psychiatric disorders. In both studies, there was 
a decline in service utilization with the transi-
tion from late adolescence into young adult-
hood. The decline in treatment use was seen 
across all service sectors with a marked decrease 
in education sector services [4]. The latter find-
ing is not unexpected given that aging out of or 
crossing over from child-serving to adult-serv-
ing systems can disrupt mental health and other 
support services. The use of general medical 
health services is low in young adults versus 
older adults [7]. Similarly, the percentages of 
young adults (19–25 y.o.) who received treat-
ment services for any mental illness, serious 
mental illness, or a major depressive episode in 
the past year (37%, 54%, and 50%, respectively) 
were the lowest among all adult age groups [61]. 
Untreated or inadequately treated mental health 
conditions in TAY can serve as an obstacle to 
negotiation of the important demands of this 
developmental period such as educational com-
pletion, career establishment, and relationship 
building.

Identifying barriers to help-seeking for TAY 
can inform changes in treatment approaches, sys-
tems of care, and policy in order to better engage 
and maintain them in treatment [78–80]. Using a 
socio-ecological approach, barriers to help-

seeking can be found at all levels. Community and 
societal level barriers exist, including public 
stigma against those with mental illness [81] and 
ongoing disparities in access to care [82]. These 
important and complex issues are beyond the 
scope of this chapter although providers working 
with diverse TAY need to remain mindful of the 
existence and impact of such issues. Barriers to 
help-seeking at the system level center around the 
multidimensional needs of TAY with MHC and 
the differences between adolescent and adult 
health systems [31, 83]; at the practitioner level, 
they center around provider training and compe-
tencies; at the individual level, they range from 
practical issues to stage-related attitudes (Fig. 1.4). 
An understanding of adolescent and young adult 
development in conjunction with improvements in 
comprehensive transition preparation and plan-
ning services as well as enhancing provider com-
petence in working with TAY may address these 
barriers and facilitate help-seeking [2, 7].

 TAY Development 
and Developmental Needs

The achievement of traditional milestones or 
markers of adulthood involves gradually working 
through developmental tasks intrinsic to the TAY 
developmental period, i.e., identity formation, 
separation and individuation, and achieving inti-
macy. In turn, these tasks require a foundation of 
biopsychosocial maturation in multiple aspects 
of development including biological, cognitive, 
moral, social, and emotional.

 Aspects of Biopsychosocial 
Maturation

Throughout this discussion of typical TAY devel-
opment, it is useful to keep in mind that aspects 
of biopsychosocial development are on different 
time courses within and among individuals. 
Maturation in one or more facets of development 
can be facilitated or delayed or may not progress 
at all given various individual characteristics, 
situations, or experiences [84]. Also, even when 
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typical developmental gains are made, TAY are 
challenged to apply their new skills in novel and 
challenging contexts, and they may revert to less 
mature skills under stress [85].

The overt biological changes that take place in 
adolescence (increases in body mass and height, 
primary and secondary sexual characteristics, 
and improved coordination) are profound and are 
typically completed long before the age of major-
ity. Brain development, however, continues late 
into the second decade of life and influences 
gradual maturation of other lines of development 
throughout that time. Brain development is 
asynchronous with the emotional and reward 
parts of the brain developing earlier than the pre-
frontal cortex which is associated with executive 
functioning [86]. Changes in the prefrontal cor-
tex include increased myelination of nerve fibers, 
increased connectivity with other parts of the 

brain, and shifting levels/distribution of dopa-
mine activity in prefrontal-limbic pathways. 
Brain development is dynamically influenced by 
internal factors (hormones, neurotransmitters, 
immune factors) and external factors (experi-
ences, opportunities, and environmental con-
texts) which potentially allow for improvement 
in functioning and trajectory into adulthood.

TAY experience important and gradual 
changes in their cognitive abilities. With increased 
capacity for abstract and hypothetical thinking, 
they can prioritize and execute plans for the 
future, consider multiple ideas simultaneously, 
weigh the pros and cons of their actions/choices, 
think more creatively and use symbolic thinking, 
and demonstrate improved self-awareness and 
self-reflection [1, 84, 87].

Moral development evolves from a right/
wrong framework to one in which TAY “value 

SYSTEM

• Transition cliffs:  eligibility 
criteria across child and 
adult service systems vary

• Relevance:  adult service 
programs not adapted to 
meet complex, multi-
dimensional needs of TAY

• Tunnels or Silos:  integration 
and coordination across 
service systems and 
between service sectors 
challenging

• Funding:  fixed and inflexible 
funding streams, often by 
age and population criteria

PRACTITIONER

• Engagement:  lacks skills, 
and/or comfort to engage 
TAY/family in 
developmentally informed 
method

• Knowledge Gaps:                    
- normal child/adolescent 
and family development       
- disorders which first 
present in childhood                                  
- community and/or higher 
education resources and 
how to access them 

• Health care transition:           
- inadequate preparation of 
patient to manage own 
mental health needs              
- inadequate transition of 
care plan 

INDIVIDUAL

      

• Practical Issues:  time, 
money, transportation, 
changes in residence, 
health insurance                      

• Attitude:  skeptical of 
benefit, will improve w/o 
treatment, fear, stigma, 
confidentiality, cultural 
beliefs/expectations 

• Developmental phase:  
parents not facilitating 
treatment access, rejects 
support of "authority 
figures", self-reliance

• Knowledge/skills:  low 
levels of mental health 
literacy and self-advocacy 
skills

Barriers to Help-Seeking for TAY

Fig. 1.4 Barriers to help seeking for TAY. Specific examples of barriers which exist at the system, practitioner, and 
individual levels for TAY moving from child-oriented to adult-oriented mental health care [79, 80, 83]
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diversity of people and perspectives and appreci-
ate that there may be many right answers to a 
problem” [84]. Over this developmental period, 
TAY can be more empathic and act for the greater 
good.

Social development is characterized by shift-
ing relationship dynamics with parents, increased 
peer influence, and changes in socio-ecological 
contexts (high school to college, school to work, 
etc.). There is a natural tendency for conflicts with 
parents and other authority figures. Friendships 
are more mutuality based, involving shared inter-
ests, values, and loyalty [88].

Emotional development evolves toward 
improved emotion regulation. TAY acquire an 
improved capacity to integrate thought and emo-
tion. They are better able to weigh immediate 
rewards with risks and consequences and can 
“put more brakes on emotional intensity and sen-
sation seeking” [84].

 Developmental Tasks

As biopsychosocial maturation proceeds, TAY 
are better able to negotiate three important devel-
opmental tasks [85] intrinsic to this developmen-
tal period. Working through developmental tasks 
supports the transition into adult roles and 
responsibilities.

Identity formation and consolidation is a pri-
mary developmental task of TAY. The goal is to 
develop a cohesive, accurate, and stable sense of 
self which “serves as an internal framework for 
making choices and provides a stable base from 
which one can act in the world” [89]. Identity 
development involves (1) integrating all aspects 
of one’s identity, e.g., race/ethnicity, sex, gender, 
religion, privilege, and culture; (2) articulating 
realistic goals based on innate abilities, learned 
knowledge and skills, other life experiences, and 
vulnerabilities; and (3) defining and refining a 
personal value system. Separation and individua-
tion is another developmental task that spans the 
adolescent years and continues into young adult-
hood. This task was first confronted during early 
childhood and is revisited. TAY become more 
aware of being separate from parents and others 

and having independent thoughts, feelings, and 
values. They are challenged to (and usually want 
to) become more autonomous and self-reliant in 
making/pursuing life choices, in day-to-day 
functioning, and in governing their behaviors. 
Optimal outcomes are positive sense of self-
worth and “being separate and autonomous from 
their parents and significant others…while main-
taining supportive transactional relationships 
with the parents and important others” [87]. 
Achieving intimacy refers to the development of 
and commitment to more mature and mutually 
satisfying intimate relationships. Relationships 
include those involving romantic and sexual inti-
macy but also refer to increasingly substantive, 
discriminating, and valued friendships. Hallmarks 
of these relationships include trust and self-dis-
closure and concern.

 Facilitation of Psychosocial 
Development

Based on research, theory, and effective practices, 
three different groups have recently developed 
frameworks or standards related to the dimen-
sions of and foundations for young adult success 
[89–91]. The research groups support positive 
youth development and resilience-focused 
approaches to working with TAY [92, 93]. Despite 
somewhat different initial aims, each framework 
highlights that to facilitate psychosocial develop-
ment and the successful pursuit of desired young 
adult outcomes, TAY need opportunities for 
developmental experiences, in the context of sus-
tained and supportive relationships, across multi-
ple environments. Developmental experiences are 
“opportunities for action and reflection that help 
young people build self-regulation, knowledge 
and skills, values, agency and integrated identity” 
[89]. The benefits of such experiences are maxi-
mized within developmental relationships, those 
with adults and peers, which can help TAY trans-
late experiences to promote psychosocial matura-
tion. Features of developmental experiences [89] 
and developmental relationships [91, 94, 95] are 
shown in (Fig.  1.5). For TAY, experiences and 
social interactions are available in the contexts of 
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family (broadly defined), partners, peer group, 
school, work, and community. Though not unlike 
what is needed in earlier periods of development, 
intentional opportunities for TAY require atten-
tion to their specific needs for increasing auton-
omy, identity exploration, and peer interactions. 
Mental health providers can utilize these concepts 
to inform their own work with TAY and to guide 
others who strive to promote psychosocial matu-
ration and a smooth transition into adulthood. 

The National Collaborative on Workforce and 
Disability “Guideposts for Success” framework 
[90] describes in more detail experiences and 
relationships which all youth need to succeed dur-
ing the transition years in the following five areas:

• School-Based Preparatory Experiences
• Career Preparation and Work-Based Learning 

Experiences
• Youth Development and Leadership 

Opportunities
• Connecting Activities (opportunities, services, 

and supports to become independent adults)
• “Family” Engagement and Supports

Guideposts also identify what additional sup-
ports youth with disabilities need to achieve inde-
pendence in adulthood. The first iteration of 
Guideposts [96] was adapted to specifically 
address youth with mental health needs [97]. In 
Guideposts 2.0 [90], the School-Based 
Preparatory Experiences section is extended to 

include postsecondary education. Though ini-
tially created for the transition out of high school 
to the workforce, Guideposts can be applied more 
broadly, given the emphasis on self-determina-
tion, self-advocacy, family involvement, and 
transition preparation and planning, which are 
also important considerations for TAY who are in 
transition to an adult model of mental health care.

 Psychosocial Development in TAY 
with MHC

As a group, young people with MHC have gaps 
or delays in one or more areas of psychosocial 
development [1, 88] making it even more diffi-
cult for them to navigate normal developmental 
tasks and to function in novel post-high school 
environments. Cognitive delays may interfere 
with educational and vocational achievement and 
the ability to execute plans or to change behav-
iors based on self-reflection. Delays in social 
development can make it difficult to negotiate 
workplace social rules, resolve conflicts with 
roommates, and renegotiate relationships with 
parents/caregivers, while delays in moral devel-
opment may contribute to criminal behavior [88]. 
Ongoing characteristics of an illness itself (such 
as mood dysregulation, lethargy, inattention, 
impulsivity, language difficulties, episodic nature 
of some MHC, time management) and/or side 
effects of pharmacotherapy can prevent the 
young person from gaining the benefits of matu-
ration-promoting experiences.

During an already complex and stressful 
developmental transition, TAY with MHC are 
expected to complete more tasks and mature 
undertakings than those without special chal-
lenges. They need to assume primary responsibil-
ity for their mental health  care, have some 
understanding of how their illness might impact 
functioning in college, at work, and in the com-
munity, and consider what supports they need to 
promote success. They are expected to advocate 
for themselves, recognize warning signs of 
relapse, develop relationships with new treatment 
providers, and navigate new systems of care [98]. 
Maintaining a life course and resilience-focused 

Active
Aspects

• Encounter
• Tinker
• Choose
• Practice
• Contribute

Reflective
Aspects

• Describe
• Evaluate
• Connect
• Envision
• Integrate

Characteristics

• Express Care
• Challenge Growth
• Provide Support
• Share Power
• Expand Possibilities

Developmental
Experiences

Developmental
Relationships

Fig. 1.5 Facilitation of psychosocial development.  
Features of developmental experiences [89] and develop-
mental relationships [95] which facilitate psychosocial 
development
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perspective, TAY with MHC may benefit from 
scaffolds and supports which extend across the 
transition from late adolescence into young adult-
hood to hone skills, accomplish developmental 
tasks, achieve personal goals, and establish a sup-
portive social network (not unlike many youth 
without MHC).

 Implications for Mental Health 
Treatment

Informed by the developmental tasks and needs 
of TAY, their risk for mental health and sub-
stance use disorders, known barriers to help-
seeking, and guided by the System of Care 
(SOC) concept and philosophy [15, 99], it is pos-
sible to articulate key features of developmen-
tally appropriate treatment services for TAY 
(Table 1.2). For many mental health providers, 
items on this list may be viewed as how they rou-
tinely approach patient care across all age 
groups. Still, it is important to contemplate how 
these treatment characteristics specifically apply 
to TAY who [1] have a strong developmental 
drive to separate and establish an independent 
adult life, [2] experience change and new 
demands in all facets of their lives as they move 
toward adulthood, [3] have brains that are still 
maturing, and [4] are at risk for discontinuation 
of institutional supports and other services, 
including disruption of health care.

 A TAY Version of the SOC Framework

The SOC concept and philosophy was updated in 
2010 [99], acknowledging its applicability to dif-
ferent age groups. Figure 1.6 shows the original, 
child-focused SOC framework [15, 99] and a 
new version adapted herein for working with late 
adolescents and young adults, as informed by 
their unique needs and evidence-based or promis-
ing best practices. The traditional eight overlap-
ping areas of needed services and supports are 
relevant to TAY.  The framework underscores a 
holistic or recovery approach to mental health 
treatment which is preferred by young people 

with MHC [99, 100]. This TAY SOC framework 
differs from the original in a few ways. The label-
ing of the central circle in the figure has been 
modified to reflect the population of focus  – 
TAY.  Also, “other natural supports” has been 
added to emphasize that TAY may choose to 
involve family and/or individuals from outside 
the family, in their mental health  care and life 
planning. The words “legal” and “adult” were 
added to the area labeled “juvenile justice ser-
vices” given that for TAY, legal supports and ser-
vices may extend into the criminal justice system 
and may be needed for benefits management, dis-

Table 1.2 Important Features of Behavioral Health 
Treatment Services for TAY

Individualization of care, respecting the personal 
history, developmental status, culture, and 
maturational process of each young person
Prioritization of TAY voice in setting goals, treatment 
decision-making, and the design, implementation, and 
evaluation of services
Strengths-based approach to promote identity 
formation, self-efficacy, and resilience
Involvement of family balancing independence and 
need for continued support
Multidimensional approach, supporting needs and 
goals in education, employment, relationships, health, 
stable housing, and community engagement
Coordination of care across service sectors to simplify 
access, and across systems with age limitations to 
avoid care disruption
TAY/age-specific settings and programs, with peer 
support providers (if applicable), to increase appeal 
and help reduce stigma
Attention to natural and informal supports across 
ecological contexts to help build supportive and 
enduring social networks
Screening for problematic alcohol and/or substance 
use with brief interventions and/or referral to treatment
Transition preparation and planning for movement to 
adult-oriented mental health services including 
psychoeducation, self-advocacy, and health 
management skill development
Public health approach with early identification and 
intervention to enhance young adult outcomes
Utilization of technology in planful, legal, and ethical 
fashion, to communicate with TAY and to engage 
them in treatment
Utilization of emerging evidence-based practices 
(EBP) for TAY and/or adaptation of existing EBP that 
have established effectiveness in other age groups
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ability rights and advocacy, debt restructuring, 
etc. “Housing” has been added to the area labeled 
“social” in the original framework to emphasize 
the heightened importance of stable, safe, acces-
sible, and affordable housing for this vulnerable 
population. “Social” services include basic sup-
port services such as clothing, meal and transpor-
tation vouchers, showers, parenting supports, 
protective services, and foster care/adoption ser-
vices [15]. Four arrows have been added to repre-
sent essential services/supports which should be 
available to TAY within each dimension. Given 
that TAY frequently change socio-ecological 
contexts, service areas, and service systems, the 
ongoing development of certain skills can smooth 
those transitions. TAY need help developing 
skills to identify and enlist natural supports. An 
expanded and dynamic social network not only 
supports the transition to adulthood but provides 
a safety net when TAY are not engaged in formal 
supports. Independent living skills build self-
efficacy and may facilitate access to and use of 
other services. Likewise, self-advocacy skills and 
transition planning services (learning to antici-
pate the changes ahead) can help TAY guide their 
service plan and obtain accommodations to opti-
mally function in new environments.

 Applying System of Care Concept 
and Principles to TAY

Assisted by federal policy and funding initiatives, 
and driven by need, innovative programs that spe-
cialize in serving TAY have been developed, inte-
grating elements of the SOC concept and 
principles [23, 24, 101, 102]. This includes evi-
dence-based coordinated specialty care programs 
for young people with first episode psychosis 
[103] and the Transition to Independence Process 
(TIP) Model [104]. Also, interventions found to 
be efficacious in older populations, such as 
Individualized Placement and Support Supported 
Employment [105] and Clubhouse programs 
[106], many of which also favor individualized, 
coordinated, and multidimensional supports, have 
been tailored for the TAY age group. Researchers 
are evaluating the core features and efficacy of 

such programs. One core feature of specialized 
programs worth mentioning is the integration of 
peer support specialists, individuals with lived 
experience, in service delivery [107, 108]. 
Researchers are also developing fidelity measures 
and disseminating best practice guidelines for 
programs designed for TAY with MHC.  Two 
rehabilitation and research training centers 
(RRTCs), co-funded by SAMHSA and the 
National Institute on Disability, Independent 
Living, and Rehabilitation Research (NIDILRR) 
in 2008 and 2014, have been instrumental in this 
work [24]. The websites of these RRTCs (https://
www.umassmed.edu/TransitionsACR/; https://
pathwaysrtc.pdx.edu/), along with a recently 
NIDILRR-funded cross-disability RRTC in VA 
(https://vcurrtc.org/), have a wealth of informa-
tion and resources for policymakers, researchers, 
clinicians, transition specialists, special education 
teachers, families, and patients.

Beyond informing policy and program devel-
opment, independently practicing mental health 
clinicians can apply SOC principles and meth-
ods to engage TAY in treatment [109]. Such pro-
viders coordinate care between service sectors 
by establishing regular communications with 
primary care providers and school personnel. 
They help bridge the gap between child-oriented 
and adult-oriented service systems by transmit-
ting medical records and communicating with 
the receiving clinical team. Providers can use the 
modified framework to visualize the range of 
services a patient may need to support transition 
and to identify their own knowledge gaps regard-
ing available community resources and TAY 
contexts.

 Provider Competencies for Working 
with TAY

Providers working with TAY require enhanced 
knowledge, skills, and attitude competencies to 
optimize treatment of young people with mental 
health needs during the transition years. Core 
competencies for program-related transition ser-
vice providers and a provider competency scale 
have been developed [107, 110, 111]. Though 
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somewhat useful for individual practitioners 
across disciplines, more detailed knowledge and 
skill competencies are needed. The remainder of 
this chapter addresses specific areas of knowledge 
essential to working with TAY. A brief discussion 
of skills and attitudes follows as a segue to infor-
mation in subsequent, diagnosis-based chapters.

 Provider Knowledge: Laws, 
Legislation, and TAY

Whether TAY are moving on to higher education, 
employment, and/or independent living, it is 
essential for providers and other stakeholders to 
have a basic understanding of the protections and 
opportunities various civil rights laws and entitle-
ment legislation offer to TAY with disabilities 
(Fig. 1.7), including those with MHC. Providers 
“can better advise youth and their families, work 
with representatives from other agencies, and 
develop transition plans taking advantage of 
these protections and opportunities” [112]. 
Additional resources on this topic are listed at the 
end of the chapter.

The Individuals with Disabilities Education 
Act (IDEA), a reauthorization of Public Law 
94–142, ensures that students with disabilities 
are identified and provided with a Free 
Appropriate Public Education (FAPE). An 
Individualized Education Program (IEP) outlines 
specialized instruction, supports, accommoda-
tions, and qualified personnel to meet the needs 
of the student. Of relevance to TAY, IDEA 
requires the inclusion of transition services in the 
IEP which will be in effect when the student turns 
age 16 y.o. (younger in some states) to help pre-
pare the student for post-high school endeavors. 
The transition plan may specifically be referred 
to as an Individualized Transition Plan (ITP). The 
transition plan includes a statement of student 
goals and plans for after high school and what 
services the school itself, and in collaboration 
with other agencies, is going to provide to assist 
the student in achieving the goals.

IDEA no longer applies after graduation from 
high school. IEPs and ITPs do not automatically 
continue to institutions of higher education 

(IHEs) nor to places of employment. Instead, 
after high school, young people with disabilities 
may be eligible to receive disability-related 
accommodations under civil rights laws. Young 
people may need help understanding that a MHC 
can be a disability when it limits one’s ability to 
function in various environmental contexts, 
whether for a discrete period of time, or across 
the lifespan [113]. Within civil rights legislation, 
an individual with a disability is a person who [1] 
has a physical or mental impairment that substan-
tially limits one or more major life activities, [2] 
has a record of such an impairment, or [3] is 
regarded as having such an impairment.

Section 504 of the 1973 Rehabilitation Act 
[114] prohibits discrimination against people 
with disabilities and guarantees equal access to 
participation in programs and services that 
receive federal financial assistance. The 
Americans with Disabilities Act (ADA) of 1990 
[115] and the ADA Amendments Act of 2008 
[116] extend this antidiscrimination mandate to 
entities that do not receive federal financial assis-
tance. In order to receive disability-related 
accommodations, college students with disabili-
ties must disclose their disability to the school’s 
Office of Disability Services (or an office of 
some other title) and request specific supports in 
a timely manner that follows the procedures set 
forth by the institution. Employees who choose 
to disclose a disability typically go through the 
Human Resources Department or an Employee 
Assistance Program. Reasonable accommoda-
tions include changes in the classroom or work 
environment, modification in policies, practices 
or procedures, and provision of auxiliary aids and 
services, which enable an individual with a dis-
ability to have an equal opportunity to participate 
in an academic program or job. IHEs and employ-
ers are not required to eliminate or modify 
requirements of an academic program or essen-
tial functions of a job, nor are they required to 
lower performance standards.

Section 504, the ADA, the Fair Housing Act of 
1968 [117] and its amendments, and other fed-
eral, state, and local laws provide protection for 
disabled individuals regarding housing. 
Additional information for disabled individuals 
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about housing rights and responsibilities, reason-
able housing accommodations, and housing 
options are listed at the end of the chapter.

The 2014 Workforce Innovation and 
Opportunity Act (WIOA) increases vocational 
rehabilitation (VR) services for both in-school 
and out-of-school youth (ages 14–24 y.o.) with 

disabilities (including psychiatric disabilities), 
who have one or more barriers to employment. 
The WIOA prioritizes competitive integrated 
employment [118].

There are other entitlement programs avail-
able to eligible TAY with MHC such as social 
security disability income and supplemental 

2014 Workforce Innovation and Opportunity Act (WIOA)

Expands scope of VR services for 
TAY with disabilities

Pre-Employment Transition Services
for in-school youth

Individualized VR services by
eligibility  

2004 - Individuals with Disabilities Education Improvement Act

Reauthorization of IDEA Individualized Transition Plan (ITP) Summary of Performance (SOP)

1990 - Americans with Disabilities Act

Expands non-discrimination mandate of Section 504
Applies to organizations & employers
which do NOT receive federal funds

1990 - Individuals with Disabilities Education Act 

Reauthorization of P.L. 94-142 Mandates transition services

P.L. 94-142 - 1975 - Education for All Handicapped Children Act

Free and Appropriate Public Education (FAPE) Individualized Education Program (IEP)

Rehabilitation Act of 1973

Prohibits discrimination based on
disability 

Requires supports & accomodations 
(504 Plan in education)

Applies to programs and activities 
that receive federal funds

Fig. 1.7 Transition-related laws and legislation.  Timeline 
of some important disability laws/legislation relevant to 

transition services and accommodations for TAY with 
MHC
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security income. The details of these programs 
are beyond the scope of this chapter, but provid-
ers are sometimes tasked with completing forms 
related to these benefits.

Providers are familiar with state medical 
record privacy laws and the federal privacy rules 
and protections afforded under the Health 
Insurance Portability and Accountability Act 
(HIPAA) of 1996. However, student health 
records maintained at school are protected under 
a different federal law, the Family Educational 
Rights and Privacy Act (FERPA). This law applies 
to all schools that receive funds under an applica-
ble program of the US Department of Education. 
When a student turns 18 y.o. or attends higher 
education, the rights afforded under FERPA trans-
fer from parents to the eligible student. Protection 
does not apply in certain circumstances, such as in 
a health or safety emergencies, or if there is an 
underage substance violation. Whether treatment 
records are covered by HIPAA and/or FERPA, 
18-year-old patients or eligible students need to 
complete and sign authorization forms for infor-
mation to be disclosed to parents and other third 
parties (for FERPA, specific authorization forms 
are required). The intersection of HIPAA and 
FERPA on campuses is nuanced and well-
described by Chan et al. [119] and in an updated 
joint guidance [120]; consultation with compli-
ance officers or legal advisors can be sought. After 
careful discussion with college-bound patients, 
getting release forms signed prior to matriculation 
which allow communication with parents and 
with new providers on/near campus can be help-
ful. Parents can call providers and the school with 
concerns or observations of their TAY regardless 
of the existence of a release.

For some TAY with MHC, additional per-
sonal, financial, and healthcare decision-making 
options need to be considered for when the young 
person turns 18 y.o. These include, but are not 
limited to, healthcare proxy, psychiatric advanced 
directive, supported decision-making, guardian-
ship, and conservatorship. A helpful resource for 
youth, families, and providers is Moving to Adult 
Life: A Legal guide for Parents of Youth with 
Mental Health Needs [121].

 Provider Knowledge: Health 
Insurance

Insurance-related barriers to seeking mental 
health  care by young adults improved with the 
implementation of the Affordable Care Act 
(ACA). Between 2010 and 2018, the percentage 
of uninsured 19–25-year-olds declined from over 
30% to 14.4% [122]. Still, it remains imperative 
for health care providers (HCP) to discuss with 
patients and families the importance of maintain-
ing health insurance across age transitions. HCP 
need basic knowledge of the insurance options 
available to TAY and how TAY and their families 
might access those plans.

Medicaid and the Children’s Health Insurance 
Program (CHIP) provide free or low-cost health 
coverage. Medicaid provides health coverage to 
many Americans including eligible children and 
adolescents, pregnant women, and people with 
disabilities. Some states have expanded Medicaid 
coverage to adults based on income criteria only. 
An uninsured young adult may, therefore, qualify 
for Medicaid in certain states. Emancipating/
emancipated foster children who meet certain 
criteria may stay on Medicaid up to the age of 26 
y.o. [123]. A disabled individual on SSI (supple-
mental security income) does not automatically 
lose Medicaid coverage when turning 19 y.o. but 
needs to be reevaluated regarding disability sta-
tus using adult criteria. The Children’s Health 
Insurance Program (CHIP) provides low-cost 
health coverage to children, up to age 19 y.o., in 
families that earn too much money to qualify for 
Medicaid but cannot afford private coverage. In 
some states, CHIP covers pregnant women. 
Young people and families can apply online, 
year-round, at https://www.healthcare.gov/med-
icaid-chip/. For Medicaid and CHIP, the Federal 
government establishes certain parameters for all 
states to follow, but the programs are adminis-
tered by states with variable eligibility criteria 
and coverages nationwide. Individuals cannot 
simply transfer Medicaid from one state, or even 
county, to another, nor use benefits while tempo-
rarily out of state except under certain 
circumstances.
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TAY may stay on a parent’s health insurance 
plan, whether an employee-sponsored insurance 
(ESI) plan or a marketplace plan, up to the age of 
26 y.o. The young person does not have to be 
claimed as a dependent by the parents or living 
with the parents, nor are there restrictions based 
on student status, employment status, or marital 
status. There is an annual open enrollment period, 
although certain life events may qualify a young 
person for a special enrollment window.

Other options for TAY are school-sponsored 
or college plans [124], ESI plans, state/federal 
marketplace plans (https://www.healthcare.gov/
get-coverage/), and plans through trade/profes-
sional associations or membership organizations, 
depending on the post-high school path. College 
plans and ESI plans may be difficult to maintain 
if not attending school or working full time.

 Provider Knowledge: Options for Life 
After High School and Available 
Supports

TAY with MHC can succeed in various post-high 
school endeavors with careful attention to avail-
able supports and the fit of a program, institution, 
or activity with the young person’s interests and 
goals, strengths, and needs. Providers familiar 
with the broad range of post-high school options, 
in combination with their knowledge of develop-
mental psychopathology, are better able to guide 
TAY with MHC and their families in planning for 
the transition to post-secondary education and 
training, work, and/or independent living.

 Post-Secondary Education and Training 
(PSET) Options
PSET is characterized by diversity. Programs/
institutions vary by mission, size, geographic 
location, selectivity, availability of formal and 
informal supports, types of degrees awarded, 
research activity, control (public or private), and 
whether they are operated on a nonprofit or for-
profit basis. Students attend part-time, full-time, 
in-person, or through distance-learning options, 
reside in campus housing (on or near campus), or 
commute to school. Though most schools are 

coed, there are some single-gender institutions. 
Others may focus on special populations such as 
historically Black colleges, Hispanic-serving 
institutions, and religiously affiliated schools.

Four-year colleges or universities offer bac-
calaureate degrees and equip graduates with 
skills and knowledge for a broad range of pro-
fessions. It is important for providers to remind 
patients and families that there are multiple 
pathways to complete a bachelor degree. Many 
young people enroll in a 4-year degree-granting 
institution immediately after high school while 
others opt to attend a two-year institution and 
then transfer to complete a four-year degree. 
Others take a gap year (a planned break from 
schooling) between high school and college and 
spend time working, traveling, and/or volun-
teering. Whether the gap year is self-designed or 
part of an established program, it provides a 
break from formal academic work and an oppor-
tunity for growth and personal development. It 
is possible to defer enrollment by choice or by 
recommendation of the accepting IHE to com-
plete a gap year. For a variety of reasons, includ-
ing as a possible accommodation for a mental 
health-related disability, some young people 
choose to or are encouraged to take reduced 
course loads or attend school part-time, under-
standing that they will take longer than 4 years 
to graduate and/or will attend school year-
round. (In the case of part-time status, patients 
should pay careful attention to qualifications to 
maintain student health insurance as well as 
time-to-degree financial aid limits.) Some stu-
dents transfer between 4-year institutions, 
including those seeking more robust mental 
health, academic, and social support services. 
The take-home message is that for TAY with 
MHC who aspire to earn a 4-year degree, there 
are many paths to success.

Two-year colleges (community or junior col-
lege) typically offer associate degrees, preparing 
students for entry-level positions in certain occu-
pations, and/or transfer to a four-year degree-
granting institution. Many community colleges 
also offer career and technical training programs 
leading to a certificate, or an associate degree, and 
a fast track into a career. Attendance at a local 
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community or junior college is one way to ease 
into a four-year degree. It affords a young person 
the opportunity to explore interests, develop more 
academic and independent living skills, utilize 
familiar supports (family, peers, tutors, treatment 
providers), and/or stabilize after a mental health 
crisis. Cost tends to be lower, and many students 
combine part-time work and school.

Career, technical, or vocational/trade schools 
offer education options that focus on developing 
a skill set and knowledge base for a specific 
career or trade. At these schools, students usually 
earn a certificate or associates degree. Programs 
are available in various fields of study including 
health care, technology, emergency services, and 
skilled trades such as electricians, plumbers, and 
auto mechanics. Career and technical education 
programs may even begin in high school and con-
tinue into higher education at the 2-year college 
level [7]. Many programs require apprenticeships 
and/or internships that help students gain practi-
cal experience and fulfill licensing requirements. 
Programs typically last 2 years or less, focus on 
hands-on training, and provide more direct paths 
to jobs, characteristics which may be a best fit for 
some individuals.

 Work
Going directly to the workforce after high school, 
whether driven by personal preference, econom-
ics, or sociocultural expectations, is another post-
high school path for young people with 
MHC. Work not only provides money, but it is a 
source of structure, social interaction, and self- 
esteem [125]. TAY should seek jobs with opportu-
nities for advancement and ideally, work with 
products and services which interest them. In best 
cases, a young person entering the workforce after 
high school will have had volunteer, internship, 
and/or part-time work experiences as a prelude to 
employment. An extended period of work may 
allow TAY to increase self-awareness and perhaps 
even reassess the need for PSET. Some employers 
may offer financial support for continuing educa-
tion. AmeriCorps, a network of national service 
programs [126], is an option after high school 
which involves a work commitment with the ben-
efits of educational monetary awards, personal 

development, access to health insurance, student 
loan forbearance, and a living allowance (depend-
ing on the program). The Job Corps [127] is a 
national, residential career training program for 
eligible, at-risk young people, between the ages of 
16 and 24 y.o. Participants can complete their 
high school education, obtain career technical 
skills, and gain employment; some Job Corps 
graduates go on to higher education. For some 
TAY with disabilities, receipt of social security 
benefits is a disincentive to seeking employment, 
for fear of losing their benefits. These youth and 
families can seek benefits counseling and investi-
gate social security work incentive programs 
[112] to understand how they can participate in 
meaningful and fulfilling work while maintaining 
entitlement income.

 Military
Joining the military can be a good option for TAY 
who do well with structure and have a desire to 
serve their country. It offers distinct advantages 
for TAY in the development of leadership and 
teamwork skills, work ethic, and goal directed-
ness. The military provides an opportunity to 
build a career in the service, move on to a civilian 
job, and/or qualify for financial support to attend 
PSET. A young person is disqualified from serv-
ing in the US military with a current diagnosis or 
verified past medical history of most mental 
health disorders [128]. Some disorders are per-
manently disqualifying and not eligible for medi-
cal waiver. For other disorders, including ADHD, 
learning disorders, depressive disorders, and cer-
tain anxiety disorders, the cumulative duration of 
treatment, period of time symptom- and treat-
ment-free (including medication), need for inpa-
tient or residential treatment, and documentation 
of adverse academic, occupational, or work per-
formance are taken into consideration. TAY 
should work with a recruiter to learn about quali-
fications and waivers. Asking for a waiver does 
not guarantee the waiver will be granted. It will 
likely require more tests at the individual’s 
expense and the provision of additional docu-
mentation. Patients who are passionate about 
joining the military may unilaterally decide to 
terminate treatment; providers should openly dis-
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cuss these concerns with patients and encourage 
them to taper and stop medication with medical 
supervision. Professionals can provide verifying 
documentation if requested/authorized by the 
patient. Possible mental health sequelae of mili-
tary service, difficulty reentering civilian life and 
adjusting to the social and academic challenges 
of PSE, require careful and coordinated transition 
planning.

 “Independent Living” as a Post-High 
School Possibility
All TAY need to develop independent living skills 
whether they remain in the parental home after 
high school graduation or live in apartments, col-
lege dormitories, military housing, etc., with or 
without a roommate, partner, or spouse. However, 
for some TAY and their families, “independent 
living”, defined here as residential living arrange-
ments separate from those in the home of the par-
ent or guardian where the youth was raised, may 
be a post-high school outcome of interest [112]. 
Providers may need to suggest this option to some 
patients and families, keeping in mind the rele-
vance of safety and stability, community integra-
tion, and self-determination to housing options 
for TAY with serious MHC and other disabilities 
[100]. Options range from complete indepen-
dence to 24/7 care, considering the level of infor-
mal and formal supports required by an individual 
[112, 129]. Some programs have strict eligibility 
criteria or may not specifically serve TAY.  The 
availability of and funding for various residential 
options can vary by state and navigating the sup-
ports for independent living can be difficult. 
Patients and families should begin to address this 
goal early, by working with educational transition 
staff and contacting their local NAMI affiliate, 
Public Housing Authority, Community Mental 
Health Center, Vocational Rehabilitation (VR) 
Agency, and state departments of mental health 
and/or developmental disabilities services for 
information. If a TAY does not qualify for an out-
of-home living situation and continues to live at 
home, respite services should be considered for 
parents and other caregivers to help restore the 
energy and commitment needed to care for youth 
with serious emotional disturbance [1].

 Mental Health Care on or near Campus
The mental health, wellness, and disability ser-
vices available on or near campuses are as diverse 
as the available PSET options available to youth. 
Home-based providers are not expected to know 
the details of services on each campus but can 
recommend that patients and families explore 
what is available starting with initial college 
tours. Patients, parents, and providers can supple-
ment that information [130] by researching col-
lege websites and/or calling a campus health 
administrator to get additional details on the fol-
lowing [131]:

• Types of counseling services including access, 
session limits, fees, and wait times

• Psychiatric services including criteria to 
access, fees, and wait times

• Location of services on/near campus and 
transportation availability

• Breadth of disability services and required 
documentation to apply for accommodations

• Student-driven mental health support/advo-
cacy groups

• Wellness groups
• Student health insurance and/or acceptance of 

family’s current insurance plan
• Student of Concern Team [132]
• Availability on/off campus of:

 – Emergency/crisis services
 – Intensive level mental health services 

(inpatient, partial hospital program (PHP), 
and intensive outpatient program (IOP))

 – Specialized mental health services (sub-
stance abuse and eating disorders)

Based on the ongoing mental health needs of 
the transitioning student and available services, 
providers can attempt to guide youth and families 
in college selection. However, for various rea-
sons, mental health is not always made a priority 
[133] increasing risk for a suboptimal transition.

 Other Supports on Campus
Providers should know about other sources of 
enhanced support for their patients headed to col-
lege. The TRIO Programs [134] are Federal out-
reach and student services programs designed to 
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identify, serve, and assist low-income individu-
als, first-generation college students, youth 
aging-out of foster care, and individuals with dis-
abilities, to progress through the academic pipe-
line from middle school to post baccalaureate 
programs. Many of these youth also experience 
mental illness. TRIO grant recipients are institu-
tions of higher education, public and private 
agencies, organizations including community-
based organizations, or combinations of such 
entities, with experience in serving disadvan-
taged youth and secondary schools.

Summer bridge programs are designed to 
enhance nonacademic and/or academic readiness 
skills and support the overall transition to a new 
environment. Young people from underrepresented 
and vulnerable groups and those from certain diag-
nostic groups [135] may choose or be required to 
attend a summer bridge program. The content of 
summer bridge programs varies, but typically 
includes orientation to campus resources and cam-
pus life, study skills, remedial academic work, con-
nections with advisors and mentors, and engagement 
with peers. Students may continue to have access to 
one or more of these features into the academic year 
depending on the program. Summer bridge pro-
grams may be funded by TRIO but not necessarily.

Supported Education (SEd) has emerged as a 
promising practice for supporting individuals 
with psychiatric disabilities in reaching their PSE 
goals [136–138]. SEd programs have specialized 
staff who coordinate campus mental health, and 
other supports, meet one-on-one and in groups to 
help with academic skills, help navigate the cam-
pus system of care, facilitate getting accommoda-
tions, improve motivation, and help students cope 
with mental health issues. SEd providers may also 
consult to the IHE about campus mental health 
policies and practices. Some SEd programs are 
campus initiatives while others are accessed 
through community mental health centers, univer-
sity research centers, and other settings. Ringeisen 
et al. [138] discuss funding options for SEd ser-
vices, which are often expensive.

 Employment Supports
TAY with psychiatric disabilities who plan/desire 
to head to work may need guidance and support 

preparing to apply for and find a job, advancing 
in or maintaining employment, or integrating into 
the community. Mental health providers can be 
helpful to these TAY patients by knowing some 
basics about vocational rehabilitation services.

Pre-Employment Transition Services (Pre-
ETS) are a specific set of services funded by 
state VR agencies for students with a disability 
who are still enrolled in school. Students must 
meet eligibility criteria for Pre-ETS but an appli-
cation is not required. These services, offered 
either in a group or on an individual basis, 
include [112, 118]:

• Job exploration counseling
• Work-based learning experiences, which may 

include in-school or after-school opportuni-
ties, or experience outside the traditional 
school setting (including internships) pro-
vided in an integrated environment to the 
maximum extent possible

• Counseling on opportunities for enrollment in 
comprehensive transition or postsecondary 
educational programs at IHEs

• Workplace readiness training to develop social 
skills and independent living

• Instruction in self-advocacy, which may 
include peer mentoring

Another set of transition-related VR services 
is available to both in-school and out-of-school 
youth. These are provided in group settings and 
do not require an application. At the other end of 
the continuum are individualized transition ser-
vices, which are available to all individuals who 
are determined to be eligible and require an 
application, and an approved Individualized Plan 
for Employment (IPE) must be developed. 
Collaboration with state education agencies and 
even IHE’s may be required based on the IPE.

VR services vary to some extent by state, are 
limited by available funding, and target those most 
in need. TAY with MHC, who are disconnected, 
who have experience in the justice or foster care 
systems, and who are disadvantaged based on 
opportunity and healthcare disparities, would 
likely qualify for and benefit from VR services but 
need to know how to access and apply for them.

1 Transition-Age Youth: Who Are They? What Are Their Unique Developmental Needs? How Can Mental…



26

Other possible services to support the career 
development of TAY include the Individual 
Placement and Support (IPS) model of supported 
employment (SE) especially when it is systemati-
cally modified for young adults [102, 105], and 
Clubhouses [106]. HYPE (Helping Youth on the 
Path to Employment) is a manual-based interven-
tion to support TAY with MHC to develop their 
careers [139]. It integrates the IPS model of SE 
with SEd and includes other enhancements; it is 
poised to be tested on college campuses across 
the country.

 Provider Knowledge: Domains 
of Adolescent and Young Adult 
Functioning

To ease the stress of transition and promote men-
tal wellness and stability, practitioners must 
assess, monitor, and help move patients (and 
families) forward in their readiness for transition 
in multiple domains of function relevant to post-
high school success and transition to adult-
oriented mental health care [131]. Critical to this 
task is the gradual shift of responsibility for these 
functions from the parent or other adult (such as 
tutor, mentor, special education teacher) to the 
TAY. The child-oriented mental health provider, 
often a CAP, is not solely responsible for promot-
ing a patient’s independence in multiple domains. 
Instead, the CAP often takes on a facilitative role 
in health  care transition, highlighting patient 
needs and then engaging other members of the 
transition team, including a transition case man-
ager, if available, to promote transition readiness. 
It is possible that a young person may not be fully 
competent in all domains at the time of transition, 
but TAY can still be successful if sufficient sup-
ports are in place where still needed [90].

 Health Condition Knowledge and Skills
Health condition knowledge ranges from the 
basics of knowing the name and symptoms of 
one’s condition(s) to understanding the triggers 
and warning signs of relapse. Health condition 

skills include the ability to present acute con-
cerns to medical provider(s), get prescriptions 
filled, and describe a complete treatment his-
tory. Learning about health insurance is included 
in this domain. Progressively nuanced and com-
plex health knowledge and skills, important for 
TAY with MHC to develop, are shown in the 
format of a readiness assessment (Fig.  1.8). 
Providers can discuss these topics with patients 
and families and engage them in assignments 
and activities to build youth knowledge and 
skills. A Health and Human Services document 
entitled “Teaching adolescents how to use the 
healthcare system” suggests sample tasks to 
assign adolescents to enhance readiness in this 
domain. There are many assistive mobile apps 
which may appeal to TAY which help track 
mood, anxiety, time management, medication 
compliance, etc. A young person leaving home, 
confident about their abilities to manage their 
mental health condition, should be better able to 
weather the stress of transition and focus on 
young adult pursuits.

 Self-Advocacy Knowledge and Skills
Self-advocacy knowledge and skills taught in 
elementary, middle, and high school take on criti-
cal importance for young adults seeking accom-
modations in PSE, on the job, and in the 
community. Self-advocacy knowledge includes 
understanding how one’s condition/disability 
impacts learning and/or working and what 
accommodations and supports will enable par-
ticipation in future endeavors. Individuals with 
disabilities should know their rights and respon-
sibilities and the pros and cons of disclosure in 
various settings. Self-advocacy skills include the 
ability to ask for help, effectively disclose a dis-
ability, and advocate for accommodations and 
supports across different settings. Clinicians, par-
ents, education personnel, vocational rehabilita-
tion counselors, and others should work together 
and encourage patients to participate in and/or 
lead their 504, IEP, ITP, IPE, and other individu-
alized planning meetings, maintain a portfolio of 
documents related to the disability, and read 
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TRANSITION READINESS ASSESSMENT and ACTION PLAN for Youth with Mental Health Conditions 
Please fill out this form to help us see what you already know about your condition and how to manage it. We can 

work together to address what you need to learn.  If you need help with this form, please let us know.

NAME

DATE OF BIRTH                              DATE OF ASSESSMENT               

I know 
this or I 
do this

I need 
to

learn

What can I do to practice or prepare?
Who can help?

HEALTH CONDITION KNOWLEDGE 
I know the name of my condition/disability

I know how my condition impacts my social functioning

I know what to do in case of an emergency

I know the triggers for and warning signs of a relapse

I know the circumstances and conditions which trigger
trouble for me (destabilization and/or relapse)
I know how alcohol/drugs might affect my health condition

I know how sleep (or lack of it) affects my condition

I know how pregnancy might affect my health condition

I know strategies and tools to help stabilize me

I understand how my family’s cultural beliefs might affect 
  health care decisions
I know pertinent family medical and psychiatric history

HEALTH CONDITION SKILLS
I can name my providers(s) and reach them

I meet privately with my doctor for part of each office visit

I can present acute concerns to my provider(s)

I make and keep track of my own appointments

I can explain my condition in a few sentences

I can present my treatment history or have easy access to it

I discuss short- and long-term treatment goals and needs 
with my provider
I understand/complete/sign medical forms (health history,
permission for treatment, release of records, HIPAA Policy)
Once I turn 18, I will meet alone with my doctor unless 
I have signed consent forms
I have decided about emergency contacts and possible
parental access to providers after I turn 18 years old
MEDICATION KNOWLEDGE
I know if I am allergic to any medications and what happens

Fig. 1.8 Transition readiness assessment and action plan 
for youth with mental health conditions.  This readiness 
assessment is designed to assess the health condition 

knowledge and skills of youth with a broad range of men-
tal health conditions.  The team can record action plans to 
address knowledge and skills gaps

results of educational, psychological, and other 
testing. Providers can consider role play activi-
ties so patients can practice disclosure skills. 
Successful post-school transitions require that 
adolescents assume prominent roles in their own 
educational and life planning. TAY can use the 

Summary of Performance (SOP) as a guide for 
self-advocacy in post-high school settings 
although it is not a guarantee of services and sup-
ports. The Summary of Performance (SOP) is 
required for some youth under the reauthoriza-
tion of the IDEA of 2004 [140].
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In addition to the above, patients headed to 
PSE need to know if their testing results are up- 
to- date and what documentation is required to 
apply for accommodations on standardized col-
lege entrance examinations and in PSE settings. 
It can be helpful to patients for providers to dis-
cuss the differences between high school and col-
lege as a way to increase patient interest in 
developing knowledge and skills in self-advo-
cacy. Then, they can better anticipate and advo-
cate for the supports they will need to complete 
PSE [141]. Additional resources on this topic are 
listed at the end of the chapter.

 Independent Life Skills
It is never too early to learn/practice some funda-
mental daily life skills. Already knowing how to 
do laundry, cook simple meals, set and wake up 
to an alarm, etc., can help decrease stress and 
avoid relapse [131] for a young person adjusting 
to a new job, college life, and/or a new housing 
situation. Basic daily activities, such as bathing, 
dressing, toileting, ambulating, and eating, are 
often referred to as activities of daily living [142]. 
For TAY patients who struggle with these activi-

ties, high levels of personal support are neces-
sary. In comparison, instrumental activities of 
daily living (IADLs) are activities that allow an 
individual to live independently in a community 
[143]. These activities include:

• Comfortably communicating on the phone 
and via computer

• Maintaining one’s living environment
• Managing personal hygiene
• Planning and preparing meals
• Getting to where one needs to go by driving, 

hiring taxis, or ridesharing services, using 
public transportation

• Managing finances
• Balancing time between work, social, and lei-

sure activities
• Managing health

It is best to build these skills over time, prefer-
ably years, using age-appropriate tasks. For TAY, 
the Casey Life Skills Assessment covers a range 
of independent life skills, and the Resources to 
Inspire Guide provides many examples of tasks 
to build skills [144]. These tools were designed 

I know the names and purposes of my medication(s)

I know my baseline eating, sleeping, elimination patterns

I know the general side effects of my medication(s)

I know the sexual side effects of my medication(s)

I know the blood work needed for my condition/medications 

I know what will happen if I abruptly stop taking my med(s)

I know to ask about possible medication interactions

I know how substance use may affect my medication(s)

I know to ask if my medication(s) impact family planning

I know about abuse, misuse, and diversion of medications

MEDICATION SKILLS
I can read a prescription bottle

I take my medications independently

I keep track of and fill my prescriptions

I store my medications in a safe location

HEALTH INSURANCE                                                                                                                                                           
I know why it is important to have health insurance

I carry my insurance card and know about copays

I have a plan for health insurance after the age of 18

Fig. 1.8 (continued)
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for foster youth in transition but are more broadly 
useful, including the questions about supportive 
adults given the importance of developmental 
relationships and social networks during the tran-
sition to adulthood.

In the area of managing finances, there are 
specific financial terms to understand and tasks 
for the TAY to accomplish [145], depending on 
the post-high school path. For example, a young 
person headed to college needs to plan, along 
with family, how to pay for college. The Free 
Application for Federal Student Aid (FASFA) 
allows a student to apply for federal grants, work-
study, and loans and allows easy comparison of 
the financial aid packages IHEs are offering 
(https://studentaid.gov/). The FAFSA requires 
parents’ financial information if the student is 
considered a dependent. For TAY headed to 
work, it is important to understand W4 forms, 
employee benefits, taxation, and retirement 
accounts. For TAY renting a first apartment, 
understanding the terms of a lease, security 
deposit, and rights and responsibilities as a tenant 
is useful. The Casey Life Skills Assessment 
addresses these issues.

 Executive Functioning (EF) Skills
Across post-high school contexts, the abilities to 
organize and prioritize tasks, regulate alertness 
and sustain attention, shift tasks, manage frustra-
tion, utilize memory, and self-regulate are impor-
tant for success. For TAY with MHC, EF deficits 
can represent core features of a disorder or can 
stem from delayed psychosocial maturation, 
negative life experiences, and other etiologies. 
The treatment team should attempt to engage the 
young person in self-assessment of independent 
EF skills. It is important to be mindful of the 
sometimes extensive supports, in the form of a 
structured home setting, tutors, medications, and 
school accommodations which have contributed 
to success while at home and in high school 
[131]. The patient will need time to practice 
strategies others have been facilitating; medica-
tions may prove helpful as well (although EF 
deficits in psychiatric disorders may contribute 
to lack of treatment adherence). College and job 
selections should be challenging but tailored to 

the young persons’ interests and skill strengths. 
Knowing what was helpful at home can help the 
young person advocate for similar supports in 
PSE and in the workplace. EF skills are usually 
more thoroughly assessed with neuropsycholog-
ical testing.

 Psychosocial Development
Facilitation of psychosocial development has 
been discussed earlier in the chapter. Family 
interactions related to opportunities to make 
decisions, communicate needs, express feelings, 
resolve conflicts, take on responsibilities, and 
participate in cultural traditions should be 
explored. The extent and quality of peer interac-
tions, including dating, and availability of friends 
who are supportive should be assessed. The abil-
ity to take the perspective of others, deal with 
peer pressure and/or bullying, and recognize 
signs of an abusive relationship should be dis-
cussed. Experiences such as volunteer work, 
part-time employment, and extracurricular activi-
ties can expose the TAY to others and help build 
self-knowledge and confidence. Asking about 
interests, hobbies, dreams, and goals encourages 
identity exploration.

A somewhat related issue occurs when a 
young adult remains at home after high school or 
returns to live at home for a mental health-related 
reason with or without additional financial issues. 
This situation can be a strain for the young per-
son in regard to self-esteem, autonomy, and deci-
sion-making and may put emotional and financial 
strain on parents [146]. Family assessment and 
intervention may be necessary, to help steer the 
family system toward a more normative develop-
mental trajectory.

 Anticipatory Guidance: Safety Issues 
and Thinking Ahead
This sixth and last domain is less about assess-
ment and more about helping the young person 
envision themselves in their new environment. It 
is an opportunity to discuss difficult topics and to 
offer information and guidance to help prepare 
patients (and their families) for the expected 
changes and stresses associated with this transi-
tion. How and when to stay connected with fam-
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ily and friends and other informal supports should 
be planned out. Obstacles to treatment compli-
ance for young adults (such as disliking new 
provider(s) or hoping for a “fresh start”) and bar-
riers to accessing accommodations (such as fear 
of being stigmatized and being deemed ineligible 
for services) should be openly discussed. Means 
to reduce stress and promote wellness which are 
available in the new environment should be 
investigated. Other topics include abuse, misuse, 
and diversion of medications; accessing online 
peer support networks; dealing with the adult 
legal system; internet safety, community safety, 
and dating safety; protection from STDs and 
unwanted pregnancies and date rape; and dis-
crimination and harassment. Particularly in col-
lege, but also in the workplace and community, 
TAY will be exposed to new lifestyles, values, 
ideas, and ways of behaving which provide new 
choices and temptations. This can help to con-
solidate identity or create stress. Sometimes new 
choices can lead to traumatic events, addiction, 
unwanted pregnancies, and legal difficulties 
which can derail post-high school plans [131]. 
Lastly, it is important for the provider to express 
flexibility and acceptance if treatment compli-
ance waivers or post-high school plans need to be 
changed or adjusted.

 Provider Skills

Armed with an enhanced knowledge base, pro-
viders working with TAY should be able to:

 1. Partner with and actively engage diverse TAY 
in treatment services and other supports. TAY 
have clear and strong thoughts on how provid-
ers can more effectively communicate and 
partner with them [147]. Logan and Mullen 
[148] recently summarized tips and strategies 
for providers to engage young adults. 
Practitioners should utilize approaches such 
as positive assessment [149], shared decision-
making [150], trauma-informed care [151], 
cultural formulations [152], and motivational 
enhancement therapy [153].

 2. Assess suicide risk, manage crises, and pro-
mote protective factors in TAY [154].

 3. Screen for problematic substance use, provide 
brief interventions, and know when to refer 
for comprehensive services [68].

 4. Integrate parents/caregivers in the care of late 
adolescents and young adults (if appropriate), 
including assessment for parental accommo-
dation [146].

 5. Collaborate across agencies and systems that 
support young people.

 6. Facilitate transitions to young adult roles and 
adult-oriented mental health  care by design-
ing opportunities to gain skills and experi-
ences in key domains of functioning.

 7. Develop comprehensive transfer of care plans 
in collaboration with patients and others 
which are individualized and developmentally 
sound.

 8. Monitor the literature for new evidence-based 
treatments for TAY, including those that are 
adaptations of treatments already shown to be 
effective in other age groups.

 Provider Attitudes

Important attitudes for providers working with 
TAY have been embedded throughout this chap-
ter. Models and concepts focused on prevention, 
recovery, and resilience involve hope for the 
future and encourage the building of bridges to 
support young people across environmental con-
texts. Maintaining a developmental mindset 
means valuing the pursuit of identity and the 
importance of self-determination. It also means 
appreciating TAY noncompliance from a devel-
opmental perspective and willingness to reframe 
setbacks and failures as learning experiences.

 Health Care Transition (HCT)

To meaningfully address the multiple needs of 
TAY with MHC and promote their continued 
engagement in treatment, it is essential for men-
tal health practitioners to address transition prep-

A. Martel



31

aration and planning in routine clinical care. 
Providers must be able to identify the broad goals 
of HCT and explain them to patients and fami-
lies. HCT should be integrated into clinical prac-
tice in a way that addresses the developmental 
and treatment needs of youth, supports families, 
and is practical and sustainable for clinicians. 
HCT challenges practitioners to utilize their 
enhanced knowledge, skills, and attitudes to work 
with TAY intentionally and productively.

 Definition of Health Care Transition

Transition is defined in the health care literature 
as a purposeful and planned process of change 
that attends to the medical, psychosocial, educa-
tional, and vocational needs of adolescents, as 
they move from child-oriented to adult-oriented 
models of health  care [155, 156]. The goal of 
transition in health care is to maximize lifelong 
functioning and potential, by ensuring uninter-
rupted, developmentally appropriate, and com-
prehensive health  care services as adolescents 
move into young adulthood [157]. HCT does not 
necessitate a change in health care provider, but it 
does require the provider to shift to an adult 
approach to health care and to help prepare TAY 
to communicate about their health  care needs, 
manage all aspects of their own care, understand 
privacy and consent, recognize the need for sup-
ports, and be more independent in day-to-day 
functioning. When referral and transfer of care to 
a new provider is required, it must be understood 
that transfer of care is only one aspect of transi-
tion preparation and planning and, in and of 
itself, does not address the broad focus of HCT as 
described.

Planned HCT for young people with special 
health care needs is a core component of the US 
Healthy People health prevention agenda [158]. 
Specifically, for young people with MHC, the 
need for transition preparation and planning is 
supported by professional groups whose constit-
uents work on both sides of the transition [157, 
159–164]. Advocacy groups, representing the 
experiences and perspectives of patients and their 

families, encourage transition planning and usu-
ally have transition resources on their websites 
[129]. Young people, themselves, have prefer-
ences and expectations about the content, pro-
cess, and benefits of transition preparation and 
planning [165–167].

 Practice-Based Health Care Transition 
Preparation and Planning with TAY

In 2011, the American Academy of Pediatrics, 
the American Academy of Family Practitioners, 
and the American College of Physicians devel-
oped a clinical consensus report [157] providing 
recommendations for HCT planning for all youth 
beginning in early adolescence. This report offers 
practical guidance, suggesting timelines and 
activities, to support practice-based HCT plan-
ning. Like transition guidelines for youth who 
receive special education services [112, 168] and 
those in foster care [164], the recommended 
practices are grounded in the knowledge of nor-
mal development and align with SOC principles. 
Youth participation and self-determination [111], 
communication and collaboration among transi-
tion team members, and appropriate parental 
involvement are essential components of the 
recommendations.

The Six Core Elements of Health Care 
Transition, published by Got Transition™ [169], 
essentially translates the consensus document 
into a structured transition process and provides 
associated clinical tools, to help ease the chal-
lenges of incorporating HCT into routine prac-
tice. Medical specialists are encouraged to adapt 
the process and tools to their populations. 
Regarding mental health, the clinical HCT tools 
have been adapted for youth with intellectual dis-
abilities/developmental disabilities [170] and for 
college-bound youth headed to college with a 
range of mental health conditions [171]. Cleverly 
et  al. [172] used the Six Core Elements as a 
framework to organize a literature review on core 
components and indicators of successful transi-
tion from child to adult mental health services. 
Encouragingly, a structured HCT process is asso-

1 Transition-Age Youth: Who Are They? What Are Their Unique Developmental Needs? How Can Mental…
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ciated with positive outcomes [173, 174]. The 
Six Core Elements are described below and 
depicted in Fig. 1.9.

A transition policy for the practice introduces 
the concept, process, and content of HCT to 
youth (as early as age 12 y.o. and preferably by 
age 14 y.o., or at the time of diagnosis) and 
caregiver(s). The policy typically describes how 
the practice intends to support a healthy transi-
tion from adolescence to young adulthood. For 
example, providers encourage youth to gradually 
take on responsibility for their own health  care 
and other aspects of their lives and encourage 
caregivers to provide opportunities for skill-
building. The policy also provides information on 
privacy and consent and any patient age or geo-
graphic limitations that exist for the practice. 
Many CAP naturally incorporate transition con-
cepts into their work, but they need to be more 
cognizant of their HCT practices. Being transpar-
ent with patients and families about transition 
helps to foster teamwork, avoid misunderstand-
ings, and engage youth.

Transition tracking and monitoring is used to 
track each patient’s progress through the steps of 
transition planning. Initiating transition planning 

should not be dependent upon request but by 
established eligibility criteria such as age. The 
EMR may be used here to flag patients poised for 
transition planning.

Transition readiness involves systematic iden-
tification of youth needs in order for them to 
achieve independent management of their health 
condition. Structured readiness assessments or 
questionnaires can help the provider identify 
what the young person already knows, what tasks 
can be done independently, and what still needs 
to be learned. The provider, youth, and family 
can then jointly develop action plans to remediate 
gaps in health care knowledge and skills. For all 
youth, but particularly those with MHC, it is also 
important to track knowledge and skills in other 
essential domains of function (Table 1.3).

Given the nature of psychiatric practice, it is 
recommended that a face-to-face global review 
(or re-review) of a youth’s current functioning, in 
addition to structured readiness assessments, be 
conducted [131]. This is an opportunity to under-
stand the youth’s post-high school goals, 
strengths and vulnerabilities, diagnosis and prog-
nosis, long- and short-term treatment needs, and 
current level of supports.

• The concept, content, and process of transition planning
• Commitment to supporting transition to young adulthoodTransition Policy

• Initiate transition planning based on eligibility criteria
• Track progress through steps of transition planningTracking & Monitoring

• Readiness assessments & action plans to address needs
• Face-to-face review of goals & current functioningTransition Readiness

• Ongoing action plans; begin medical summary & portfolio

• Address adult model of care and health insurance
Transition Planning

• Finalize transition of care plan, including emergency plan
• Communication between provider with information transferTransfer of Care

• Period of consultation and/or overlapped care
• Ensure success of transfer and continuity of care Transfer completion

Fig. 1.9 Summary of the Six Core Elements of Health Care Transition

A. Martel
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Transition planning is informed by transition 
readiness assessment and patient goals. Activities, 
discussions, and tasks are completed over time. 
Progress is assessed and action plans reworked. 
This is also a time to discuss how the model of 
care changes when the patient turns 18 y.o., par-
ticularly regarding health  care decision-making, 
self-advocacy, and possible changes in insurance 
coverage. Whether or not the young person needs/
wants to change providers and the timing of the 
transfer of care are both important areas of plan-
ning. The patient and provider can work together 
on a Mental Health and Medical Summary and a 
Transition Portfolio [170], both of which can 
serve as tools for psychoeducation. A thoughtful 
review of the SOC Framework modified for TAY 
can help identify service areas which need to be 
addressed in the transition care plan.

Transfer of care and transfer completion 
require detailed planning and clear and timely 
communication. Ideally, the young person’s con-
dition is stable at the time of care transfer. If that 
is not the case, post-high school plans may need 

to be adjusted and/or additional supports must be 
put in place. Once a new provider is identified, 
authorized communication takes place between 
providers to exchange patient health information 
and to clarify the date of transfer and roles of each 
provider. A transfer of care plan (or transition care 
plan) is the plan established for ongoing mental 
health treatment and other supports for the young 
person and should include an emergency care 
plan. HCT guidelines recommend that about 
3 months post-transfer, the pediatric provider con-
tacts the young adult, the family, and the adult 
provider to verify that transfer of care has occurred 
and to offer consultation assistance. Studies show 
that TAY appreciate a period of parallel care at the 
time of transfer and/or a case manager who can 
cross system boundaries [165]. For TAY headed 
to college, there are special considerations when a 
home-based provider and a college provider plan 
to share treatment responsibilities [171].

By virtue of the age range they treat, child 
and adolescent clinicians bear the major respon-
sibility for transition preparation and planning 

Table 1.3 Readiness assessment tools

General Health Care Transition Readiness Assessments
Transition Readiness Assessment for Youth/Young Adults http://www.gottransition.org/resourceGet.cfm?id=239
Transition Readiness Assessment Questionnaire TRAQ 5.0 © Wood, Sawicki, Reiss &, Livingood, 2012
http://www.hscj.ufl.edu/jaxhats/docs/traq_5.0.pdf
UNC STARx Program - STARx Questionnaire
https://www.med.unc.edu/transition/transition- tools/trxansition- scale/
Independent Life Skills Assessment
Casey Life Skills Assessment and Resources to Inspire Guide | Casey Life Skills
https://www.casey.org/casey- life- skills- resources/
Readiness Assessments with Focus on Youth with MHC
Specialized Transition Readiness Assessment and Action Plan for Youth Heading to College with a Mental Health 
Condition
https://www.aacap.org/app_themes/aacap/docs/families_and_youth/Readiness_Assessment_Action_Plan_College.
pdf
Published as Supplemental Material in Academic Psychiatry 2015; 39(5): 549–554
Updated & Published in Promoting Safe and Effective Transitions to College with Mental Health Conditions, 
Springer 2018
Landmark College - A Guide to Assessing College Readiness
https://www.collegechangeseverything.org/events/2018- media/Session- 1I- College- Readiness- Guide.pdf
Focus on academic and executive function skills
Virginia’s College Guide for Students with Disabilities
http://www.doe.virginia.gov/special_ed/transition_svcs/outcomes_project/college_guide.pdf
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[133, 172]. Adult mental health providers, how-
ever, also need to understand and implement 
HCT practices in order to receive young adult 
patients, help them adjust to a new model of 
mental health  care, and promote their ongoing 
journey to young adulthood. Development and 
the need for bridging supports do not stop at the 
transfer of care.

 Conclusion

TAY face significant, complex and dynamic psy-
chosocial and maturational challenges at a time 
which coincides with the onset of many mental 
health disorders.  Mental health and wellness are 
important for young people to productively pursue 
post-high school goals. Concerns about the ability 
to engage and retain these youth and young adults 
in mental health treatment have prompted calls for 
services that are age specific and developmentally 
appropriate. Progress has been made over the past 
two decades, with much of the work grounded in 
the SOC concept and philosophy as relevant to 
TAY. There remains room for expanding the evi-
dence-based outcomes literature. Mental health 
practitioners working on both sides of the transi-
tion need to fully appreciate the developmental 
stage. They have a shared responsibility in pro-
moting patient psychosocial maturation and inde-
pendent management of their mental health and 
other daily living needs, as they support patients in 
their transition to adulthood. Developing a mental 
health workforce trained to work with this popula-
tion [175] should be a priority across disciplines.

 Appendix

 Helpful Resources

 Transition-Related Laws
• Laws and Guidance Overview https://www2.

ed.gov/policy/landing.jhtml?src=pn
• Disability Overview https://www.hud.gov/

program_offices/fair_housing_equal_opp/
disability_overview

• The Fair Housing Act https://www.justice.
gov/crt/fair-housing-act-1#disability

• WIOA: New Law Helps Youth & Young 
Adults Get Jobs  – What Families Need to 
Know https://escholarship.umassmed.edu/cgi/
viewcontent.cgi?article=1127&context=pib

 Reasonable Accommodations at School 
and at Work
• Getting Accommodations at College: Tools 

for School https://escholarship.umassmed.
edu/cgi/viewcontent.cgi?article=1066&conte
xt=pib

• Academic Accommodations for Students with 
Psychiatric Disabilities https://www.washing-
ton.edu/doit/academic-accommodations-stu-
dents-psychiatric-disabilities

• Higher Education Supports Tool Kit: Assisting 
Students with Psychiatric Disabilities
https://cpr.bu.edu/app/uploads/2011/09/
Higher-Education-Support-Toolkit.pdf

• Outside-the-Box College Accommodations 
Real Support for Real Students
https://escholarship.umassmed.edu/cgi/view-
content.cgi?article=1110&context=pib

• Disability Employment 101. Appendix 
IV.  Reasonable Accommodations and the 
ADA
https://www2.ed.gov/about/offices/list/osers/
products/employmentguide/appendix-4.html

• Job Accommodation Network http://janweb.
icdi.wvu.edu

• Entering the World of Work: What Youth with 
Mental Health Needs Should Know About 
Accommodations https://www.dol.gov/odep/
pubs/fact/transitioning.htm

 Self-Advocacy Knowledge and Skills
• The 411 on Disability Disclosure  – A 

Workbook for Youth with Disabilities
http://www.ncwd-youth.info/wp-content/
uploads/2016/10/411_Disability_Disclosure_
complete.pdf

• Do I Tell My Boss?: Disclosing My Mental 
Health Condition at Work
https://escholarship.umassmed.edu/cgi/view-
content.cgi?article=1077&context=pib
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• Supporting Student Led Transition Planning for 
Students with Emotional Behavioral Disturbance
https://www.umassmed.edu/globalassets/tran-
sitionsrtc/our-models/test/products/student-
led-support-pre-pub.pdf

• Teens on IEPs: Making My “Transition” 
Services Work for Me
https://escholarship.umassmed.edu/cgi/view-
content.cgi?article=1067&context=pib

 Transition Preparation and Planning 
for Life After High School
• High School and Life after High School 

Parenting Guides
https://www.parenttoolkit.com/grade-levels/
life-after-high-school
https://www.parenttoolkit.com/grade-levels/
high-school

• Children and Adults with Attention-Deficit/
Hyperactivity Disorder (CHADD). Preparing 
for the road ahead: teens and the transition to 
adulthood.
h t t p s : / / c h a d d . o r g / a d h d - w e e k l y /
preparing-for-the- road- ahead- teens- and- the- 
transition- to- adulthood/

• Autism Speaks. Transition Tool Kit
https://www.autismspeaks.org/tool- kit/
transition- tool- kit

• Learning Disabilities Association of America. 
Transition.
https://ldaamerica.org/?s=transition

• How Is High School Different than College
https://www.smu.edu/provost/sasp/Neat-
StuffforNewStudents/HowIs CollegeDifferent
fromHighSchool

• The differences between high school and 
college
https://centerontransition.org/publications/
download.cfm?id=71

• Planning Ahead for Your Mental Health Care 
as You Transition to College
h t t p s : / / w w w. s e t t o g o . o rg / c a r d s t a c k /
planning- ahead- for- your- mental- health- care- 
as- you- transition- to- college/#card=1

• Transitioning from High School to College 
with a Psychiatric Illness: Preparation
https://www.aacap.org/AACAP/AACAP/
Families_and_Youth/Facts_for_Families/

FFF- Guide/Transitioning- From- High- School- 
to- College- With- A- Psychiatric- Illness- 
Preparation- 114.aspx

• Starting College with a Psychiatric Illness
https://www.aacap.org/AACAP/AACAP/
Families_and_Youth/Facts_for_Families/
FFF-  Guide /S ta r t ing-  Col lege-  wi th -  a - 
Psychiatric- Illness- 115.aspx

• Managing a Mental Health Condition in 
College
https://www.nami.org/Your- Journey/Teens- 
Young-Adults/Managing-a-Mental- Health- 
 Condition- in- College
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Tips for Child and Adolescent 
Psychiatry Providers

Patricia K. Leebens

 Introduction

Homo sapiens, like all living species, are 
dynamic, ever-changing, and constantly interact-
ing with their multiple settings and environments. 
Change, expected or unexpected, can lead to 
healthy growth and adaptation—with increased 
skills to cope with challenges—or can over-
whelm the individual and lead to short-term dys-
regulation or long-term disability. The recent 
COVID-19 pandemic, with broad and varying 
rates of morbidity and mortality worldwide, has 
revealed how individual vulnerability along with 
environmental and cultural differences can inter-
act, producing a wide variety of outcomes.

Human development from childhood to adult-
hood requires negotiating many changes and 
transitions. Successful coping is influenced by 
the individual child’s strengths, as well as the 
effective support from parents in addition to other 
significant individuals and systems in the child’s 
life. Pediatricians and family practice providers, 
as well as child and adolescent psychiatrists 
(CAP), play important roles in identifying a 
child’s strengths and vulnerabilities. They iden-
tify and treat medical and/or mental health condi-
tions, encourage opportunities for activities and 
experiences to increase independence in the 
youth, and assess the effectiveness of the child’s 
home, school, and community environments.

There is no constant but change.
–Buddha

P. K. Leebens (*) 
Department of Child and Adolescent Psychiatry, Yale 
Child Study Center, Yale School of Medicine,  
New Haven, CT, USA

2

Key Points
• It is important that children and adoles-

cents begin practicing strategies to cope 
with change early and throughout child-
hood and adolescence.

• Pediatric clinicians should periodically 
review a youth’s diagnoses and treat-
ment needs with the parents and teen to 
inform decisions about post-high school 
plans.

• Clinicians who work with youth and 
families should help parents establish 
opportunities for the teen to practice 
increased self-care and independence.

• The pediatric provider must work with 
families to develop a mental health 
treatment plan and new supports in the 
post-high school environment.

• It is important for the pediatric clinician 
to continue to collaborate with new pro-
viders throughout the handoff and tran-
sition process.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_2&domain=pdf
https://doi.org/10.1007/978-3-030-62113-1_2#DOI
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The evolution of adolescents into adults can 
be a particularly challenging transition. Because 
of variations in emotional and cognitive maturity, 
levels of individual and parental psychopathol-
ogy, differences in environmental stresses or sup-
ports, and possible risk factors for the worsening 
or onset of psychiatric or substance abuse disor-
ders, the transition age youth (TAY) is particu-
larly vulnerable in the initial steps into adulthood 
(1). This chapter focuses on practical suggestions 
for the child and adolescent psychiatrist to assist 
youths and their parents in the preparation and 
execution of post-high school plans.

 Assessing Response to Change 
as Part of Routine Evaluation

Understanding a child’s biopsychosocial devel-
opment becomes an important part of the initial 
and ongoing psychiatric or mental health evalua-
tion. That assessment involves evaluating home, 
school, and community environments for their 
ability to support healthy growth, including cop-
ing with expected and unexpected changes. How 
does the youth cope with routine change (e.g., 
starting a new school year, change of seasons, 
arrival of a new sibling, the move to a new home, 
changes in schedule on the weekend)? How does 
the family cope with unexpected changes (e.g., 
prolonged illness in a family member, severe 
damage or loss of home due to a natural disaster, 
sudden death of a grandparent, exposure to vio-
lence or trauma)?

If the assessment of the child and family 
reveals areas of concern that might benefit from 
ongoing therapeutic interventions, the CAP can 
help nurture the family throughout the process. 
This provides important support for managing 
symptoms, optimizing functioning, and improv-
ing parent-child interactions. Promoting a posi-
tive response to therapeutic interventions includes 
the following:

• Provide a warm and accepting therapeutic 
environment.

• Model effective communication with the 
child/youth.

• Employ motivational interviewing strategies 
to engage the youth in future planning and to 
improve independence and self-esteem.

• Demonstrate the importance of collaborating 
with the school and other members of the 
child’s support team.

• Describe diagnoses in developmentally appro-
priate terms.

• Explain the reasons for therapy and medica-
tion recommendations at initiation of inter-
ventions and when adjustments are made.

• Help manage parent-child conflicts to decrease 
ineffective and possibly abusive interactions.

• Help parents provide positive opportunities to 
improve the youth’s self-esteem, coping skills, 
and resilience.

 Guiding Parents to Encourage 
Healthy Responses

Following the initial assessment and feedback in 
appropriate developmental terms, the goals of 
treatment should be established with the coopera-
tion of the youth and the parents. This will help 
them anticipate changes and transitions that may 
lie ahead in the child’s life and in the therapeutic 
process. If possible, goals should be described in 
ways so that progress can be identified in behav-
ioral terms. Goals of treatment should be adjusted 
to respond to upcoming changes in the family’s 
life (e.g. transition to middle school, coping with 
exposure to drugs and alcohol, driving a car 
responsibly, using electronics reasonably). 
Treatment goals should also include increasing 
the youth’s independence through family chores, 
overnights with “best buddies,” learning to seek 
help at school and from other significant adults, 
sleep-away camp, and managing personal 
hygiene (e.g., showering, brushing teeth, wearing 
deodorant, picking out appropriate clothing).

Parent guidance meetings with the CAP or 
other mental health providers can assist the par-
ents in understanding and anticipating normal 
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child and adolescent development or variations in 
development that may be a result of the child’s 
learning or psychiatric difficulties. Routine transi-
tions in the child’s life can be discussed with the 
parents in advance so that they may help the youth 
anticipate upcoming changes and develop strate-
gies to deal with them. Such parent guidance 
meetings with the CAP can also provide parents 
with a safe, nonjudgmental setting to express their 
frustration, sadness, and anger with the challenges 
of parenting a child with special needs. Such 
meetings can also help parents learn to work as a 
co-parenting team, so they are not giving their 
child mixed messages or opportunities to “split” 
the parents around expectations and rules (2).

The CAP can coach parents to support their 
child to grow and develop healthy responses to 
normal developmental changes (i.e., understand-
ing and coping with bodily changes, getting to 
know new teachers and classmates in a new 
school year, locating and meeting helping per-
sonnel in a new school). Parent-child meetings 
with the CAP can help demonstrate that prob-
lems and concerns can be brought up and dis-
cussed in healthy, nonpunitive ways. The CAP 
can also encourage the youth’s participation in 
annual reviews of the individualized educational 
plan (IEP) and in establishing educational goals 
for post-secondary transitions.

The CAP can encourage steps toward inde-
pendence in the adolescent by increasing the 
time spent alone with the youth during the ther-
apeutic appointments and by reviewing the 
child’s diagnoses and medications with them in 
developmental terms. When age appropriate, the 
youth can be encouraged to set up appointments 
with the CAP, to contact the CAP if there are 
questions about medications or concerns about 
side effects, and to notify the CAP when medi-
cation renewals are needed. The CAP can assist 
the child and parents in identifying changes that 
may represent a re- emergence of symptoms of 
the disorder or condition (e.g., decreased sleep, 
difficulty concentrating, low mood, increased 
substance use, isolating from family and friends) 
and to devise plans to cope with possible 
decompensations.

 Post-High School Planning

 Establishing an Empathic 
and Effective Working Relationship

The CAP can help begin post-high school plan-
ning early, by helping the young teen become 
aware of talents, interests, and future goals. Using 
OARS techniques from Motivational Interviewing 
(Open Ended Questions, Affirmation, Reflective 
Listening, and Summarize and recap plans for 
forward movement) helps the CAP establish an 
empathic working relationship with a youth who 
may be unsure, insecure, or actively resistant to 
making and clarifying future plans (3, 4).

For example, through initial open-ended ques-
tions, a CAP may learn that a 14-year-old teen 
with attention deficit hyperactivity disorder 
(ADHD) has a dream to become a physician like 
his mother, but he is afraid to admit that because 
he does not think he is smart enough or a good 
enough student. The CAP can encourage the teen 
to talk more about how he became interested in 
medicine, what kind of aspects of medicine he 
finds most interesting, and what the teen under-
stands about what kind of schooling is needed to 
become a physician. Nonjudgmental questions 
by the CAP can help the teen think about the pros 
and cons of such a career choice, and the CAP 
can encourage the teen to plan opportunities to 
learn more about the role of physician (e.g., doing 
volunteer work in a hospital, participating in 
summer internships at medical schools, talking to 
his mother, and, if possible, shadowing her on a 
typical work day). The CAP can play an impor-
tant role in affirming the youth’s interests and 
process of exploration, even if the youth changes 
directions often in the course of exploring their 
dreams.

Discussing the teen’s thoughts and feelings 
about these “practice” opportunities to learn 
more about medicine may reveal that the teen is 
more interested in becoming a physical therapist 
or a full-time bench researcher, thus leading to an 
adjustment of the post-high school plans as well 
as changes in current activities (e.g., seek out 
chances to be an internship with a researcher, or 
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interviewing and shadowing a physical therapist 
friend of his mother).

Work with the parents could include helping 
them support the teen to try opportunities to 
learn about his career interests, even if the par-
ents think the choice may be too hard for a child 
with ADHD.  They may be worried about the 
expense of supporting their child for the entirety 
of medical training. Both parents and teens may 
be hesitant to look at “nontraditional” post-high 
school interventions such as a gap year, Job 
Corps, a post-high school transitional living pro-
gram, getting a part-time job while living at 
home, or the military. The CAP can help the teen 
and parents assess the youth’s readiness for the 
demands of college by encouraging the youth to 
attend post- high school planning meetings at 
school and by reviewing necessary skills needed 
for college as listed in readiness assessments 
(see resources, Casey Foundation). A variety of 
resources are available to assist the youth and 
their parents in exploring post-high school 
options and in preparing for a successful transi-
tion (see resources).

Even if the CAP begins therapeutic work with 
the teen well into their high school career, a 
review of the youth’s interests, talents, and 
dreams can help focus the transition process. 
Using the young person’s interests and dreams as 
a springboard for discussion can help with moti-
vation and can also stimulate their awareness of 
skills and abilities that might need to be nurtured 
and developed to be able to accomplish desig-
nated goals.

If an initial assessment was done years earlier 
by the CAP, an updated feedback session with the 
teen and their parents should be done to review: 
(1) strengths and vulnerabilities of the child and 
the family, (2) DSM-5 diagnoses, (3) reasons for 
current therapeutic interventions (i.e., therapy, 
in-home services, medications, special supports 
at school or after school), and (4) beginning dis-
cussion about what interventions and supports 
may be needed in the new, post-high school set-
ting. If multiple options are being considered, the 
teen and parents should be encouraged to con-
sider the range of supports that might be needed 
depending upon which path is chosen. A one- or 

two-page summary of the feedback meeting can 
serve as a roadmap for preparing for possible 
post-high school options and the interventions 
needed for a successful transition (see Appendix 
1).

Throughout middle and high school, parents 
can encourage the adolescent to explore interests 
through extracurricular and volunteer activities. 
Experiences like day and sleep-over camp, fam-
ily outings and vacations, and independent read-
ing can highlight. Parents can encourage 
increased independence and self-confidence in 
their teens by encouraging them to participate in 
after-school activities such as music lessons, art, 
sports and part-time jobs. Transition plans should 
take into account the youth’s maturity level, edu-
cational, medical, and psychiatric needs, as well 
as current interests and future plans. When think-
ing about post-high school plans, families should 
include a variety of educational options (e.g., 
two- or four-year colleges, vocational or trade 
schools, apprenticeships) as well as alternative 
plans (e.g., work, military, gap year, independent 
living programs).

The CAP, coordinating with the school and 
other therapeutic providers, can assist the TAY 
and parents in focusing on realistic plans. Both 
parents and teens may require support and honest 
discussion, by taking into account the youth’s 
strengths and need for appropriate, but not overly 
intrusive, support. The CAP may have to address 
a parent’s need to hold tightly to their child, who 
they may view as fragile and unprepared for adult 
responsibilities. Or, the CAP may have to encour-
age the teen to accept support (e.g., academic or 
work accommodations, tutors, mentors, job 
coach) from their new environment. A parent 
guidance meeting may aid the CAP in reviewing 
the TAY’s psychiatric and educational needs in a 
frank and direct way. This meeting may be a 
reminder to a parent—one depleted by years of 
coordinating care for offspring with special 
needs—of the need for continued support. As 
part of the process of formulating post-high 
school plans, the CAP can help the youth and 
parents outline the pros and cons of various 
options, taking into account the youth’s needs 
and access to services (see Fig. 2.1).
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It can be helpful to subscribe to the “Tarzan” 
theory of transition, in which, like the literary 
character, Tarzan, one needs to get a firm grasp 
on the new vine before letting go of the old one. 
Success in a new environment may require gath-
ering and using information about the new set-
ting, along with practicing skills in order to 
improve one’s chance for success. Getting infor-
mation about a new setting is not simply com-
piling information, but getting comprehensive 
details about the new environment. 
Understanding how services and access to sup-

ports may differ in the two communities (e.g., 
one outpatient psychiatric clinic has cognitive 
behavioral therapy, but not in another; the 
youth’s insurance pays for services at the home 
city, but not in the college community) may be 
the difference between success and a subopti-
mal transition.

Empowering the TAY to develop independent 
living skills prior to graduation from high school 
will help ease the stress of coping with a new set-
ting. Below are some of the skills which may 
transfer to the new environment:

• with teen alone and/or with parents

Turning Age 18 years 

old 

•

•

if still your care, prepare releases of information ready at the first 

appointment after 18th birthday

frame as “privilege” (rather than “responsibility”) of signing  

documents to help coordinate care

•
•

reassure youth about disclosure notifications, unless emergency.

Include releases when possible for: parents, school, current 

treaters, future treaters if known, other support persons in current 

and new setting

College/University as 

Plan

review process of applying for accommodations and see what 

documentation needs to be submitted and by whom.  

assist youth and parents to check out educational and mental 

health services (on campus/off campus; fees; need to buy the 

college health insurance?) when visiting campuses or perusing 

websites of potential college choices

plan to contact youth and new providers 3 weeks into first 

semester and at midterm to see if current supports are adequate

College Chosen consolidate information into a Transfer of Care plan, including 

emergency plans.

Non - College Plan identify what is the goal of non-college choice? (e.g., earn money;

gain work experience to help focus choices when going to college; 

experience living away from home; improve maturity and

responsibility; get military to help with education costs; live in 

another country or culture). 

try to estimate cost and duration of non-college plan

Non - College Plan
Chosen  

review expectations are about the non-college choice with TAY,

parents, and supports

consolidate youth information into a Transfer of Care plan, if 

needed  

•

•

•

•

•

•
•

•

TRANSITION 
OPTIONS  

QUICK TIPS OF PROVIDER DISCUSSION POINTS  

Learning About Post 

High School Options  
•  use office computer to tour important websites together related to 

post high school plan (e.g., college, military, GAP year options, 

Job Corps, etc.)  

Fig. 2.1 Quick tips transition guide provider discussion points
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• Driving a car responsibly, including basic auto 
maintenance

• Doing laundry, household cleaning, and basic 
healthy cooking

• Earning money, budgeting, and managing 
credit or debit card

• Managing class schedules, assignment dead-
lines, and appointments

• Appropriately seeking help from others, 
including professors, tutors, academic advis-
ers, medical providers, and therapists

• Maintaining good medication compliance, 
including getting medications renewed in a 
timely fashion

• Understanding the possible dangers that can 
result from excessive drug and alcohol use

• Knowing the signs and symptoms of worsen-
ing illness and what to do if that occurs

Becoming familiar with the physical layout of 
the new environment can also help ease disorien-
tation during the transition period. Visiting the 
new campus or worksite and locating significant 
services or buildings (e.g., personnel office, work 
location, library, dining hall, dormitory, health 
service, Dean’s office, financial aid, disability 
services, etc.) can help the youth feel more com-
fortable and prepared.

 Choosing Educational, Occupational, 
and Mental Health Supports

Once post-secondary plans are selected, psychi-
atric treatment options should be identified in the 
new setting. This could include an outpatient 
clinic provider, solo practitioner, college counsel-
ing services, or continuing with the current pro-
vider. Once plans are consolidated, the following 
tasks should be undertaken:

• Providers should obtain releases of informa-
tion allowing the current and newly identified 
psychiatric provider to exchange information. 
These should be signed by the youth if age 
18  years or by the parents if under age 
18 years.

• Discuss the process for setting up an intake 
appointment and arranging transportation 
between the TAY’s housing and the new 
provider(s).

• If the youth chooses college as a post-high 
school plan and struggles with learning disabili-
ties or psychiatric conditions that disrupt func-
tioning in completing academic tasks, the CAP 
should review the process of obtaining educa-
tional accommodations through the campus 
Office of Disability. Copies of recent (within the 
last 3 years, usually) psychoeducational testing 
may be required to obtain accommodations for 
ADHD or other learning disabilities. The CAP 
may be required to submit documentation of 
psychiatric conditions which would indicate a 
teen’s eligibility for academic accommodations. 
Examples include extended time to complete 
tasks, flexibility with deadlines, and the option 
to complete tests in a smaller room with a lim-
ited number of students present. Required forms 
or letters of support should be submitted by the 
current provider.

• Complete a “transfer of care plan” which 
describes the youth’s DSM-5 diagnoses, con-
current medication regimen, any allergies or 
concurrent medical conditions, and signs of 
the youth’s reemergent symptoms. It should 
also detail an emergency plan, and names and 
contact information of current and new pro-
viders and services.

• Review the new provider’s website(s) to deter-
mine whether an agency or center provides 
any additional supportive services. CAP 
should create a brief summary of the youth’s 
current and past treatments, as well as any 
follow-up needed.

• CAP, youth, and parents should review signs 
that the youth is more symptomatic and may 
need urgent or emergent care. The TAY should 
know how and where to seek help in the new 
environment. It may also help for them to 
store important emergency numbers in their 
cell phone. If appropriate, the CAP should 
encourage the family to discuss issues such as 
finances, health habits, and expected commu-
nication with parents.
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• Accountability issues should also be dis-
cussed. For example, given the high cost of 
college or special post-high school programs, 
does the parent expect to see copies of the 
youth’s grades or performance evaluations? 
Do the parents have a limit to the amount of 
financial support that they can extend to the 
TAY for tuition or living expenses?

• The youth, parents, and CAP should discuss 
possible alternative contingency plans as well 
as more challenging plans if things go better 
than anticipated. They may need to transfer to 
a college in their hometown in order to get 
more family support or take a semester off to 
focus on treatment. If things are going well, 
they may be able to transition to living in a 
residence hall on campus instead of living at 
home or may be able to make the jump to 
attending college after a successful gap year 
of working and living independently.

 Conclusion

Growing up is challenging at best and can be over-
whelming when coping with psychiatric or educa-
tional disabilities. A youth’s self-esteem and plans 
for the future can be eroded with educational 
delays or failure. Parents can despair for their child 
and become overly protective or neglectful if they 
themselves are overwhelmed. A youth with special 
needs may need multiple educational and psychi-
atric supports, including help in the home. Medical 
monitoring and multiple medications may be 
needed to help them function, and planning for the 
future may be daunting. A child and adolescent 
psychiatrist has specialized training to help the 
child and family with these complex issues. The 
transition can showcase successful support from 
home, school, and therapeutic supports. Or, the 
transition can be a poorly planned and fragmented 
journey that leads to regression, discouragement 
and disappointment, as well as possible disability 
for the young adult.

A healthy and successful transition to adult-
hood requires careful planning, long-standing 
opportunities to practice new life skills and inde-
pendent learning, as well as a carefully choreo-
graphed transition of support services and 

therapeutic providers. The CAP has a key role as 
conductor of this complicated orchestra. Nothing 
is sweeter nor builds self-esteem and self- 
confidence more than real success.

Growth has not only rewards and pleasures but also 
many intrinsic pains and always will have. Each 
step forward is a step into the unfamiliar and is 
possibly dangerous. It also means giving up some-
thing familiar and good and satisfying. It fre-
quently means a parting and a separation with 
consequent nostalgia, loneliness, and mourning. It 
also often means giving up a simpler and easier 
and less effortful life in exchange for a more 
demanding, more difficult life. Growth forward is 
in spite of losses and therefore requires courage 
and strength in the individual, as well as protec-
tion, permission, and encouragement from the 
environment. –Abraham Maslow, Motivation and 
Personality (1954)

 Appendix 1: Post-High School 
Feedback and Planning Meeting

 Suzy, 16 Years Old

Strengths Vulnerabilities
  Good student; hard 

working
  Susceptible to mood 

swings/anxiety
  Supportive parents   Depression with suicidal 

thoughts
  Persistent   History of abuse and 

trauma
  Bilingual   Difficulty trusting others
  Willing to seek help   Straddling two cultures
  In treatment; has 

insurance
  Self-esteem issues

  Has friends; good 
with kids

  Difficulty with intimacy

Possible Post-High School Plans (1) 4-year 
college in hometown; (2) gap year working with 
kids; (3) 4-year college away from home

DSM-5 Diagnostic Summary
• Bipolar II Disorder (F31.81), current episode 

Depressed
• Persistent Dysphoric Disorder (Dysthymia)

(F34.1)
• Generalized Anxiety Disorder (F41.1)
• r/o Posttraumatic Stress Disorder, Chronic 

(F43.12)
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• Overweight; h/o iron deficiency anemia; fam-
ily history diabetes and hypertension

• History of trauma and abuse; parent-child 
conflicts; developmental stresses

Response to Treatment Current medication 
regimen (lithium 600  mg/900  mg; fluoxetine 
10  mg) has provided stability for the last 
18  months, along with weekly participation in 
CBT-informed psychotherapy with Dr. B.  Six 
months of an intensive outpatient treatment pro-
gram at age 14 helped improve parent-child func-
tioning and peer relationships. Parent guidance 
meetings every 3 months have been very 
helpful.

Recommendations
 1. Follow up on medical issues: (a) EKG; (b) 

lithium level, thyroid function tests, vitamin 
D, folate, and vitamin B12, CBC, ferritin, 
reticulocyte count, fasting glucose, HgbA1c; 
(c) pelvic exam.

 2. Review current IEP with school; bring along 
school advocate to request increased accom-
modations for more time on tests because of 
severe anxiety. Plan for Suzy to attend IEP 
meetings at school.

 3. Treat underlying medical issues if emerge fol-
lowing above medical evaluations.

 4. Begin regular exercise routine for improved 
health and mood; monitor weight.

 5. Continue TF-CBT work with Dr. B.
 6. Consider addition of antipsychotic medication 

(i.e., low-dose aripiprazole or ziprasidone) to 
augment mood stabilizers and to help with 
cognitive distortions and overreactions when 
triggered by trauma reminders.

 7. Consider judicious use of antidepressant med-
ication if depressed mood persists beyond 
addition of antipsychotic medication.

 8. Consider volunteer activities, hobbies, art 
classes, singing in a choir for structure, enjoy-
ment, and mastery.

 9. Work on Transition Plan for college:
 (a) Self-advocacy (practice asking for help 

with teachers/counselors at school).

 (b) Health management and relapse preven-
tion (know names and doses of meds and 
side effects).

 (c) Investigate on campus supports and 
college- friendly environments for bipolar 
disorder (internet browsing).

 (d) Update educational assessments to obtain 
accommodations.

 (e) Consider gap year or other post-high 
school plans to improve confidence in 
new settings and to work on advocacy and 
independent living skills.

 (f) Work on getting driver’s license, doing 
own laundry, getting part-time job 
working with kids, opening checking 
account.

Resources
• https://www.casey.org/casey-life-skills-

resources/. Readiness assessment
• https://www.parentcenterhub.org/whatiscpir/. 

Collection of information and products cre-
ated for Parent Centers around the US serving 
families of children with disabilities. Useful 
info about many post-high school options. In 
English and Spanish.

• https://dbhdid.ky.gov/dbh/documents/ksa-
ods/2015/Golden.pdf. Motivational 
Interviewing with Adolescents, Department 
for Behavioral Health, Developmental and 
Intellectual Disabilities, State of Kentucky.

• https://www.gottransition.org/. A website to 
improve transition from pediatric to adult 
health care through the use of new and innova-
tive strategies for health professionals and 
youth.

• https://www.settogo.org/. A Jed Foundation 
Program which provides information, tools 
and guidance to help teens decide whether to 
go to college or straight to a career. Helpful 
information for parents as well.

• https://staff.aacap.org/AACAP/Families_
and_Youth/Resource_Centers/Moving_Into_
Adulthood_Resource_Center/Home.aspx. 
Helpful resources for child and adolescent 
psychiatrists working with teens with special 
needs transitioning into adulthood.

P. K. Leebens
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• https://sites.ed.gov/idea/files/postsecondary-
transition-guide-may-2017.pdf. A helpful 
transition guide to postsecondary education 
and employment for youths with disabilities.
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15 Going on 26: Tips for Working 
with Transitional-Age Youth

Maryland Pao

 Introduction

Adult psychiatrists are fundamentally interested 
in where people and their trajectory stories inter-
sect with mental illness; child and adolescent 
psychiatrists (CAPs) and adult psychiatrists may 
differ in how they conceptualize their patients 
and their goals. CAP view their patients includ-
ing transitional age youth (TAY), defined here as 
15 years through 26 years [1], through the multi-
faceted prism of ongoing development and focus 
on facilitating coping and adaptation for optimal 
development rather than concentrating primarily 
on identifying psychopathology to initiate treat-
ment. A significant challenge for all clinicians 
working with TAY is keeping them engaged in 
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3

Key Points 
• Some of the challenges in bridging the 

transition from pediatric to adult mental 
health care may arise from the concep-
tual differences imparted in adult and 
child and adolescent psychiatric 
training.

• All providers are challenged to keep 
TAY, who are unpredictable and evolv-
ing, engaged during evaluation and 
treatment of potentially emerging men-
tal disorders.

• When interviewing TAY, clinicians 
should not make any assumptions about 
the person’s level of experience around 
sexuality, substance use and abuse, or 
other “outrageous” behaviors but rather 
take a comprehensive biopsychosocial 
approach to appropriately interpret 
findings.

• It may be helpful for adult psychiatrists 
who treat TAY to incorporate develop-
mental domains (informed by Piaget 
and Erikson) into their clinical inter-
viewing and treatment formulations.

• Given uneven developmental trajecto-
ries in emotion, social cognition and 
intellect, clinicians may need to facili-
tate TAY participation in shared medical 
decision-making with their families.

• TAY development crosses systems of 
care from school to employment, from 
family to an individual focus, even dif-
fering psychiatric diagnostic disorders, 
all of which has implications for the 
adult and child and adolescent psychia-
trists caring for them.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_3&domain=pdf
https://doi.org/10.1007/978-3-030-62113-1_3#DOI
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evaluation and treatment at this critical time 
when they are not fully independent but are at 
significant risk for onset of mental disorders and 
developing substance use disorders [2]. When 
interviewing TAY, clinicians should not make 
any assumptions about the person’s cognitive 
level, verbal abilities, or psychosocial experi-
ences, including level of experience around 
sexuality, substance use and abuse, or other 
“outrageous” behaviors without a comprehen-
sive biopsychosocial assessment. Recalling 
aspects of developmental theories can enhance 
psychological and psychiatric understanding 
when working with TAY.

 Concept of Development

“The developmental perspective emphasizes 
maturation of the brain in the context of social 
experience, the environmental interface” [3]. The 
concept of development is complex and requires 
an understanding of many biological concepts 
including sensitive periods, monitoring separate 
streams of development (physical growth, motor 
development, language, cognitive, emotional, 
attachment, social, and sexual) and their trajecto-
ries, and awareness of the continuity and discon-
tinuity of human characteristics and symptoms 
[3]. Eisenberg noted, “The point to be stressed is 
that the developmental process begins with the 
information encoded in the genome but its phe-
notypic expression is continuously modulated by 
sequential interactions with environmental vari-
ables at each stage of development, not excepting 
circulatory, nutritional and toxic factors during 
intrauterine life and the obstetrical characteristics 
of the birth process itself” [4]. He further stated, 
“What is crucial is an understanding of the inter-
actions between the two [nature vs nurture], 
interactions that determine the trajectory of 
development [4].

It is clear that “Early life exposure to adverse 
childhood experiences (ACE), like trauma, abuse 
or maltreatment in childhood has been linked to 
alteration of the brain structure and the neurobio-
logical stress-response systems which have con-
sequences for health and emotional well-being 

[5]” and demonstrate enduring effects [6]. While 
negative experiences such as loss are virtually 
unavoidable, experiencing a major loss, as an 
example that of a parent in early childhood, may 
have a greater, more pervasive impact on the per-
son’s outcome, illustrating the concept of sensi-
tive periods and critical windows in childhood 
development [3].

The term transitional age youth (TAY) typi-
cally refers to the demographic spanning older 
adolescence (15–16  years) to young adulthood 
(24–26 years) [1]. The lack of preciseness in part 
reflects that this cohort is characterized by uneven 
brain development [7, 8] and puberty as well as 
psychosocial transitions that are not uniformly 
accomplished by a specific age and may be highly 
influenced by culture [9]. However, there do 
appear to be some universal culturally deter-
mined tasks of achieving adulthood and self- 
sufficiency related to educational attainment, 
employment, contribution to a household, role in 
relationships and parenting, and positive commu-
nity contributions [10].

 Two Useful Developmental Theories

Two key theories of development that may be 
useful to adult psychiatrists include that of Jean 
Piaget regarding a child’s development of cog-
nitive understanding of the world around them 
and how they categorize experiences and that of 
Erik Erikson who proposed a theory of psycho-
social developmental tasks humans face as they 
mature.

 Piaget and Cognitive Development

In the early twentieth century, Piaget, a Swiss 
developmental psychologist, proposed a develop-
mental stage theory based on his observations of 
how children acquired knowledge using mathe-
matical, physical, and logical practices [11, 12]. 
Piaget believed the brain matured biologically 
along with environmental experiences to develop 
cognitive understanding of the world through 
language and reasoning. He proposed four stages 
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of cognitive development that all humans pass 
through sequentially, though not always achiev-
ing all four stages fully. This has relevance for 
adult psychiatrists when evaluating a patient’s 
ability for abstract thinking related to illness, ill-
ness causality, and treatment. The stages are sen-
sorimotor (0–2 years), preoperational (2–7 years), 
concrete operational (7–11  years), and formal 
operational (12  years to adulthood) [12]. See 
Table  3.1 for a summary of Piaget’s Cognitive 
Stages.

Piaget did not focus on social cognition and 
his theory does not emphasize the role of social 
adaptation or cultural influences which are criti-
cal factors. Nevertheless, it is crucial that adult 
psychiatrists consider a TAY’s chronologic age 
and consider what cognitive stage they have 
achieved. Not all TAY have fully matured in for-
mal operational thinking, and this can impact 
understanding or, more aptly, misunderstanding 
of medical information and unfulfilled expecta-
tions by clinicians as to what they believe the 
TAY should be doing in self-care or treatment. 
For example, it may be difficult for a TAY to be 
willing to take a prophylactic medication (i.e., 
antibiotic) for a condition when they feel well 
and the medication is likely to cause side effects; 
it is difficult for them to appreciate long-term 
benefit as they are focused on the here and now. 
They may also believe they are immortal and do 
not believe nonadherence to treatment regimens 
will seriously impact them. Medical decision- 
making today requires an ability to comprehend 
and manipulate large quantities of information 
and options. Clinicians working with TAY need 

to make a conscious assessment of the TAY’s 
decision-making capacity at the time of the eval-
uation [13] as well as consider how to work with 
families in these decisions which may need to be 
shared to improve outcomes [14].

 Erikson and the Stages 
of Psychosocial Development

Erik Erikson, a psychoanalyst, described in the 
mid-twentieth century, a theory of eight devel-
opmental stages of psychosocial development 
that all humans confront in the life cycle [15]. 
According to Erikson, the primary develop-
mental tasks for TAY are separation-individua-
tion, identity formation, and achieving 
intimacy. Additional stages in the later adult 
life include concerns with career consolida-
tion, generativity, and being a keeper of mean-
ing and integrity [15].

Overall, TAY are trying to develop their own 
identity and value systems basically around what 
is the balance between “being” and “doing” in 
their sociocultural contexts. They tend to view 
others’ stances as black or white and, perhaps 
due to not fully formed brain circuits and lack of 
experiences, have a low tolerance for hypocrisy. 
Acquiring the ability to understand nuance and 
see shades of gray generally expands as young 
adults mature. Expanding the gray areas in situ-
ations is a potential focus for practicing cogni-
tive behavioral therapy in TAY (see Table 3.2 for 
a summary of Erikson’s Psychosocial 
Developmental Stages).

Table 3.1 Piaget’s Cognitive Stages of Development [12]

Cognitive stage Age Main task Perspectives
Sensorimotor 0–24 months Uses senses to explore world; concept of object 

permanence begins
Focus on self

Preoperational 2–7 years Repetitive actions; symbols and mental images are 
sustained; begins mastery of logic and language

Focus on self

Concrete 
operational

7–11 years Classification of objects; reasoning and inference 
occur with trial and error; concept of conservation

Focus on self
Begins to understand 
perspective taking of 
others

Formal 
operational

12–
adulthood

Hypothesis testing
Abstract thinking-reversibility and propositional 
operations

Taking perspective of 
others is more developed
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 Differences in Adult and Child 
and Adolescent Psychiatry

All CAPs have received 2  years of training in 
adult psychiatry, and all adult psychiatrists have 
had exposure to child and adolescent psychiatry, 
so what is the gap that needs to be bridged? All 
psychiatric professionals are concerned with the 
well-being of the patient and restoring them to 
the best mental health and functioning possible. 
However, given cognitive, emotional, and social 
development do not proceed in  lock step and 
adults are not suddenly fully mature at age 
18 years, there is considerable overlap of in the 
provision of psychiatric care in patients 
18–26  years old. In addition to some notably 
 different presentations of childhood psychiatric 
disorders such as attention deficit hyperactivity 
disorder or autism spectrum disorders, there are 
major differences in the systems in which the 
person is operating. (See Table 3.3 for summary 
of differences between child and adult psychiat-
ric care.) There are differences in who identifies 
the problem for a child versus an adult, what par-
ties are involved in the assessment and treatment, 
and the consequences of failure of treatment may 

have different legal and social outcomes. Working 
with TAY requires going back and forth across 
these different systems and approaches. CAPs 
are especially sensitive to the variability in devel-
opmental trajectories of TAY, especially in cogni-
tive and emotional development. They appreciate 
the essential role of the family in adaptation. 
CAPs try to ameliorate adversity whether it is 
due to chronic or serious medical or psychiatric 
illness, natural disasters, trauma, or abuse. They 
attempt to facilitate optimum child development 
(which may include helping parents) and hope to 
prevent mental illness.

 Some Helpful Key Questions 
for Adult Psychiatrists to Remember

 1. Does the TAY have a past psychiatric his-
tory? Many mental disorders start in adoles-
cence [2, 5].

Ask: Have you ever seen a school counselor, 
therapist, or psychiatrist before, even as a child? 
How did those experiences go? (This may iden-
tify positive or negative response to suggesting 

Table 3.2 Erikson’s Stages of Psychosocial Development [15]

Stages
Approximate 
ages (years)

Psychosocial crisis/
developmental task Favorable outcome Unfavorable outcome

Childhood
1 0–1 Trust vs mistrust Hope and trust in environment 

and future
Suspicion in environment and 
fear of future

2 1–3 Autonomy vs 
shame/doubt

Sense of adequacy and 
self-control

Sense of shame and self-doubt

3 3–6 Initiative vs guilt Ability to initiate one’s own 
activities with purpose

Sense of guilt and inadequacy 
to be on one’s own

4 6–12 Industry vs 
inferiority

Ability to learn, organize, and 
feel competent

Feeling inferior at learning and 
organizing

Transition
5 Adolescence Identity vs 

confusion
Seeing oneself as unique and an 
integrated self

Confusion over who and what 
self really is

Adulthood
6 Early Intimacy vs isolation Able to commit to others; to 

love
Unable to form sustained 
meaningful or affectionate 
relationships

7 Middle Generativity vs 
stagnation

Concern for family and society 
in general

Concern only for self and 
one’s own well-being and 
prosperity

8 Late Integrity vs despair Sense of integrity and 
fulfillment; able to face death 
without major regrets

Dissatisfaction with life; 
despair in facing death with 
many regrets
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psychiatric treatments.) Have you ever been on 
psychiatric medications before ever?

 2. Take a detailed school history. This infor-
mation may indicate signs of early trouble in 
cognitive, social, or emotional domains; 
school, like job stability for adults, is a place 
for a youth to demonstrate persistence, self- 
mastery, and signs of early resilience. How 
difficulties in school are managed also gives 
clues to parental and environmental responses.

Ask: How far did you go in school? Ever 
repeat or skip a grade? Did you need any 
extra help in school? What were your grades 
like? What was hard in school? What was 
easy? Is school or home better?

 Specific Approaches to Working 
with TAY

Setting Up the Interview
• Working with TAY requires more time during 

the evaluation period in order to get a detailed 
clinical history for two main reasons: First, it 

takes more questions to get answers from 
TAY. Second, it requires additional informa-
tion gathering, including from the parent/s or 
caregivers and other sources such as 
teachers.

History Taking
• If a parent/s accompany/ies the TAY, start by 

asking the TAY if they would like to be inter-
viewed first, or if it would be okay to start with 
the parent/s present. This allows an immediate 
assessment of the family relationship regard-
ing how comfortable they are speaking in 
front of one another and builds trust through 
respecting the TAY as an independent voice. 
After asking the TAY questions around history 
of the present illness, they may be curious to 
listen to the parental version. Information 
regarding childhood milestones is generally 
provided by parent/s which the TAY may find 
interesting. If the TAY declines to have 
parent/s in the initial interview, then indicate 
you will meet with each of them separately 
starting with the TAY in order to gain the trust 
of the TAY.  Most parent/s will honor this 
request unless the TAY is on the younger end 

Table 3.3 Differences between child and adult psychiatric care

Child Adult
Who identifies the 
problem?

Parent/other-school/self Self

How do the problems 
present?

Problematic behaviors for others
Problematic behaviors for self

Problematic behaviors for self
Problematic behaviors for 
others

Who seeks the 
solutions?

Family/school/self Self

Assessment Youth/parent/other-school Adult/(outside informant)
Provider’s treatment 
approach

Individual focus
Family focus

Individual focus

Who makes treatment 
decisions?

Paternalistic/shared decision-making Autonomy/shared 
decision-making

Target of treatment Specifically focused on health/pathology
Psychosocial developmental aspects considered

Specifically focused on 
pathology/health

Preferred treatment 
modality

Non-pharmacologic Pharmacologic

Provider role in 
treatment adherence

Helps with regimen Accepts refusal

Provider role in care 
coordination

Communication with school/other services more 
reliable

Coordination with other 
services may be variable

Legal Minor until 18 years; no decision-making authority 
(some exceptions by state for certain decisions

Legally responsible as an adult 
for all actions
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of the age spectrum or has cognitive 
difficulties.

• TAY are generally more accurate when 
describing internalizing symptoms such as 
mood, anxiety, and sleep, while parent/s may 
be more accurate regarding externalizing 
symptoms such as inattentiveness, hyperactiv-
ity, aggressive, or disruptive behaviors. While 
both perspectives are helpful, the clinician 
may need to seek additional information, with 
parental and TAY permission, from school 
personnel.

• It is important to ask about early milestones 
(e.g., social, motor, language) and details 
about school history that may indicate delayed 
neurologic development or other early 
vulnerabilities.

• It is critical to ask TAY by themselves about 
risk behaviors around sexuality, substance use 
and abuse, or social media use. It’s a faster- 
paced world today. While TAY still benefit 
from having boundaries to push up against to 
understand the limits of their emotions and 
behaviors, experimentation, risk taking, and 
limit testing are a normal and expected part of 
development, and they may not wish to share 
everything in front of parent/s.

• It is also necessary to meet with parent/s 
alone, at least briefly, for observations on the 
struggling TAY and to provide additional 
context of which the TAY may not be aware 
(e.g., parents suffer from their own mental 
health problems or have serious work or 
financial problems, family history of suicide 
or psychotic illness, or other “family 
secrets”). Parent/s may also provide strate-
gies/treatments they have tried using to assist 
the TAY or may reveal serious parenting 
problems.

Mental Status Exam
• Don’t be fooled by good verbal and social 

skills which may mask uneven cognitive skills 
such as lack of ability to think abstractly or 
follow multiple directions. By the same token, 
do not assume poor speech skills are equiva-
lent to intellectual disability.

• Be prepared for responses that range from 
regressive and basic to sophisticated and 
mature, “15 or 26 years” or anything in 
between. This is the fun and the challenge of 
working with TAY.

• Confidentiality is tricky when working with 
TAY. Be sure to be explicit to the TAY about 
what will or will not be shared with other 
adults. Talk with your colleagues about best 
practices and be aware of local legal policies 
regarding working with youth under age 
18  years [16]. If they are over 18  years, 
depending on state policies, obtain releases of 
information to share information with parents 
and other providers.

Assessment/Formulation
• Consider predisposing (e.g., genetics, family 

history, lead poisoning, h/o ADHD), perpetu-
ating (e.g., abusive environment, marital con-
flict), and precipitating factors (e.g., relocation, 
new medical illness, bullying) in formulation. 
Determine physical, emotional, and social 
developmental levels and decision-making 
capacity and remember these developmental 
trajectories may not all be in sync.

• Consider what psychosocial developmental 
tasks are salient and create a treatment plan 
that facilitates growth in those areas.

• Think about developmental discrepancies and 
how one might tailor treatments to the variabil-
ity, e.g., adding a case manager or school coun-
selor as part of the needed treatment to decrease 
anxiety in college may be more appropriate 
than adding an anxiolytic medication.

Treatment Planning
• Working with TAY on treatment issues 

requires flexibility, persistence, authenticity, 
and patience.

• On engagement, “Moreover, adult psychia-
trists may require additional education to 
understand and treat mental health disorders 
that may persist from childhood (e.g., autism, 
ADHD) or emerge during the TAY years (sub-
stance abuse) and acquire the capacity to work 
with systems and families, negotiate reim-
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bursement, and navigate boundaries and con-
fidentiality” [1].

• Goals for treatment should be realistic, made 
explicit, and may require some negotiation to 
reach agreement. Tasks should be broken 
down into achievable parts and be specific. 
Prepare TAY and family for difficult tasks that 
may require behavioral plans be put in place 
over time. For example, fostering further inde-
pendence may be the act of assisting the TAY 
to locating a phone number and having them 
make a medical appointment for themselves.

 Conclusion

Working with TAY in mental health care requires 
a psychiatrist to be flexible, persistent, and 
authentic and have patience given their responses 
can range from immature to age appropriate to 
maturely sophisticated just within one patient. 
This is the fun and the challenge of working with 
TAY.  Awareness of cognitive and psychosocial 
developmental theories is useful. Adult psychia-
trists may be more effective by keeping a devel-
opmental perspective in mind along with their 
usual diagnostic and treatment approaches when 
working with TAY.
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Developing a Physician Workforce 
to Bridge the Gap Between 
Pediatric and Adult Psychiatric 
Care

Jessica Moore

Transition has long been discussed in medical 
training, initially in the context of the need for 
appropriate handoff of patient information 
between colleagues. Since the 1990s, the term 
transition has come to be applied to population- 
based health relative to systems of care. 
Discussions in transition have evolved to consider 
the developmental biopsychosocial changes that 
take place during late adolescence and young 
adulthood. Despite this broadening of the scope, 
medical schools and residency training programs 
continue to struggle with how to educate future 
physicians on issues of transition. This is in part, 
because of existing myths about this transitional 
age youth (TAY). Physicians may falsely believe 
that development is no longer clinically relevant 
after adolescence. They may think that TAY are 
developmentally similar to either adolescents or 
persons in late adulthood and would consider 
adjustments in assessment, treatment, or manage-
ment. Some may also assume that academic 
achievements are indicative of well-being and 
therefore mental health needs of this population 
are low. In other words, a student who is academi-
cally talented enough to matriculate to college no 
longer needs care. In fact, an understanding of 
development across the life span is critical: TAY 
have developmental challenges that set them apart 
from adolescents and from those in older adult-
hood. The literature has repeatedly emphasized 
that transition is not a discrete event to be com-
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4

Key Points
• It is crucial to train the emerging physi-

cian workforce on issues of transition 
from pediatric to adult care.

• All psychiatrists should be prepared to 
help youth move through the various 
pathways of transition by being cogni-
zant of childhood development, means 
for effective transfer, and diverse sys-
tems of care.

• Early exposure for medical students to 
child and adolescent psychiatry helps to 
build their knowledge base in develop-
ment and issues of transition.

• A model transitional age youth fellow-
ship incorporates college mental health, 
community TAY clinics, integrative 
didactics, and focused training in 
development.

• Interorganizational collaboration allows 
for optimal use of resources, innovative 
training experiences, and improved 
advocacy for youth in transition.
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https://doi.org/10.1007/978-3-030-62113-1_4#DOI
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pleted in one clinic visit [19, 27, 28]. Rather, tran-
sition describes a process that occurs in stages 
over time. The term transfer better describes the 
handoff from pediatric to adult provider [20, 27]. 
Youth face multifactorial vulnerabilities and may 
fall through the cracks as they attempt to navigate 
this transitional period. It is vital that adult psy-
chiatrists and child and adolescent psychiatrists 
are educated on how to address these cracks in 
order to promote the well-being of these patients. 
This chapter will explore ways to bridge the gap 
between pediatric and adult care from an educa-
tional standpoint at the individual, institutional, 
and systematic level. (1) It will discuss the essen-
tial knowledge for individual trainees to know, as 
well as (2) institutional interventions for general 
psychiatry and child and adolescent programs to 
implement, and (3) ways to improve consider-
ations of transition at a systemic level.

 Individual-Level Interventions: 
What Every Psychiatrist Should 
Know About Transitional Age Youth

Foundational to treating the TAY group is under-
standing distinct neurobiological changes of tran-
sitional age youth. There is a discrepancy between 
early, well-formed subcortical systems (amyg-
dala, nucleus accumbens) responsible for emo-
tion, reward, and pleasure and the late-developing 
cortical systems (prefrontal cortex) that are 
responsible for inhibition and regulation. This dis-
crepancy contributes to the risk taking and impul-
sivity for which TAY are so well known [12]. This 
is a critical period from a neurodevelopmental 
standpoint, as it is the time that the pruning of pre-
frontal cortex takes place. As this occurs TAY are 
more able to implement planning and problem 
solving. These core brain changes guide neces-
sary treatment interventions, especially the need 
for consistent environmental structure to support 
youth as they learn to regulate their emotions, 
which is important for trainees to understand [14]. 
Neurobiology relevant to TAY can be taught in 
didactic lectures, in clinic case conferences, in 
journal clubs, and on clinical wards [13, 17, 39].

General psychiatry trainees should be edu-
cated on disorders that often present in child-

hood and persist into adulthood. It is important 
to be able to discern between childhood and 
adult presentations of specific disorders and how 
psychopathology might evolve over time. In par-
ticular, understanding presentation, prognosis, 
and treatment of various psychiatric disorders is 
key. For example, 50% of childhood attention-
deficit/hyperactivity disorder (ADHD) cases 
persist into adulthood, often as inattentive type, 
with intelligence quotient (IQ) and comorbid 
psychiatric disorders as predictors of severity 
[25]. When considering autism spectrum disor-
ders (ASD), an adult provider might anticipate 
that disorder communication improves over 
time, while difficulty with social functioning and 
restricted interests endures. While certainly there 
are increasing numbers of those with ASD 
attending college, a significant portion of patients 
will have poor outcomes related to independent 
living, academic pursuits, or occupational goals 
[47]. And finally, eating disorders are well 
known to have a peak during adolescence, with 
predominant symptoms of disordered eating. 
However, in young adults distorted thoughts 
about weight and body image may continue but 
with fewer episodes of disordered eating [44]. 
Many patients may have their first episode of 
psychosis or mania during this transitional age 
youth period, and, as such, psychiatrists must 
provide accurate assessment, diagnosis, and 
treatment of these disorders while being keenly 
aware of the biopsychosocial issues that may 
impact the course. As noted previously, TAY are 
particularly vulnerable to substance use disor-
ders due to incomplete neurobiological develop-
ment, changes in peer influences, and decreases 
in environmental structure. It is necessary for 
psychiatrists to be able to navigate these changes 
in order to provide optimal care.

The path to transition to adulthood varies 
between cultures. Whereas some cultures may 
value quick movement towards independence, 
others may continue to hold community and 
family at its core. For some young adults, mov-
ing out of the home and being financially inde-
pendent in college may be typical, and, for 
others, continuing to live in the home and stay-
ing connected to family until marriage may be 
more common. As the nation becomes more 
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diverse, youth may face issues of acculturation 
when their own personal values of community 
and independence may not look the same as their 
peers. If trainees are to avoid pathologizing cul-
turally relevant behavior during an individual’s 
development, they should be able to appreciate 
these cultural factors. Trainees might find the 
American Psychiatric Association’s (APA) 
Cultural Formulation Interview and the American 
Academic and Child and Adolescent Psychiatry 
(AACAP) Practice Parameter for Cultural 
Competence in Child and Adolescent Psychiatry 
of particular use [27, 38].

As the number of people attending college, in 
general, has increased across the nation, so has 
the number of youth with psychiatric disorders 
attending college [23, 25]. A well-informed psy-
chiatrist should be aware of educational chal-
lenges, such as obtaining a 504 Plan or an 

Individualized Education Plan (IEP), and how 
these accommodations are impacted upon the 
completion of high school. Psychiatrists should 
be able to help their patients who have learning 
disabilities gain access to a college’s office of 
disabilities. Being aware of essential legal stat-
utes, including section 504 of the 1973 
Rehabilitation Act and the Individuals with 
Disabilities Education Act (IDEA), allows psy-
chiatrists to better advocate for their patients [10, 
33]. Pursuing college directly after high school is 
not the path for all TAY: some may go on to work 
towards full-time employment and independent 
living; others may take a gap year before college, 
and still others may need ongoing structured sup-
port from caregivers. Psychiatrists ought to be 
aware of all of these pathways and of ways to 
best support TAY and their families through each 
of these avenues (Table 4.1).

Table 4.1 Managing varied pathways to transition

Pathways to transition Considerations for psychiatrist
High school directly to college Family and personal expectations for college

Family/support network communication plan
HIPPA/FERPA
Navigating social and peer groups
Skills for independent living
Academic readiness
Transfer of high school accommodations
Preparedness to navigate adult healthcare systems/health knowledge
Transition of care: on campus/off campus or continuing care from a 
distance

Employment and independent living Job readiness and career planning
Managing household chores
Preparedness to navigate adult healthcare systems/health knowledge
Issues of confidentiality
Transportation
Financial supports
Emergency plan
Insurance changes
Retention in psychiatric services

Consideration of a gap year (taking time off 
after high school and before college)

Interventions to maintain structure
Consideration of employment
Financial supports
Social/peer functioning
Academic readiness
Opportunities to build resilience
Plans for transition to college

Need for ongoing structured support 
(chronic medical conditions, intellectual 
disabilities, autism spectrum disorders, etc.)

Discussions of guardianship and/or medical power of attorney
Applications for disability
Long-term plans for housing
Respite care and caregiver support
Case management needs
Emergency care plan
Financial supports
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As youth age out of pediatric care, only 38.4% 
of those with mental illness received mental 
health care in the last year [45]. The reasons for 
this underutilization of services are multifacto-
rial. One reason may be that there is a dearth of 
resources that might appropriately serve patients 
in this stage of development. Therefore, it is 
important for psychiatrists to be familiar with 
community and state resources for these youth in 
order to best get them connected to care. In par-
ticular, having adequate resources for those aging 
out of foster care, youth with autism, and those 
with intellectual disabilities is key. To improve 
treatment continuity and service utilization, it 
remains prudent for psychiatry residents to know 
how to transition a patient from pediatric to adult 
care. This involves being knowledgeable about 
the timing for when to start conversations about 
transition, in the appropriate time for transition, 
and helping patients and families prepare for 
transition. Child and adolescent psychiatrists 
must learn methods to teach pediatric patients 
about their diagnosis, indications for their medi-
cations, ways to schedule appointments, and 
tools for navigating the mental health system. For 
the providers that are receiving adult patients, 
they should be aware of how to help a pediatric 
patient transition to adulthood. This consists of 
helping patients balance autonomy in medical 
decision making with maintaining parental sup-
port when needed, teaching patients to advocate 
for themselves, and helping them manage insur-
ance issues. Providers to adult patients need to 
develop skills for having conversations with par-
ents about guardianship and addressing requests 
for disability. There are structured tools that psy-
chiatrists can utilize to assess and facilitate tran-
sition. Child and adolescent psychiatrists might 
employ the Transition Readiness Assessment 
Questionnaire (TRAQ) to help determine areas of 
strength and weakness during transition [50]. 
Individuals working with these populations 
should be aware of the American Academy of 
Pediatrics (AAP), American Academic of Family 
Physicians (AAFP)/American College of 
Physicians (ACP) joint guidelines on transition, 
discussed further below [8]. Also, the website 
Got Transition.org has developed a toolkit con-

sisting of “six core elements,” describing optimal 
healthcare transition [20, 29].

 Institutional Interventions: 
Changing How Medical Schools 
and Residency Programs Approach 
Transition

The importance of addressing transition at the 
institutional level has been recognized across the 
field of medicine. The 2011 joint AAP/AAFP/
ACP statement describes a specific algorithm for 
improving transition to adulthood [8]. Similarly, 
a 2015 report by the Institute of Medicine (IOM) 
and the National Research Council of the 
National Academies details the needs unique to 
young adults and makes recommendations for 
systemic-, institutional-, and individual-level 
interventions [34]. What is noted in each of these 
reports is in the need for changes in the health-
care workforce. In particular, both primary care 
physicians and specialists need to have training 
in transitioning youth to adult care and in clinical 
exposure to adult manifestations of childhood 
diseases [8, 34]. Despite these clear guidelines, 
residency programs struggle to educate and train 
residents on issues of transfer and transition. In 
many specialties, the focus is on transfer of care 
rather than biopsychosocial needs of transition. 
This is best expressed through a closer look at the 
Accreditation Council for Graduate Medical 
Education (ACGME) requirements for residency 
programs (Table 4.2). All residency and fellow-
ships discuss the need for trainees to be able to 
transfer care to another provider, though this is 
not specific to transfer from pediatric to adult 
care. Despite these requirements, very few (3%) 
pediatric trainees felt “fully competent” in dis-
cussing issues of transfer with patients, and many 
(25–54%) pediatric trainees reporting having no 
training or exposure to communicating about 
transfer with another provider [21, 33, 41]. There 
is even less training with topics of transition, with 
the majority of pediatric residents (75%) report-
ing not having specific exposure in issues of tran-
sition to adulthood [33]. This lack of exposure is 
not related to lack of interest, as most residents 
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(70%) want more curriculum on transition and 
transfer [30, 32].

Given these educational challenges, combined 
residency programs often provide improved 
training for working with TAY. The development 
of the combined internal medicine-pediatrics 
program has been an initiative to for physicians 
to treat patients with chronic illnesses across the 
life span. While not a combined program, the 
subspecialty of adolescent medicine seeks to 

uniquely consider those patients who exist 
between childhood and adulthood [3]. In 2020 
the American Society of Adolescent Psychiatry 
offered psychiatrists an opportunity to further 
develop their skills in working with TAY by 
offering a non-American Board of Psychiatry and 
Neurology (ABPN) certification in adolescent 
and young adult psychiatry. Innovative combined 
programs in pediatrics, psychiatry, and child and 
adolescent psychiatry (otherwise known as the 
“Triple Board”) were developed as a pathway to 
those interested in both medical pediatrics and 
child psychiatry. However, most combined- 
program graduates spend most of their practice in 
child and adolescent psychiatry, and there is no 
adolescent medicine equivalent to connect the 
divide between pediatric and adult psychiatric 
care [21].

Clearly more intervention is needed across all 
fields of medicine to educate trainees on TAY, 
starting at the medical student level. Medical stu-
dents can be taught early on in training about 
transition. For example, these topics can be 
incorporated into the didactic curriculum when 
they are learning about development across the 
life span. Additionally, efforts focused on increas-
ing interest in child and adolescent psychiatry 
allows further training in issues of development, 
regardless of the specialty students ultimately 
choose. While general psychiatry training has 
become more popular, child and adolescent psy-
chiatry has not reaped these same gains (Fig. 4.1).

Early exposure to child and adolescent psy-
chiatry through didactics, increasing contact with 
child and adolescent fellows, increasing the num-
ber of child and adolescent faculty in medical 
school leadership, and developing engaging clin-
ical rotations may increase interest in the field. 
Conversely, lack of exposure to child and psy-
chiatry early in training is a significant factor 
deterring students from pursuing the specialty 
[49]. Even with this knowledge, child and adoles-
cent psychiatry is generally underrepresented in 
medical student curriculum, with only 27% of 
schools requiring rotations and only 23% of stu-
dents on average participating in rotations [17]. 
For those medical schools who do not have access 
to clinical rotations, providing online modules 

Table 4.2 (ACGME) Program requirements for medical 
specialties and subspecialties and mention of TAY, transi-
tion, or transfer

Program
ACGME mention of TAY or 
transition

Residency and 
Fellowship 
Common 
Program 
requirements [1, 
2]

Transitions of care: “clinical 
assignments to optimize 
transitions in patient care, 
including their safety, frequency, 
and structure”

Pediatrics [6] Program definition: “Pediatrics 
encompasses the study and 
practice of physical and mental 
health promotion, disease 
prevention, diagnosis, care, and 
treatment of infants, children, 
adolescents and young adults”

Adolescent 
Medicine [3]

Resources: “An adequate number 
and variety of adolescent 
medicine patients ranging in age 
from approximately 10 years 
through young adulthood”
Patient care: “provide direct and 
consultative care to adolescents 
and young adults”
Medical knowledge: “transition 
to adult providers”

Child and 
Adolescent 
Psychiatry [4]

No mention of young adulthood 
or transitional age youth

Psychiatry [7] Resources: “There should be 
patients of different ages and 
genders from across the life 
cycle”
Medical knowledge: 
“psychological development 
throughout the life cycle”

Internal 
Medicine- 
Pediatrics [5]

Program definition “The 
combined training allows 
development of a physician 
knowledgeable in the full 
spectrum of human development, 
from newborns to the age”
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illustrating common child psychiatric diagnoses 
can be a useful alternative. Implementing medi-
cal student-run clinics that are available to even 
first-year students can serve as opportunity for 
early exposure to both pediatric and adult psy-
chiatry. Students participating in student-run free 
clinics are more comfortable with mental illness 
and have increased interest in pursuing psychia-
try [32].

At the resident level, general psychiatry pro-
grams and subspecialty programs have also 
struggled to adequately integrate transition into 
didactic and clinical rotations. While ACGME 
Psychiatry requirements indicate that residents 
should be knowledgeable about development 
across the life span, only 2 months of organized 
clinic experience in child and adolescent psychi-
atry are required [4]. Disappointingly, child and 
adolescent psychiatry ACGME requirements 
have left transitional age youth unaddressed [7] 
(Table 4.2). Comparable to adolescent medicine, 
it would be beneficial for pediatric and adult psy-
chiatry ACGME requirements to incorporate 
education on both young adulthood and transi-
tion of care from pediatric to adult care.

Considering that residents report clinical rota-
tions are the ideal method to learn about transi-
tion and transitional age youth, residency 
programs need to be prepared to provide well- 
developed rotations in this area [30]. Rotations 
that serve this population may exist on college 
campuses, inpatient settings, primary care clin-
ics, or psychiatry outpatient clinics. Rotations 

that focus on transitional age youth can be learn-
ing opportunities for both residents and fellows. 
As such, it is quite necessary to have effective 
collaboration between general psychiatry and 
psychiatry subspecialty departments. Program 
directors may need to collaborate on scheduling, 
funding, and adequate supervision. While it may 
be advantageous, supervisors for these rotations 
do not have to be child and adolescent psychiatry- 
trained. However, it is essential that they have 
training and experience in caring for young adults 
as well as robust background in development, 
childhood-onset diagnoses, learning disorders, 
ADHD, and adolescent substance abuse [23]. 
Supervisors should also be well-versed in navi-
gating systems of care, such as college campuses 
and foster care.

College student mental health rotations may 
serve as a training site for child and adolescent 
psychiatry fellows and for general psychiatry 
residents. Child and adolescent psychiatrists may 
transition care to college counseling centers or 
may opt to continue to see their college-aged 
patients from a distance. However, they are often 
unaware of the challenges that their patients face 
accessing care on campus or how to appropri-
ately manage care from afar. Conversely, general 
psychiatry-trained providers caring for these 
patients may not be cognizant of the develop-
mental challenges these students faced prior to 
their arrival to college. Since college is also a 
time that many students have first episodes of 
various psychiatric conditions, institutions of 

83.7% Child
and

Adolescent
psychiatry

positions filled

350 Child and
Adolescent
Psychiatry
positons
offered    

3.5% increase
since 2015 

98.9%
Psychiatry

positions filled

1,740
Psychiatry
positions
offered

28.6 % increase
since 2015 

Fig. 4.1 2019 National Resident Match Program (NRMP) data for offered and filled positions in Psychiatry and Child 
and Adolescent Psychiatry [35, 36]
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higher education (IHEs) are faced with how to 
serve and ensure the safety of these students. 
Unfortunately, college counseling centers and 
health centers are often understaffed and under 
resourced to manage the increasing demands. 
Data from the most recent Association for 
University and College Counseling Center 
Directors (AUCCCD) survey indicate that more 
than half (53.4%) of college counseling centers 
don’t have any psychiatrists, and for those that 
do, the average full-time equivalent (FTE) is 0.61 
[26]. Additionally, 57% report needing an 
increased number of psychiatrists and nearly half 
(47%) report needing those psychiatrists to work 
more hours [26]. It is also the case that smaller 
IHEs have less access to psychiatrists and fewer 
community resources [22]. Psychiatry training 
programs can collaborate with local universities 
and colleges to help fill this service gap and to 
provide unique rotation opportunities. These col-
laborations should not just be relegated to con-
nections to other large, resource-rich institutions. 
For example, psychiatry trainees can be well uti-
lized at community colleges and minority serving 
institutions, which are likely to serve underrepre-
sented minorities who may have equivalent psy-
chiatric needs but less access to care [31, 32].

College mental health rotations give residents 
the opportunity to see comparatively high func-
tioning patients for therapy and medication man-
agement, in addition to those in the academic 
center-partnered community clinics that serve 
primarily the seriously mentally ill [14, 24]. 
Trainees able to provide both medication man-
agement and psychotherapy services may be of 
particular use in smaller college clinics in which 
available therapy services might be sparse. 
College mental health rotations also allow train-
ees to provide interventions outside the clinical 
setting, such as providing psychoeducation in 
campus outreach programs which promote 
awareness and reduce stigma [31]. As the conun-
drum of suicide on college campus continues, 
resident physicians can both learn about and 
implement prevention, intervention, and postven-
tion strategies. For example, residents might 
learn what suicide prevention strategies are evi-

dence-based and then work with a multidisci-
plinary team to operationalize them on campus.

Residents rotating at college counseling cen-
ters can become skilled in providing developmen-
tally appropriate care and learning the 
psychological challenges that that transitional age 
youth might face, including exploring their sense 
of identity, living away from parents, navigating 
new interpersonal relationships, and learning to 
manage their own health care. Residents should 
also be taught how to obtain a detailed develop-
mental history so that they learn to differentiate 
between variations in normal development and 
psychopathology. In creating a college mental 
health rotation, it is vital to provide adequate, on-
site when possible, supervision to trainees. 
College students are seen on average for 3.8 visits 
at college counseling centers, typically over the 
course of several months [26]. In turn, trainees 
should participate in the rotation at least for 
6 months and ideally for a year in order to see a 
student for a full course of treatment. Having 
upper-level trainees (PGY3 and PGY4 or subspe-
cialty fellows) allows trainees to best employ their 
knowledge of crisis management, consultation, 
and inpatient psychiatry. Upper-level trainees may 
utilize these rotations sites for scholarly research 
and to implement quality improvement projects 
that may enhance smaller clinics. While possible, 
having trainees on rotation early in training would 
require increased supervision, especially for crisis 
management. College mental health rotations 
often get positive feedback from residents [14]. 
Nevertheless, there may be challenges in develop-
ing a collaborative college mental health rotation. 
For instance, legal implications of ownership of 
medical records and privacy laws may limit 
trainee participation. Financial barriers, such as 
cost of resident or supervisor salary and cost of an 
electronic medical record, may be particularly 
challenging for smaller institutions. Other chal-
lenges might include travel distance to rural IHEs, 
call coverage or availability of after- hours ser-
vices, and appropriate space for trainees to pro-
vide clinical services [22]. With proper planning 
and support, these barriers can be overcome.

While many TAY with psychiatric conditions 
attend college, this may not be the trajectory to 
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everyone. Some TAY may opt to take a gap year 
with a subsequent planned transition to college. 
For others, navigating independent living may be 
the next milestone. Consequently, trainees should 
be prepared to help patients and families traverse 
a variety of routes to adulthood. Residents and 
fellows would benefit from participating in psy-
chiatry rotations supporting transitional age 
youth who are not necessarily college students. 
These rotations include programs that support 
transition out of foster care, clinics in the juvenile 
justice system, early psychosis programs, young 
adult eating disorder programs, and young adult 
services at community mental health centers. 
Services for young adults with autism spectrum 
or intellectual disabilities tend to be limited but in 
high demand. Subsequently, patients may end up 
being treated in pediatric clinics long beyond 
what would be considered usual and appropriate 
[43, 46]. Rotations in these clinics fill a service 
gap and also give residents exposure to a unique 
population [24]. Providing adequate exposure to 
childhood onset disorders, like intellectual dis-
abilities, allows residents to feel more comfort-
able in working with these disorders, even when 
they are treating adult populations [20, 30].

At the core of treating TAY in the community 
is the ability to work on a multidisciplinary team 
that may comprise social workers, case manag-
ers, psychologists, nutritionists, and other medi-
cal providers. This is a skill that can be modeled 
for trainees in inpatient hospital settings and in 
outpatient clinics [46]. Working on these teams 
calls for an approach that not just values manag-
ing a patient’s symptoms but also incorporates 
their personal, family, and community strengths. 
Psychiatry trainees may also find it useful to 
rotate in an adolescent/young adult medicine 
clinic in order to gain experience in working with 
chronically medically ill adolescents. This popu-
lation may have psychiatric comorbidities that 
put them at risk for prolonged and suboptimal 
transition [9]. Resident dyad transition clinics, in 
which internal medicine, pediatrics, and internal 
medicine-pediatrics residents work together to 
address biopsychosocial issues of transition, can 
serve as an opportunity for psychiatry residents 
to provide consultation [11].

Formal didactic instruction is at the core of 
any residency or fellowship program. Yet, many 
child and adolescent psychiatry programs do not 
address fundamental topics of transition during 
didactic lectures [16]. General psychiatry resi-
dents need high-quality training in human devel-
opment, incorporating adequate time to discuss 
the challenges and changes that occur in late ado-
lescence and young adulthood. Curricula need to 
also include robust diagnosis-specific teaching 
on topics such as learning disorders, ADHD, and 
developmental disabilities, which are often cov-
ered only superficially in general psychiatry 
training. Establishing an integrative didactic 
experience for both general psychiatry residents 
and child and adolescent fellows is a good method 
to learn about issues of transition [42]. Integrative 
didactics allow for increased collaboration 
between divisions within departments that may 
be siloed. General psychiatry residents can get a 
developmental perspective from their child and 
adolescent counterparts, while child and adoles-
cent fellows may also get a refresher on some of 
the challenges of general psychiatry that they 
may have long forgotten. Curricula on transi-
tional age youth can include a range of topics 
from transfer of care to the neurobiology of 
development to college mental health systems of 
care (Table  4.3). While instructors for this cur-

Table 4.3 Sample topics for a didactics series on transi-
tional age youth

Sample transitional age youth didactic topics
Introduction to college mental health and systems of 
care
Unique developmental needs of transitional age youth
Neurobiological features of transitional age youth
Optimal transition of youth with mental health 
conditions from pediatric to adult care
Addressing suicide on college campus: prevention, 
intervention, postvention
College mental health and the law
Supporting students who struggle w/ transition to 
adulthood
Unique needs for minority and first-generation 
students in higher education
Addressing learning disorders and developmental 
disabilities in transitional age youth
Substance use in transitional age youth and college 
students
Diagnosing and managing ADHD in young adults

J. Moore



69

riculum need not only be child and adolescent 
psychiatrists, they should be adequately trained 
in topics of development and transition. Creating 
didactics that are taught throughout the course of 
residency rather than limited to a specific post- 
graduate year is preferable and allows for 
 repetition and improved integration with clinical 
knowledge [30]. Didactic instructors need not be 
limited to lecture format but should also consider 
case-based discussion, journal club, online mod-
ules, and flipped-classroom teaching.

Clinical experiences in college student mental 
health and TAY-serving community clinics com-
bined with well-thought-out didactics are valu-
able. Connecting these elements to build a 
comprehensive one-year transitional age youth 
fellowship would provide immense benefit to 
resident education, community partnerships, and 
college counseling centers. Trainees in a transi-
tional age youth fellowship would be experts in 
biopsychosocial transition, college health sys-
tems, and young adult development. There are 
only a few established psychiatry student mental 
health fellowships across the nation, including 
those at Stanford, University of Chicago, and the 
Ohio State University [16]. These fellowships 
consist of rotations in college student mental 
health clinics, didactics, and independent schol-
arly pursuits. A transitional age youth fellowship 
expands upon already innovative student mental 
health fellowships to include all TAY, not just 
those in college. For instance, trainees in a public 
psychiatry fellowship have been able to integrate 
both college mental health and TAY clinic into an 
already established fellowship [40]. Ideally, tran-
sitional age youth fellows would rotate in multi-
ple college mental health clinics that vary in size 
and classification (private versus public, and two- 
year versus four-year) and that serve diverse pop-
ulations (predominately white institutions, 
historically black college/universities, and 
Hispanic-serving institutions). Fellows might 
also serve a more active administrative role in 
clinic development, implementation of campus 
screening tools for depression, and campus-wide 
mental health promotion. Fellows may work on 
leadership skills and gain multidisciplinary team 
experience by attending behavioral intervention 

team meetings (also called CARE, student at-risk 
response teams, or Students of Concern 
Committee) which operate to identify students of 
concern on college campus. An ideal TAY fellow-
ship would collaborate with child and adolescent 
fellowships to create a developmentally focused 
program. Having adequate training in child and 
adolescent psychiatry that encompasses both out-
patient and inpatient experiences as well as expo-
sure to eating disorders, learning disorders, 
suicide risk assessment, and substance abuse is 
important. A well-rounded transitional age youth 
fellowship would consist of experience in child 
and adolescent rotations, dedicated training in 
community TAY clinics, college mental health 
clinics along with comprehensive integrative 
didactics (Table  4.3), and pursuit of scholarly 
work.

Early career psychiatrists (ECPs) who are 
interested in both child and adolescent psychiatry 
and general psychiatry may find themselves pres-
sured to choose one path over the other. It is cru-
cial that ECPs stay connected to supportive 
colleagues and mentors. This could be for career 
development, emotional support, or clinical con-
sultation. Practically, this means staying con-
nected to other college student mental health 
psychiatrists, pediatricians, and internists inter-
ested in transition, and psychologists at campus 
counseling centers. Listservs that operate by 
means of email is a good way to get support and 
garner ideas on ways to handle administrative 
issues, clinic practice habits, and systems of care. 
The field of college student mental health and 
transitional age youth is ever evolving; ECPs 
must remain up to date on systems of care, legal 
implications, and best practices. Attending con-
ferences, which may hold in-depth workshops on 
how to care for transitional age patients, allows 
ECPs to earn continuing medical education cred-
its (CME), maintain current medical knowledge, 
and access professional mentorship [28]. Even as 
they learn to navigate practicing independently, 
ECPs can also become leaders in this growing 
field. One way to do this is by serving as faculty 
for academic medical centers. As previously 
noted, in order to maintain well-executed rota-
tions and didactics, experienced TAY faculty are 
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needed. ECPs can help fill this gap. Finally, ECPs 
are able to be role models or mentors, which has 
been noted to be a significant factor for medical 
students choosing to go into child and adolescent 
psychiatry and general psychiatry [48].

 Systemic Interventions: Improving 
Pathways to Adulthood Through 
Organized Medicine and Systems 
of Care

While individual- and institutional-level changes 
are important, systemic changes need to take 
place in the field of psychiatry to better bridge the 
gap between pediatric and adult care. The litera-
ture has indicated that child and adolescent psy-
chiatrists are uniquely skilled to provide care for 
TAY [49]. AACAP’s Transitional Age Youth and 
College Student Mental Health (TAY-CSMH) 
committee has investigated the unique needs of 
this vulnerable population [15]. It is notable that 
significant reasons for advocating for focus on 
this population are to allow for improved clinical 
training, interorganizational collaboration, and 
advocacy [15]. National psychiatric organiza-
tions like AACAP, APA, the American Association 
of Directors of Psychiatric Residency Training 
(AADPRT), and the Association of Directors of 
Medical Student Education in Psychiatry 
(ADMSEP) have been created in order to connect 
psychiatrists, provide resources, develop best 
practice guidelines, and propel the field forward 
through advocacy. While these organizations 
have been successful in achieving these goals, 
they often operate independently and without 
consultation with each other. Having interorgani-
zational collaboration would readily allow pool-
ing of relevant resources and skilled leaders. For 
example, the Higher Education Mental Health 
Alliance (HEMHA) is a partnership between a 
number of relevant organizations, including 
AACAP, APA, AUCCCD, and the American 
College Health Association (ACHA), to systemi-
cally further mental health initiatives on college 
campuses. Similarly, in 2010 the ADMSEP Task 
Force on Child and Adolescent Psychiatry in 
Medical Education (CAPME) was developed as a 

collaboration between members of APA, AACAP, 
AAP, and AADPRT to address much-needed 
improvements in child and adolescent psychiatry 
medical student education [18]. This collabora-
tion allowed for development of online learning 
modules, standardization of learning objectives, 
and improvement in child and adolescent psy-
chiatry rotations for medical students. Both APA 
and AACAP have demonstrated interest in TAY 
through the development of committees focused 
on this population: the Council on College 
Mental Health and the aforementioned TAY- 
CSMH Committee, respectively. Ongoing col-
laboration between these committees allows for 
further development of strategies to help this 
population, increases possibilities for academic 
publications targeting this population, and con-
nects organizations to trainees. For medical stu-
dents and residents who travel to annual 
conferences, committee meetings might be their 
first in-depth introduction to organized psychia-
try. Committees are a way for trainees to hone 
their advocacy skills, improve collaboration 
between academic institutions, and provide a 
chance to learn more about TAY that may not be 
traditionally taught during training.

Finally, discrepancies in age restrictions 
between federal, state, and local agencies do a 
disservice to patients trying to progress to adult 
care [24, 37]. TAY are often unable to transition 
out of pediatric care all at once, as they attempt to 
find a new therapist, psychiatrist, primary care 
provider, social worker, and work program who 
may each have different criteria for appropriate 
transition. Improved interagency communication 
and consistency would increase service utiliza-
tion for young adults.

 Conclusion

Navigating the divide between pediatric and 
adult care is a valuable skill that deserves more 
focus during training. There are distinct develop-
mental challenges that all psychiatrists must be 
able to manage in order to support ideal transi-
tion. For medical students, early exposure to 
development across the life span and improving 
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resident/fellow clinical and didactic experiences 
are essential to building a workforce trained to 
work with transitional age youth. It is also vital 
for systemic changes to be in place to better allow 
for interorganizational and interagency collabo-
ration to bridge the gap. Once individual, institu-
tional, and systemic interventions are in place, 
TAY can better utilize services, effectively get 
connected to adult providers, and make progress 
in achieving developmental milestones.
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Key Points
• TAY are a vulnerable population that 

have the worst access to mental health 
care across the life span, are at high risk 
for new-onset psychiatric illness, and 
are at risk of falling in-between gaps 
during provider transition.

• TAY are navigating a developmental 
period marked by milestones that 
revolve around formation of identity, 
independence, and formation of rela-
tionships, which can all be significantly 
affected by a mood disorder. These chal-
lenges may also make advocating for 
oneself in treatment more difficult.

• TAY with mood disorders are at high 
risk for adverse adult outcomes as 
related to education, employment, 
health, and social functioning.

• While recovery rates of MDD in TAY 
are high, so are recurrence rates into the 
second and third decades of life. 
Compared to adult-onset MDD, TAY 
have longer episode duration and 
increased rate of bipolar switching.

• Risk factors for bipolar switching in 
TAY diagnosed with MDD include fam-
ily history of depression or bipolar dis-
order, mania or hypomania precipitated 
by medications, and history of psychotic 
depression.

• Bipolar spectrum illness in TAY can ini-
tially present with depressive episodes 
that are not identified as part of the bipo-
lar course until a later manic or hypo-
manic episode.

• A TAY presenting with new-onset psy-
chosis should be screened carefully for 
underlying mood disorders with psy-
chotic features to avoid inappropriate 
management.

• Chronic irritability alone is not a diag-
nostic indicator for bipolar disorder 
(BP). The clinician should assess the 
pattern of irritability, associated mood 
disorder criteria, and identifiable trig-
gers to irritability prior to giving a diag-
nosis of bipolar disorder.

• Childhood-onset bipolar disorder is 
associated with a more severe course of 
illness compared to adult-onset bipolar 
disorder, including more polarity 
switches, longer periods of subthreshold 
symptoms, more depressive and mixed 
symptoms, and increased suicidal 
behaviors.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_5&domain=pdf
https://doi.org/10.1007/978-3-030-62113-1_5#DOI
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 Case History

Savannah is a 17-year-old girl with bipolar I 
disorder, generalized anxiety disorder (GAD), 

and alcohol use disorder in remission. She is cur-
rently in 12th grade at a local public high school 
with a 504 plan that gives her accommodations 
related to her anxiety and mood difficulties. 
Savannah lives with her two siblings and mother 
during the school year and spends the summer 
with her father, who lives in another state. Her 
family history is significant for her maternal 
grandmother having what mother describes as 
“manic depressive disorder,” requiring hospital-
izations and with a history of suicide attempts. 
Savannah’s father has a history of alcohol use 
disorder, in sustained remission.

Developmentally, Savannah met all milestones 
appropriately; however, her mother describes her 
as having been a “difficult” baby who had trou-
ble self-soothing and had sleep difficulties. She 
was described as “slow to warm up” to peers but 
otherwise could engage socially once familiar 
with people and her surroundings. As Savannah 
entered elementary school, she began refusing 
to go to school, had several somatic complaints 
with frequent visits to the nursing office, and 
was often noted by teachers to be distracted in 
class. Neuropsychological testing confirmed 
severe anxiety and ruled out a comorbid learn-
ing disorder. At that time, she was diagnosed 
with generalized anxiety disorder, started cogni-
tive behavioral therapy (CBT), and was trialed 
on various serotonin selective reuptake inhibitors 
(SSRIs). Medication management was limited by 
side effects, primarily activation. Ultimately, her 
engagement in CBT was effective in reducing her 
anxiety, and she was able to remain in class and 
somatic complaints decreased.

In eighth grade, Savannah gradually pulled 
away from her friend group. Her grades fell, she 
quit the track team, and she was noted to have an 
increase in irritability. She also described a lack of 
energy, decreased appetite, trouble sleeping, pas-
sive suicidal thoughts, and had outbursts that led 
to destruction of property at home. She was reeval-
uated by a child and adolescent psychiatrist (CAP) 
given concerns for depression. On evaluation, in 
addition to depressive symptoms, her parents and 
Savannah described brief periods (4–5  days) of 
time that she had trouble sleeping and would stay 
up all night doing school work, reorganizing her 
room, and cleaning. Savannah would seem fine the 

• Bipolar disorder not otherwise specified 
(NOS) carries high rates of conversion 
to BP I and BP II, and subthreshold 
symptoms are associated with increased 
morbidity when compared to controls.

• Medication management of MDD in 
youth has focused on the use of selective 
serotonin reuptake inhibitors (SSRIs), 
serotonin-norepinephrine reuptake 
inhibitors (SNRIs), and tricyclic antide-
pressants (TCAs). TCAs are not com-
monly used due to side-effect profile, 
lethal risk in overdose, as well as lack of 
efficacy in placebo-controlled trials in 
youth.

• Second-generation antipsychotics effec-
tively treat TAY with bipolar spectrum 
disorders; however, youth may be more 
sensitive to metabolic side effects.

• Anti-epileptic mood stabilizers in TAY 
are less efficacious in youth than in 
adults. However, lithium has been 
proven effective in the treatment of 
bipolar disorder in TAY.

• Treatment of comorbid attention-deficit/
hyperactivity disorder (ADHD) with 
stimulants is safe and efficacious but 
should be done in the context of a mood 
stabilizer.

• Successful transition into adulthood for 
TAY with mood disorders includes 
interventions that span family, educa-
tional, occupational, and health care 
systems.

• Special considerations should be taken 
when working with TAY in foster care, 
those who are ethnic and racial minori-
ties, and those who identify as part of 
the lesbian, gay, bisexual, transgender, 
and queer (LGBTQ) community.
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next day without fatigue and continued to attend 
school. They also noted a slight increase in the 
rate of her speech, and Savannah described her 
thoughts as “racing.” Savannah described steal-
ing random small items and sneaking alcohol from 
her parents’ cabinets. She started smoking mari-
juana as she reported that it helped her feel calmer 
and get to sleep. It was at this time that her CAP 
identified these episodes as hypomania and diag-
nosed her with bipolar II disorder. She was started 
on aripiprazole to target her mood and restarted 
weekly therapy.

Savannah appeared to be doing well. She 
rejoined her extracurricular activities, her 
mood stabilized, and her school functioning 
improved. However, in the beginning of 11th 
grade, Savannah started going to more parties 
and was breaking curfew. Her grades declined, 
she was sleeping more, and her parents found 
empty bottles of alcohol under her bed. Savannah 
eventually reported to her CAP that she had 
started drinking for social purposes to fit in 
with her friends. She noticed that drinking alco-
hol was helpful with her anxiety and had begun 
drinking heavily, sometimes at home alone and 
before bedtime to help her sleep at night. She 
had been worried about alcohol interfering with 
her medication, so she was intermittently taking 
her aripiprazole. Savannah was also concerned 
about her rapid decline and agreed to sub-
stance treatment. She stopped using alcohol and 
marijuana as part of her program and reported 
improvement in her mood with motivation to 
continue with her sobriety. However, her parents 
soon noted that she was speaking quickly, pacing 
around her room at night talking out loud to her-
self, and appeared energetic despite little sleep 
in the past week. Savannah’s mood became more 
labile; she started making paranoid comments 
and referring to herself in third person. She was 
found to be manic with psychotic features and 
was hospitalized, where she was diagnosed with 
bipolar I disorder. Her aripiprazole was switched 
to risperidone, and she was started on lithium 
with resulting rapid stabilization in her mood 
and resolution of her psychosis.

Following her hospitalization, Savannah was 
transitioned into a partial hospitalization pro-
gram for ongoing adjustments of her medications 

and assistance with transitioning back to school. 
Her 504 plan was modified to include accom-
modations to assist with managing side effects 
from her medications. Accommodations included 
access to water throughout the day; extended 
time for tests and assignments, given her slowed 
cognition; and counseling support in school. The 
summer after 11th grade, she did not go to visit 
her father and, instead, remained near home to 
continue her treatment. She took on a part-time 
job at a hair salon shampooing hair and assisting 
with tasks around the salon.

Savannah engaged with a tutor over the summer 
and has not had an episode of mania, hypomania, 
or depression in 8 months and is now starting 12th 
grade. Savannah has also started playing more 
of an active role in her treatment (i.e., scheduling 
her own appointments and managing her medica-
tions). While she is not refusing parental involve-
ment, she is hesitant about including her parents 
in her care at this time, as she feels she wants to 
be independent and learn to manage on her own.

In her therapy sessions, Savannah is reflecting 
on her goals and expresses concern about college 
and what having bipolar disorder would mean 
for her going away to her dream school. She asks 
her clinician, “Does this seem like a realistic 
option for me?”

Savannah is entering a critical time in devel-
opment as she transitions into adulthood, and 
she shows good insight to question her level of 
 readiness. Given all that has taken place in her 
life related to her mental health needs, answering 
her question is not straightforward. It is important 
for the clinician to have proper understanding of 
her diagnosis and risks, assess how the diagnosis 
may interfere with this developmental stage, and 
know what planning and treatment options need 
to be considered before we can answer her ques-
tion of whether she can head away to her dream 
school in the next few months.

 Background on Mood Disorders 
in TAY

While there is some variability in what is defined 
as transitional age youth (TAY), typically we 
are referring to older adolescents (15–16  years 
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old) spanning to young adulthood (24–26 years 
old) [55, 92]. This age group encounters many 
challenges and is highly vulnerable for several 
reasons:

 1. Young people between 12 and 25  years old 
have the worst levels of access to mental 
health across a whole life span [57].

 2. This is a high-risk time for new onset of psy-
chiatric illness. Per the National Comorbidity 
Replication Study, 50–75% of anxiety, disor-
ders, mood disorders, impulse control disor-
ders, and substance use disorders emerge 
between the ages of 14 and 24 years [43, 55].

 3. Those TAY who are receiving mental health 
care services risk falling into the gap of aging 
out from pediatric specialists but having lim-
ited access to clinicians comfortable with this 
age group.

 4. This developmental period is marked by mile-
stones that revolve around formation of iden-
tity, independence, and formation of 
relationships, which can all be significantly 
affected by the stability of one’s mental health.

Overall, there is a strong movement to 
assess the needs and the use of developmentally 
informed interventions for TAY related to their 
mental health care needs. There has been sig-
nificant work focusing on early interventions for 
first-episode psychosis (which tends to present 
in TAY) and looking at the use of comprehen-
sive, multidisciplinary, and team-based treatment 
approaches [64]. Studies so far have shown the 
benefit of such an approach to improve progno-
sis in first-episode psychosis. Similar models and 
practice guidelines would likely benefit TAY also 
dealing with other mental health illnesses, such 
as mood disorders [57], and we will give sugges-
tions on this later in this chapter.

 Adult Outcomes

Mental health has a tremendous effect on adult 
outcomes. The Great Smoky Mountains Study is 

a longitudinal epidemiological study of children 
of ages 9–13 years in 11 rural counties in North 
Carolina that looked at psychiatric diagnoses, 
correlates, and risk factors. Annual assessments 
were completed until age 16 and then again at 19, 
21, and 25 years of age. These assessments were 
looking for adverse outcomes related to health, 
the legal system, personal finances (high school 
dropout, inability to keep a job, and residential 
instability), and social functioning. Common 
childhood disorders assessed included anxiety 
disorders, mood disorders, conduct, oppositional 
defiant disorder (ODD), attention-deficit/hyper-
activity disorder (ADHD), and substance use 
disorders. Compared to those with no history of 
psychiatric problems, participants with a child-
hood disorder had six times higher odds (OR, 
5.9 (95% CI, 3.6–9.7)) of at least one adverse 
adult outcome and nine times higher odds (OR, 
8.7 (95% CI, 4.3–17.8)) of having two or more 
adverse adult outcomes [23]. Findings also dem-
onstrated that even if the symptoms were sub-
threshold or did not persist into adulthood, these 
disorders were still associated with adverse adult 
outcomes.

Specifically when it comes to mood disorders, 
data indicate that a mood disorder in childhood 
increases risk for a mood disorder in both ado-
lescence and adulthood [92]. Regarding bipolar 
disorder, compared to adult onset, early- and 
TAY-onset cases have data that suggest that they 
are more complicated when these youth become 
adults, with a higher risk for other neuropsychi-
atric disorders, comorbidity, and mixed presenta-
tions [92]. These factors would undoubtedly have 
a negative effect on adult outcomes.

One group looked at a subset of 367 youth 
with bipolar disorder from the Course and 
Outcome of Bipolar Illness in Youth (COBY) 
study and divided them into groups of mood 
trajectories: predominantly euthymic, moder-
ately euthymic, ill with improving course, and 
predominantly ill. School, employment, and 
disability status were assessed over a median of 
11.5  years of follow-up and demonstrated the 
following findings [41]:
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• Predominantly euthymic youth were more 
likely to be in school or employed.

• Persistently ill youth were more likely to be 
on disability.

• About 44% of predominantly euthymic and 
93% of ill with improving course youth con-
tinued to experience psychosocial impair-
ment, indicating that despite resolution or 
improvement in symptoms, impairment can 
persist.

• Predictors of poor psychosocial functioning 
included early onset, low socioeconomic sta-
tus (SES) and current comorbidity.

• Low SES and current comorbidity predicted not 
being enrolled in school and unemployment.

Having a mood disorder also influences aca-
demic achievement. Analysis of the 2001–2002 
National Epidemiologic Survey on Alcohol 
and Related Conditions (NESARC) data led to 
several findings related to college achievement 
and completion. A subset included 2188 col-
lege students and 2904 not attending college in 
a group of 19–25-year-olds and compared rates 
of psychiatric conditions. There was no differ-
ence found in overall rates of psychiatric illness 
between those attending college and those not 
attending, and almost half reported a psychiat-
ric disorder in the past year. In addition, bipolar 
disorder was less common among individuals in 
college [13]. Also, using the NESARC data set, 
researchers looked at a subset of 15,800 adults 
aged 22  years and older who at least entered 
college and evaluated associations between spe-
cific psychiatric disorders and postsecondary 
educational achievement. Findings showed that 
five disorders were associated with failure to 
graduate college: bipolar I disorder, marijuana 
use disorder, amphetamine use disorder, cocaine 
use disorder, and antisocial personality disorder 
[42]. The National Comorbidity Survey in 1990–
1992 and the follow-up in 2001–2003 examined 
a total of 5001 people aged 15–54  years in a 
two-wave panel survey and noted that those 
with bipolar disorder at the initial wave were 
less likely to graduate from high school. In addi-

tion, students were less likely to graduate from 
college if they developed bipolar disorder after 
the initial survey [62].

Adolescent depression is associated with 
impairment in future social functioning, employ-
ment, academic achievement, and verbal intel-
lectual performance [31, 44, 45]. The National 
Population Health Survey (NPHS) followed a 
subset of 1027 adolescents (aged 16–17  years 
initially) with MDD every 2  years over a 
10  -year course and assessed adult outcomes. 
Negative outcomes identified included depres-
sion recurrence, higher severity of symptoms, 
migraine headaches, poor self-rated health, low 
levels of social support, and heavy drinking 
[67]. It also appears that functional outcomes 
are worse for very early-onset depression com-
pared to later- onset depression. A subgroup of 
4041 participants from the Sequenced Treatment 
Alternatives to Relieve Depression (STAR*D) 
study were grouped based on age at onset. Early 
age at onset was associated with never being 
married, more impaired social and occupational 
functioning, poorer quality of life, greater medi-
cal and psychiatric comorbidity, more lifetime 
depressive episodes and suicide attempts, and 
greater symptom severity and suicidal ideation 
in the index episode [45, 96]. Some data sug-
gest that this effect on psychosocial function-
ing in adulthood is primarily due to a frequent 
recurrent course as opposed to early onset [94]. 
Regardless, data highlight the need to consider 
age at the onset and recurrence of depressive epi-
sodes when assessing the risk for impaired psy-
chosocial functioning in adulthood.

As we think about Savannah, she is at signifi-
cant risk related to her educational achievement 
and future adult functioning. Even if she were 
to go to college, her diagnosis of bipolar I dis-
order puts her at higher risk of not graduating. 
Her risks do not indicate telling her not to pur-
sue her dream but, instead, signifies to the clini-
cian the need for proper planning, guidance, and 
treatment to ensure her successful transition into 
adulthood and the need for continued treatment 
as an adult.
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 Diagnosing Depression in TAY

 Epidemiology
The 12-month prevalence of depression is 
approximately 2% in childhood and increases 
to a cumulative prevalence of approximately 
20% by age 18  years [7, 8, 25, 32, 83]. Data 
from the National Survey on Drug Use and 
Health (NSDUH) for 2005–2014 showed an 
increase in prevalence rates. In adolescents 
(aged 12–17 years), the 12-month prevalence of 
major depressive episodes increased from 8.7% 
to 11.3%. For young adults (aged 18–25 years), 
prevalence increased from 8.8% to 9.6% [63]. 
Females appear to have higher rates of MDD 
compared to males [3, 63]. Increase in depres-
sion throughout this age group is thought to be 
associated with postpubertal changes that include 
an alteration in hormone levels, increased capac-
ity for self-awareness and social understanding, 
increased stress due to developmental transitions, 
increased cognitive maturity allowing for rumi-
nation, and changes in parent and peer dynamics 
[32, 83]. The rates above do not incorporate chil-
dren and adolescents with subthreshold symp-
toms who are also at risk for progression to full 
diagnosis and associated morbidity. It is thought 
that approximately 5–10% of children and ado-
lescents fit into this category [7, 8].

 Criteria
Major depressive disorder is characterized by the 
presence of five or more specific criteria (Box 5.1) 
for at least two consecutive weeks with at least 
one of the symptoms being (1) depressed mood 
or (2) loss of pleasure or interest. Symptoms 
should be a change from baseline with impair-
ment in functioning. Specific specifiers exist to 
distinguish various subtypes. Specifiers include 
the following: with anxious distress, mixed fea-
tures, melancholic features, atypical features, 
mood congruent psychotic features, mood incon-
gruent psychotic features, catatonia, peripartum 
onset, and seasonal pattern [27]. The specifiers 
with psychotic features and with mixed features 
are thought to confer increased risk for bipolar 
disorder [7].

 Considerations Specific to TAY
While much of the overall diagnostic criteria for 
MDD are similar between TAY and adults, there 
are important factors to consider and recognize 
when working with TAY. An observational study 
spanning two decades looked at youth initially 
aged 8–13 years with MDD. Assessments mea-
sured recovery and recurrence rates of a depres-
sive episode and looked at possible psychosocial 
and clinical predictors of outcomes. Recovery 
rates ranged from 96% to 100% across MDD 
episodes, while length of episodes ranged from 
6 to 7 months. Up to 72% of those who recov-
ered from a first episode of MDD had a further 
episode with a median interepisode interval of 
3–5 years [45]. There was no single variable that 
consistently predicted recurrence or recovery. 
Overall, the study showed that early-onset MDD 
has risks of depression into second and third 
decades of life, which cover the developmental 
time span of TAY.  In a separate study looking 
at cortisol levels and levels of social support as 
predictive and protective factors in youth aged 
13–18  years, it was noted that higher cortisol 
levels were associated with longer time to recov-
ery, while a higher level of social support was 
protective [72].

When comparing the abovementioned longi-
tudinal study in youth to the National Institute of 
Mental Health (NIMH) Collaborative Depression 
Study conducted in adults, clear similarities and 

Box 6.1 Diagnostic Symptoms for Major 
Depressive Disorder
 1. Depressed mood (can be irritable mood 

in children and adolescents)
 2. Anhedonia
 3. Decrease or increase in appetite
 4. Insomnia or hypersomnia
 5. Psychomotor agitation or retardation
 6. Decrease in energy
 7. Increase in guilt or feelings of 

worthlessness
 8. Poor concentration
 9. Suicidal ideation or behavior
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differences between adult-onset and child-onset 
depression course were observed (Fig. 5.1) [45, 
78, 79].

It is important to be aware of the risk of bipo-
lar switching as approximately 20–40% of youth 
initially diagnosed with MDD go on to be diag-
nosed with bipolar disorder [7, 9]. At the same 
time, not every youth with depression will later 
be diagnosed with bipolar disorder. Factors that 
should be assessed that point to a higher risk 
include psychotic symptoms, mania or hypoma-
nia precipitated by medication, and family history 
of depression or bipolar disorder [7, 9]. In the 
Collaborative Depression Study of adults, predic-
tors of conversion from MDD to bipolar disorder 
included family history, number of manic symp-
toms at baseline, psychosis, and age of onset [4].

Overall, change in polarity appears to be 
more frequent in early-onset depression when 
compared to adult onset, which we see high-
lighted in Savannah’s case. Her initial symptoms 
led to a diagnosis of MDD with later episodes of 
hypomania and mania, changing her diagnosis to 
bipolar I disorder.

 Diagnosing Bipolar Spectrum Illness 
in TAY

 Epidemiology
Savannah’s course of illness highlights the need 
to conceptualize bipolar disorder on a spec-

trum, especially when discussing TAY. Bipolar 
spectrum disorders include bipolar I disorder 
(BP I), bipolar II disorder (BP II), cyclothymic 
disorder (CyD), bipolar disorder not otherwise 
specified (BP NOS), and other specified bipo-
lar and related disorders (OS-BRD) and can all 
present in the child and adolescent population 
[37]. Rates of lifetime mania in teens vary from 
0.1% to 1.7%, and rates of bipolar spectrum dis-
orders are as high as 6.7% [19, 58, 82]. In one 
cross-sectional survey, comparison of those aged 
13–14  years with the TAY aged 17–18  years 
demonstrated a nearly twofold increase in rates 
of mania in the older group [58]. Specifically 
related to TAY, a population-based survey 
assessed the lifetime prevalence of bipolar dis-
order in subjects aged 15–24  years. Weighted 
lifetime prevalence was 2.1% in individuals 
aged 15–18 and 3.8% in those aged 19–24 years 
[47]. Metaanalysis of epidemiological studies 
show that pediatric bipolar disorder is overall 
more common than autism or schizophrenia and 
less common than depression and ADHD [37]. 
Similarly to pediatric depression, bipolar spec-
trum disorders appear to have higher rates post-
puberty compared to prepuberty. This may be 
confounded by a few factors: (1) there is lack of 
data looking at prepubertal patients; (2) in early-
onset bipolar disorder, retrospectively there may 
have been minimization of initial hypomanic 
symptoms; and (3) the child may have presented 
with depressive episodes initially that were not 

Youth: 96-100%
Adults: 88-92%

Recovery 

Youth: 72%
Adults: 60-79%Recurrence

Youth: median 24-37 weeks
Adults: median 19-21 weeksEpisode Duration 

Youth: median 3-4.5 years
Adults: median 1-2.9 years

Inter-episode
interval

Youth: 25%
Adults: 6%Bipolar Switch 

Fig. 5.1 Comparison of 
NIMH Depression 
Collaborative Study in 
adults and longitudinal 
observational study from 
childhood to young 
adulthood
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identified as part of their bipolar course until a 
later manic or hypomanic episode.

 Criteria
Diagnosing bipolar disorder in TAY can be diffi-
cult because of variation in clinical presentation 
and developmental factors that can confound a 
diagnosis. In general, BP I is defined by an indi-
vidual presenting with at least one manic epi-
sode. A manic episode is a period of elevated, 
expansive, or irritable mood and abnormally 
increased goal-directed activity or energy that 
is persistent and lasting at least 1 week. During 
this period, three or more symptoms (four if 
mood is irritable) from Box 5.2 are present. 
Some individuals may have had depressive 
or hypomanic episodes; however, this is not 
required for a diagnosis of BP I. BP II is defined 
by episode(s) of hypomania (similar criteria to 
mania symptoms in Box 5.2 but with shorter 
duration of at least 4 days and less impairment) 
in addition to current or past episodes of major 
depression. Cyclothymic disorder is defined by 
multiple periods of hypomanic and depressive 
symptoms lasting for at least 2 years in adults 
and 1 year in children and adolescents. These 
symptoms do not meet the criteria for a hypo-
manic episode or a depressive episode. BP NOS 
and OS-BRD are diagnosed when an individual 
experiences alternating manic, hypomanic, and 
depressive symptoms but the symptoms do not 
meet the criteria for BP I or BP II [27]. Overall, 
each diagnosis is based on specific changes in 
mood and behavior that are atypical and exceed 
normal expected development, persist for a 
specific duration, and have varying impact on 
functioning based on where one falls on the 
spectrum [37].

 Considerations Specific to TAY
Clinicians should be aware of special consider-
ations related to the diagnosis and illness course 
of bipolar spectrum disorders. There is a historical 
controversy surrounding whether chronic severe 
irritability in the pediatric population is part of 
the bipolar spectrum. As of 2017, there has been 
an increasing agreement that chronic irritabil-
ity is not sufficient enough to diagnose pediatric 
bipolar disorder [18, 37]. Severe irritability in 
youth can be seen with several psychiatric dis-
orders. For example, an anxious child may have 
repeated outbursts and aggression when exposed 
to anxiety-provoking stimuli. This behavior can 
be inadvertently reinforced by accommodating 
factors in the environment and can lead to the 
perception of chronic irritability. Longitudinal 
data demonstrate that nonepisodic irritability in 
youth is more likely to be associated with gener-
alized anxiety disorder and unipolar depression 
in adulthood and does not predict bipolar dis-
order [50, 81]. If the irritability has an episodic 
quality and is associated with other symptoms of 
bipolar disorder without an  identifiable trigger, 
then this may indicate that the chronic irritabil-
ity is part of the symptom profile of a TAY with 
bipolar spectrum illness [37].

Identification of comorbid illness is extremely 
important as it is associated with a worse course 
and clinical outcome in pediatric bipolar disorder. 
This can be difficult to do as symptoms of a bipo-
lar spectrum illness may overlap with other diag-
noses. One suggestion to help delineate comorbid 
illness is to assess what symptoms persist in 
the setting of euthymia [37]. For example, with 
Savannah, once her mood was stable, her gener-
alized anxiety persisted. Her anxiety contributed 
to her deciding to stay up all night studying, her 
urge to use alcohol and drugs, and her avoidance 
of situations that lead to isolation. This places 
her at risk for exacerbating her mood symptoms. 

Box 6.2 Symptoms of Mania and Hypomania
 1. Increased self-esteem or grandiosity
 2. Decreased need for sleep
 3. Increased rate in speech or pressured 

speech
 4. Flight of ideas or racing thoughts

 5. Distractibility
 6. Increased goal-directed activity
 7. Excessive risk-taking behaviors or 

impulsive behaviors
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In Savannah’s case, while bipolar I disorder is 
her primary diagnosis, identifying and treating 
her GAD and alcohol use disorder have been 
just as important. Savannah’s comorbid alcohol 
use disorder is consistent with data associating 
adolescent-onset bipolar disorder with high risk 
for substance use disorder [93]. Data from a sub-
set of 5673 participants aged 15–24 years from 
the Canadian Community Health Survey (CCHS) 
demonstrated high rates of comorbidity with 
anxiety disorders, substance use, and suicidality 
[47]. TAY with mood disorders can also present 
with psychosis and are at risk of being misdiag-
nosed with a primary psychotic disorder. This 
misdiagnosis can lead to inappropriate medica-
tion management, protracted illness course, and 
stigmatization throughout medical treatment.

When reviewing the clinical course of bipolar 
spectrum illness in youth, there are specific risks 
associated with this population. Multiple studies 
of these youth have shown [11, 37]:

• High recurrence rates of depression, hypoma-
nia, or mania.

• Patterns of comorbidity similar to those seen 
in adult bipolar disorder.

• Childhood onset is associated with a more 
severe course of illness compared to adult- 
onset bipolar disorder, including more polar-
ity switches, longer period of subthreshold 
symptoms, more depressive and mixed symp-
toms, and increased suicidal behaviors [6, 
69–71].

The major COBY study, in which 413 youth 
aged 7–17  years with bipolar I, bipolar II, and 
bipolar NOS were assessed longitudinally over 
an initial 4-year period, had the following perti-
nent findings [11]:

• The polarity of the index episode predicted the 
polarity of subsequent episodes.

• Twenty-five percent of youth with BP II con-
verted to BP I.

• Thirty-eight percent of BP NOS converted to 
BP I or BP II.

• Poorer outcomes were associated with early- 
onset, comorbid disorders; diagnosis of BP 

NOS; long duration of illness; low socioeco-
nomic status; and family history of mood 
disorders.

• Youth with BP I and BP NOS spent more fol-
low- up time with subsyndromal compared to 
syndromal symptoms.

• While experiencing syndromal symptoms, all 
groups spent more time in depression and with 
mixed/cycling symptoms compared to mania 
or hypomania.

• After 2.5 years, 81.5% of participants had full 
recovery after the onset of the initial episode:
 – BP I rates of recovery were greater than 

those of BP NOS.
 – BP I and BP II had a shorter time of recov-

ery compared to BP NOS.
 – One and a half  years following recovery, 

62.5% had syndromal recurrence.

While significant attention has focused on BP 
I and BP II, there is also an increased focus on 
pediatric subthreshold bipolar disorder (BP NOS, 
OS-BRD). The prevalence of subthreshold bipo-
lar disorder in adolescents ranges from 1.2% to 
13.3%. As seen in the COBY study, youth with 
subthreshold bipolar disorder are at risk for pro-
gression to bipolar I and bipolar II.  A 10-year 
prospective longitudinal and family study that 
assessed 2210 youth aged 14–24 years indicated 
that those with a history of MDD and subthreshold 
bipolar disorder at baseline converted more often 
to BP I when compared to their counterparts with 
a history of MDD only (7.2% vs. 1.7%, respec-
tively) [4, 95]. It is unclear exactly what factors 
contribute to the conversion from subthreshold 
bipolar disorder to BP I or II. However, one study 
looked at 140 children and adolescents meeting 
the COBY criteria for BP NOS and assessed 
them longitudinally with a mean duration of fol-
low- up being 5 years. Conversion to BP I or BP II 
occurred in 63 subjects (45%), with the strongest 
predictor being a first- or second-degree family 
history of mania or hypomania [4]. There is also 
evidence looking at psychiatric diagnoses of par-
ents and association with subthreshold bipolar 
symptoms that indicate that children of parents 
with bipolar disorder have 13 times higher odds 
of meeting the criteria for BP NOS. In addition, 
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parents with bipolar disorder were more likely to 
have offspring diagnosed with BP NOS (7.2%) 
compared to receiving a diagnosis of BP I (2.1%) 
or BP II (1.3%) [4, 11].

Not only is there raising awareness of pedi-
atric patients with subthreshold bipolar disorder, 
there are also data supporting increased morbid-
ity compared with youth without a bipolar spec-
trum illness. A recent meta-analysis looked at 
morbidity for this population as it relates to func-
tional impairment, severity of mood disorders, 
psychiatric comorbidities, suicidal ideation and 
behaviors, and mental health treatment between 
two paired groups: subthreshold pediatric bipolar 
disorder vs. controls and subthreshold pediatric 
bipolar disorder vs. pediatric BP I.  The meta-
analysis indicated the following [86]:

 1. Youth with BP I disorder were more impaired 
than those with a subthreshold diagnosis, 
were more likely to have suicidal ideation or 
attempts, and were more likely to utilize men-
tal health services.

 2. Youth with subthreshold bipolar disorder and 
BP I disorder did not demonstrate differences 
related to degree of depressive symptoms or 
rates of comorbid disruptive behavior, mood, 
anxiety, and substance use disorders.

 3. Compared to controls, subthreshold bipolar 
disorder patients did have greater functional 
impairment, greater severity of mood symp-
tomatology, higher rates of suicidality, and 
higher rates of psychiatric comorbidities, such 
as disruptive behavior and substance use.

These data support the idea of viewing bipo-
lar disorder as a spectrum of illness. TAY who 
present with subthreshold symptoms and may not 
initially meet the criteria for BP I or BP II are at 
significant risk for conversion and impairment as 
they transition into adulthood. Savannah initially 
presented with anxiety and depressive episodes 
with prominent irritability. She then experienced 
hypomanic episodes with mixed features, culmi-
nating in her first manic episode at age 17 years 
in which she converted from bipolar II to bipolar 
I disorder. Her course of illness falls in line with 
what we know about bipolar spectrum illness in 

pediatrics, especially TAY. Savannah has a fam-
ily history of bipolar disorder, has comorbid ill-
ness, and experienced early onset of symptoms. 
These factors put her at a higher risk of impaired 
adult functioning, ongoing depressive and mixed 
symptoms, and relapse of substance use as she 
navigates her transitional years. Savannah is 
also demonstrating good insight and is express-
ing motivation to take on managing her mood 
disorder. With proper planning and treatment, 
these risks can be mitigated.

 Transition Planning

 What Is a Successful Transition?

Savannah is questioning her ability to meet her 
previously established goals in the context of 
intermittent exacerbations of her mood disorder. 
It is important for her clinician to help her estab-
lish what a successful transition would look like 
for her and then start the collaborative planning 
process to guide her along the way.

There is no exact template for a successful tran-
sition into adulthood. The clinician and patient need 
to consider cultural aspects, personal interests, core 
values, and the social determinants of health and 
how they connect to goal setting. However, there 
are core concepts to a successful transition that can 
serve as guidance when  evaluating if someone is 
proceeding in the right direction.

The transition from adolescence into adult-
hood consists of meeting milestones related to 
formation of identity, obtaining self-sufficiency, 
separation-individuation, and establishing inti-
macy [30, 55]. To meet these milestones, a youth 
needs to be successful at several tasks. Tasks 
include taking care of their mental and physical 
health, avoiding risky behaviors with negative 
life-altering consequences, educational attain-
ment, employment, avoiding or ceasing illegal 
behaviors, developing and maintaining a social 
support network [23, 55], and accepting respon-
sibility for decision-making. In addition, this is a 
time of continued neuronal pruning which affects 
executive functioning, decision-making, and 
emotional maturity [21].
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These tasks as a TAY can be overwhelming 
and challenging to successfully obtain without 
guidance and support. Any chronic illness such 
as a mood disorder that has presented throughout 
childhood and adolescence can cause deviation 
in normal development. With each exacerbation 
of mood symptoms requiring stabilization, a 
developmental pause button is pushed. The pres-
ence of ongoing subthreshold symptoms can then 
lead to detour signs along the path of develop-
ment. By the time a teen with a chronic illness 
reaches the transitional age period, they are likely 
no longer on a normal developmental trajectory 
yet expected by society to traverse the transition 
into adulthood as if they were. Unfortunately, 
this leaves them at higher risk of a disrupted 
transition.

For example, a TAY with MDD who is isolat-
ing, no longer motivated, and has anhedonia will 
have a limited social network, a lack of identi-
fiable interests, and trouble with future-oriented 
thinking. This youth will have trouble with plan-
ning for adulthood and identity formation and 
may have a limited skill set when applying for 
college or employment. A TAY with bipolar dis-
order who is experiencing mood lability and is 
engaging in risk-taking behaviors will have dif-
ficulty with relationships, will have lack of con-
solidation of a sense of self, and may have made 
impulsive decisions that lead to long-term health 
and financial burden.

Overall, mood disorders in TAY can lead to 
increasing reliance on caregiver or social sup-
ports secondary to the effect on development. 
We see this in Savannah’s case. She does not 
have much in her academic portfolio to apply to 
college as she spent a large portion of her high 
school years stabilizing her mental health. She 
now needs more support than her peers in deter-
mining what the next appropriate step is for her 
after high school.

 Risk Factors for Impaired Transitions

Savannah’s case demonstrates several risk fac-
tors for an impaired transition into adulthood. 
Up until recently, her mother managed her men-

tal health needs, kept track of her symptoms, and 
administered her medications, leaving Savannah 
to play a minimal role in her own health care. 
Savannah also presents with several psychiat-
ric comorbidities with a history of intermittent 
sobriety. While she is motivated for treatment, 
she is ambivalent regarding her mother remain-
ing involved in her treatment planning during her 
transition. Lastly, she has several accommoda-
tions through her 504 plan that will not automati-
cally transfer to college or to a place of potential 
employment.

Risk factors for impaired transitions are as 
follows [74]:

• Limited previous opportunities to practice 
independent life skills

• School accommodations that cannot easily be 
translated to employment or college setting

• Lacking ability to self-advocate
• Psychiatric comorbidities
• Lack of understanding of diagnosis and 

treatment
• Poor organizational skills
• Lack of transitional support systems
• Ambivalence regarding ongoing treatment
• Reluctance to engage in lifestyle modifica-

tions to support maintaining mood 
stabilization

• Recent clinical destabilization

Identification of risk factors for impaired tran-
sition allows for planning and incorporation of 
targeted interventions to mitigate these risks.

 Predictors of Successful Transition

It is equally important to identify predictors of a 
successful transition in order to use these factors 
to propel a TAY forward.

Predictors of a successful transition include 
the following [74]:

• Insight into the need for scaffolding and sup-
port during transition

• Understanding of diagnosis and treatment 
planning
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• Extended period of mood stability
• Help seeking and self-advocates
• Engagement in healthy lifestyle choices 

(sleep, nutrition, exercise, etc.)
• History of ability to be away from home
• Previous positive work experience
• Engagement in and compliance with mental 

health treatment

Savannah demonstrates insight into her need 
for treatment and is now taking an active role 
in her care. She is scheduling and attending her 
appointments and is seeking support from her 
providers. During periods of stability, Savannah 
has a history of attending overnight camp suc-
cessfully and working at a beauty salon. These 
data points demonstrate that with proper support 
and management of her mood, Savannah has the 
ability to function with some level of indepen-
dence. While this does not mean that she is ready 
to transition to college thousands of miles away, 
it does allow for a better assessment of her capa-
bilities and possible next steps in her planning.

Planning is essential in helping Savannah and 
any TAY transition into adulthood. This process 
should include a strategy that addresses identifi-
cation of early warning signs of decompensation, 
interventions to maintain stabilization, supports 
available, and plans of what to do in a crisis, 
especially if the patient is impaired and has lim-
ited capacity to participate in treatment decisions. 
One intervention to facilitate management during 
a crisis is the creation of a psychiatric advanced 
directive (PAD). A PAD allows an individual to 
communicate their mental health treatment prefer-
ences and designate others to make decisions on 
their behalf in future situations in which they may 
be unable to participate in their treatment planning 
[80]. A university study recruited 40 students with 
serious mental health illness and assessed the use 
of PADs. Positive aspects included allowing stu-
dents to have control over their treatment and nega-
tives included breach of privacy and stigmatizing 
those with mental illness [76]. There is limited data 
regarding outcomes related to the use of such tool 
in transitional age youth; however, it is one that 

could be considered when helping TAY, especially 
in the context of chronic episodic mood disorders.

 Treatment Considerations

 Psychopharmacology

Medication management is one of many compo-
nents in the treatment of mood disorders. While 
many of the same medications are used in the 
adult and adolescent populations, there are dif-
ferences in FDA approval, risk related to side 
effects, and response rates. Here, we will give a 
general overview of the medication options for 
the treatment of mood disorders with details spe-
cific to TAY.

 Depression
A clinician should first assess the severity of 
MDD, which is driven by impairment of func-
tioning, suicidality, presence of psychosis, and 
severity of symptoms. In a patient identified 
with mild severity, it is likely that supportive 
interventions alone (psychoeducation, brief sup-
portive therapy, psychosocial support, etc.) may 
be sufficient. Randomized control trials (RCTs) 
have shown that up to an average of 50–60% 
of children and adolescents with MDD respond 
to placebo [7, 17] and 15–30% respond to brief 
nonspecific treatments [7, 73]. If a patient is iden-
tified as having moderate or severe MDD, treat-
ments that include specific psychotherapies and 
medication management should be considered.

Overall, medication management of MDD in 
youth has focused on the use of SSRIs, SNRIs, 
and TCAs. TCAs are not as commonly used due 
to side-effect profile, lethal risk in overdose, as 
well as lack of efficacy when compared to pla-
cebo when treating youth with MDD [5, 39]. 
Paroxetine is also not typically used because of 
lack of demonstrated efficacy. Current US Food 
and Drug Administration (FDA)-approved medi-
cations for the treatment of MDD in youth include 
escitalopram (aged 12–17 years) and fluox-
etine (aged 8–18 years). While many may start 
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with using these two SSRIs, a clinician should 
assess family history use of antidepressants and 
response, possible drug-drug interactions, aller-
gies, risk of noncompliance, cost, comorbid 
diagnosis, and symptom profile to evaluate if an 
alternative non-FDA-approved medication may 
be more suitable. For example, in a patient who 
is on several nonpsychotropic medications for 
chronic medical illness and has a family history 
of depression responsive to sertraline, a provider 
may consider sertraline. While not classified 
as FDA approved, in a multicenter randomized 
double-blind placebo controlled trial, sertraline 
demonstrated efficacy in the treatment of chil-
dren and adolescents with depression [88]. If a 
patient has a partial response to monotherapy or 
comorbid ADHD, medications such as bupropion 
have been used to augment antidepressants when 
treating MDD [26, 85].

While dosing and side-effect profiles of 
SSRIs and SNRIs are similar in TAY and adults, 
TAY are subject to the black box warning on 
antidepressants. In 2004, the US Food and 
Drug Administration completed a meta-analy-
sis that indicated a risk of increased spontane-
ously reported suicidal ideation and, to a lesser 
degree, suicide attempts in patients less than 
25 years of age taking antidepressants; however, 
no completed suicide attempts were found in the 
study [16, 77]. This led to the announcement of 
a black box warning on antidepressants. There 
is controversy surrounding this finding as there 
are several studies that do not show significant 
worsening of suicidality in this population [14]. 
In addition, following the announcement of this 
warning, there was a decrease in the prescrib-
ing of antidepressants and a shift from general-
ist to psychiatrist prescribing [68]. There was 
also noted an increase in suicide rates in the 
years that followed these changes in prescrib-
ing practices. In addition, most studies indicate a 
positive relationship between SSRIs and reduc-
tion in adolescent and adult suicide. The overall 
take-home point is while there is evidence of a 
small increase in suicidal ideation, due to the 
potential benefits of antidepressant treatment, 

the American Academy of Child and Adolescent 
Psychiatry (AACAP) practice parameters still 
support the use of antidepressants in patients 
under 25  years of age with careful monitor-
ing. Practice parameters note the recommenda-
tion that youth be seen every week for the first 
4  weeks and biweekly thereafter. Assessments 
can be done face to face when possible but can 
also be briefly carried out by phone [10]. When 
assessing increasing suicidality in the context 
of medications, it is important to assess for the 
presence of an undertreated mood disorder, side 
effects that could worsen mood, whether the 
patient is currently disclosing suicidality that 
was present prior to the initiation of medications, 
and if suicidality can be connected with changes 
in psychosocial factors.

 Bipolar Disorder
Medication management is a core component of 
treatment for bipolar spectrum illness. Prior to 
initiating medications, a clinician should assess 
the phase of illness, additional specifiers, comor-
bidities, family history, side-effect profile, and 
evidence of effectiveness in the literature for the 
TAY population [19].

Several antipsychotics and mood stabilizers 
have FDA approval in adults for bipolar spectrum 
illness, while only a handful have FDA approval 
in adolescents. For mania or mixed mania in 
children and adolescents, the second-generation 
antipsychotics that are FDA approved for ages 
10–17  years include risperidone, aripiprazole, 
quetiapine, and asenapine. Olanzapine is FDA 
approved for ages 13–17  years. Atypical anti-
psychotics have shown larger effect size than 
anticonvulsant mood stabilizers when treating 
mania/mixed mania [19, 24]. In the Treatment of 
Early Age Mania (TEAM) trial, 279 medication-
naïve patients aged 6–15  years with manic or 
mixed phase bipolar disorder were treated with 
risperidone, lithium, and divalproex sodium with 
response rates, respectively, of 68%, 35%, and 
24%. Overall, it was noted that risperidone was 
more effective than lithium or divalproex sodium, 
especially for youth with ADHD [37, 87].
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Lithium has FDA indication for acute and 
maintenance treatment of mania in patients 
aged 7 years and older. A randomized controlled 
8-week trial in youth aged 7–17 years with BP 
I manic/mixed episode compared lithium to pla-
cebo. The change in Young Mania Rating Score 
(YMRS) was significantly larger in lithium- 
treated participants (5.51 (95% confidence inter-
val: 0.51–10.50)) (P  =  0.03), thus highlighting 
lithium being superior to placebo in reducing 
manic symptoms in pediatric patients [34, 37]. A 
recent review of the data from the COBY study 
sought to compare outcomes in participants 
initially aged 7–17 years at intake with a mean 
follow-up of 10  years who were taking lithium 
versus non-lithium mood stabilizers. When com-
pared to non-lithium mood stabilizers, lithium 
was associated with less suicide attempts, fewer 
subthreshold depression symptoms, better psy-
chosocial functioning, and less parent-reported 
aggression [38]. Lithium has previously been 
associated with decrease in suicidality in adults. 
A randomized, double-blind, placebo-controlled 
discontinuation trial examined youth aged 
7–17  years with mixed or manic episode who 
had received 24 weeks of lithium treatment in the 
Collaborative Lithium Trials (COLT 1 and CoLT 
2) with responders being randomized to continue 
lithium or be cross-titrated to placebo for up to 
28  weeks. Those who continued lithium had a 
lower hazard ratio of recurrence compared to 
those who were cross-titrated to placebo. These 
data support using lithium as a maintenance 
treatment and the associated safety and tolerabil-
ity [36].

While divalproex is FDA approved in adults, 
it has been noted to have less efficacy in trials 
looking at bipolar youth as noted in the TEAM 
trial. Given that our population of TAY spans 
both adolescence and adulthood, it is important 
to keep this factor in mind. However, dival-
proex remains used in adolescents, and there 
are positive trials that support its use [84]. An 
NIMH RCT compared lithium, divalproex, and 
placebo in youth aged 7–17 years with bipo-
lar mania. Those treated with divalproex had a 
larger reduction in YMRS (∆M  =  8.3) scores 

compared to placebo (∆M = 5.3) (P = 0.04) [37, 
46]. Another study compared lithium to dival-
proex as maintenance treatment in youth aged 
5–18 years and noted similar effectiveness [33]. 
Negative studies include a 4-week RCT in which 
divalproex ER was not better than placebo in 
the treatment of mania [37, 90]. Topiramate 
and oxcarbazepine have not been found to be 
significantly better than placebo [19, 37, 89]. 
In a placebo-controlled randomized withdrawal 
trial, adjunctive lamotrigine was compared to 
placebo in a group of 10–17-year-olds with 
bipolar I disorder receiving conventional bipo-
lar disorder treatment. Lamotrigine did dem-
onstrate additional benefit with delayed time 
to occurrence of mood episodes; however, this 
was only statistically significant in adolescents 
aged 13–17 years [35].

In adult bipolar depression, FDA- approved 
medications include olanzapine and fluoxetine 
combined, quetiapine, and lurasidone. The com-
bination of olanzapine and fluoxetine now has an 
FDA indication for bipolar depression in youth 
aged 10–17  years [37]. As of 2018, lurasidone 
has been FDA approved for ages 10–17 years. 
There is often a significant concern regarding 
the use of antidepressants in bipolar depression 
for fear of inducing a switch into mania. Overall, 
the frequency of antidepressant-induced mania 
has been studied in several naturalistic and con-
trolled studies, with rates ranging from 7% to 
10% [56]. In addition, being on a mood stabilizer 
does not reliably protect from flipping into mania 
when an antidepressant is introduced. Guidelines 
recommend avoiding monotherapy with antide-
pressants in this population. If considering an 
antidepressant in a youth initially presenting with 
MDD, it is important to assess family history of a 
bipolar spectrum illness and any signs of bipolar-
ity in the clinical presentation prior to starting an 
antidepressant. For TAY who may present with 
subthreshold symptoms of a bipolar spectrum 
illness, treatment guidelines for BP NOS do not 
currently exist [4].

Overall, when working with TAY, general 
themes of medication management include the 
following:
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• Second-generation antipsychotics are very 
effective.

• Youth are more sensitive to metabolic side 
effects.

• Anticonvulsant mood stabilizers are less effi-
cacious in youth compared to adults.

• Lithium has efficacy in mania/mixed episodes 
and maintenance treatment in youth.

• Treatment of comorbid ADHD with stimu-
lants is safe and efficacious but should be done 
in the context of a mood stabilizer [37].

• There are limited data providing guidelines on 
the pharmacological management of BP NOS.

 Psychotherapy

There are several empirically supported psycho-
social interventions for bipolar spectrum disor-
ders. These include child-and-family-focused 
cognitive behavioral therapy, multi/individual 
family psychoeducation, family-focused treat-
ment for adolescents, dialectical behavioral 
therapy for adolescents, interpersonal and social 
rhythm therapy for adolescents, and cognitive 
behavioral therapy for bipolar disorders [19, 91]. 
Psychosocial interventions that include family 
psychoeducation plus skill building have been 
shown to be a well-established treatment in youth 
with a bipolar spectrum disorder [37]. Family 
dynamics can contribute to a risk of relapse, 
especially if the environment is characterized 
by high levels of expressed emotion. The family 
can also be a supportive element. Keeping this in 
mind, it makes sense that an intervention, such 
as family-focused therapy (FFT), has shown to 
be an evidence-based approach to treating bipolar 
youth. Family-focused therapy has components 
that include psychoeducation, communication 
training, and problem-solving [59]. In one study, 
youth who received family-focused therapy had 
more rapid recovery from their initial mood 
symptoms, more weeks in remission, and lower 
YMRS scores over 1  year when compared to 
youth in the control group [37, 60, 61].

Several forms of psychotherapy for depressed 
youth can be utilized such as supportive psycho-

therapy, psychodynamic psychotherapy, and fam-
ily therapy; however, only cognitive behavioral 
therapy (CBT) and interpersonal psychotherapy 
(IPT) have been recognized as evidence-based 
modalities for depressed adolescents [7]. In the 
Treatment for Adolescents with Depression Study 
(TADS), 327 participants of ages 12–17  years 
were assigned to fluoxetine alone, CBT alone, 
and combination treatment and assessed at weeks 
12, 18, and 36. Fluoxetine alone or in combi-
nation with CBT accelerated improvement in 
depression with combination treatment being 
superior to monotherapy [53]. The Treatment 
of SSRI- Resistant Depression in Adolescents 
(TORDIA) RCT sampled 334 patients aged 12 to 
18 years with refractory MDD and randomized 
participants to (1) switch to a second SSRI, (2) 
switch to a different SSRI plus CBT, (3) switch 
to venlafaxine, or (4) switch to venlafaxine plus 
CBT. The addition of CBT with a switch of medi-
cation led to higher response rates compared to 
a medication switch alone [14]. These studies 
highlight the benefit of the  incorporation of CBT 
into the treatment of TAY with MDD.  IPT for 
adolescents (IPT-A) focuses on dysfunctional 
interpersonal communication processes [66] 
and has shown efficacy in several randomized 
controlled clinical trials. In a 12-week RCT of 
depressed adolescents aged 12–18 years, patients 
who received IPT-A had a decrease in depressive 
symptoms and overall improvement in social 
functioning [65].

 System-Based Interventions

Treatment of mood disorders in TAY should 
transcend medication management and psycho-
therapy and should incorporate a system-based 
approach. We will review primary systems that 
intersect the lives of TAY and suggested interven-
tions to assist youth with mood disorders.

 Family
Whether it is in the absence of or presence of a 
family, a youth develops in the context of these 
relationships. As a TAY enters adulthood, it is 
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important to evaluate the family system and how 
it affects a youth’s clinical course and possible 
trajectory. Before the family system can be used 
as an intervention, the structure should be bet-
ter understood. A clinician should assess who the 
youth identifies as family, cultural beliefs, gen-
erational differences, caregiver styles, and family 
trauma history [52]. From a cultural standpoint, a 
provider needs to know if there are cultural barriers 
to treatment, acculturation issues, and any cultural 
biases that may influence the transitional period 
[52]. From a generational standpoint, there are dif-
ferences related to social norms that may cause a 
rift between families and TAY. The caregiver style 
influences how a TAY may or may not be prepared 
to individuate and how the family can be used as an 
intervention. A TAY who had overly intrusive par-
ents and limited opportunities to self-advocate will 
have a different transition into adulthood compared 
to a TAY who has more permissive parents with too 
much autonomy without guidance. In both cases, 
these TAY will struggle with the transition, but the 
interventions that can be done using the family will 
differ greatly. In the first case, a clinician may need 
to work with limiting enmeshment with the TAY 
and help them gain increased independence. In the 
latter case, the clinician may have difficulty con-
vincing the patient to allow their family to be avail-
able in times of crisis. Family history of trauma can 
also influence parental behavior. For example, there 
are noted associations of parents who are victims 
of childhood sexual abuse with having a higher 
rate of boundary distortions, permissive parenting, 
and use of physical punishment [28, 52]. This can 
affect the family construct, the TAY’s health, and 
how the TAY may wish to engage their family in 
their treatment during the transitional years.

Once the clinician has a good grasp of the 
dynamics of the family system, they can consider 
appropriate interventions. Suggested family- 
based interventions include the following:

• Determining the level of financial support that 
can be provided or decreased

• Providing housing options with developmen-
tally appropriate expectations (i.e., living at 

home while starting a job and also paying a 
portion of rent, or commuting to college while 
also contributing to chores and daily upkeep 
of the home)

• Being an emergency contact
• Establishing role and limitations of 

confidentiality
• Involving family in psychiatric advance direc-

tives or alternative forms of safety planning 
and crisis management

• Engaging in family therapy if there are con-
cerns that family dynamics are contributing to 
the clinical presentation

• Engaging in psychoeducation and reviewing 
expectations regarding recovery and relapse [92]

• Engaging in therapeutic programs or treat-
ment focused on parenting and support for the 
caregiver [92]

 Colleges
Specific factors should be considered when plan-
ning for TAY with mood disorders who are college 
bound. College is a time of increased indepen-
dence, decreased forced structure by caregiv-
ers, and increased exploration of interests. While 
college can be an exciting time, it can also be 
quite stressful and challenging for a significant 
group of students. A national college health sur-
vey looked at the impact of depression on under-
graduate students. Approximately 40% of students 
reported feeling so depressed that it was difficult 
to function, approximately 17% reported depres-
sion impacting academic performance, 12% seri-
ously considered suicide, and 2% made a suicide 
attempt [20]. Mood disorders can negatively affect 
success in college as discussed earlier in this chap-
ter. Below are interventions to consider for TAY 
with mood disorders who are college bound:

• If a TAY had a previous 504 or Individualized 
Education Plan (IEP) related to their mood 
disorder, consider enrollment in the on- 
campus disability office [20].

• Educate TAY on the need for student-initiated 
request for accommodations [20].

• Identify campus-based resources:
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 – Investigate the limitations of resources 
such as number of psychotherapy sessions 
offered, extent of specialized services, etc.

• Establish outpatient providers near or on 
campus.

• Identify social supports nearby (family 
friends, extended family).

• Consider disclosure to specific administration 
or residential/graduate assistants to allow for 
increased support on campus [74].

• Review lifestyle choices to maintain mood 
stability:
 – Per the National Sleep Foundation, mini-

mum sufficient sleep for TAY is 6–11 hours 
[20, 40].

 – Encourage 150–300  minutes per week of 
physical activity.

 – Recommend the use of sleep-monitoring 
apps and logs.

 – Advise avoidance of substance use.

 Providers
TAY are at risk of falling out of care, especially 
in the setting of the transition from a CAP to an 
adult psychiatrist. This transition should be han-
dled with care, and emphasis should be placed on 
a warm handoff to the new provider. The previ-
ously established clinician of the TAY will likely 
have a sense of the developmental progression of 
the patient as well as the course of their illness. 
Facilitating a conversation with the new provider 
allows for the transmission of valuable infor-
mation to assist the adult psychiatrist in ongo-
ing management. This is also discussed in more 
detail in a separate chapter. Specific to TAY with 
mood disorders, information on the following 
would be important to highlight in the transition 
to the next provider:

• Characteristics of manic episodes (types of 
risky behaviors usually exhibiting, early warn-
ing signs, number of hours of sleep that put 
patient at risk)

• Typical duration of symptoms when 
symptomatic

• Nonpharmacological effective interventions 
(i.e., mindfulness, yoga, CBT, IPT, etc.)

• Comorbid illness and manifestation of these 
symptoms in symptomatic state vs. euthymic 
state

• History of suicidal ideation, attempts, or non-
suicidal self-injurious behaviors

• History of mood-congruent psychosis
• Dominant mood state
• Effective vs. ineffective maximum dosing and 

serum levels in failed trials
• History of side effects (metabolic, thyroid, 

renal, sexual) based on typical classes of med-
ications used, such as mood stabilizers, anti-
depressants, and antipsychotics

 Employment
For TAY with mood disorders who chose to 
seek employment, it is important to help facili-
tate the selection of an appropriate job that will 
allow for stability of their mood. For example, if 
Savannah chooses to stay home and work, her 
clinician should advise her on avoiding a job that 
reduces her sleep significantly or a job where she 
has increased access to alcohol. These two fac-
tors could increase her risk of a manic episode 
and relapse related to her alcohol use disorder. 
TAY with mood disorders should pay particular 
attention to work hours, flexibility for modified 
schedules to accommodate treatment, stress level 
of position, level of emphasis on work-life bal-
ance, number of sick and personal days, ben-
efits related to mental health care, and access to 
accommodations. Workplace accommodations 
focus on creating environments that allow for 
maintaining concentration, increased organiza-
tional support, assistance with managing stress, 
and flexibility in scheduling. In order to obtain 
accommodations, TAY would need to have a dis-
cussion with their employer’s human resource 
or an equal employment officer. Clinicians 
should work with TAY and coach them on how 
to request workplace accommodations through 
the American with Disabilities Act [20], which is 
discussed in a separate section of this book. In 
addition, Individualized Education Plans (IEPs) 
should include transitional plans, and often ser-
vices such as vocational resources are available. 
If these services are not in the IEP, the clinician 
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should advise the caregiver to request a meeting 
to have the IEP revised. Providers should also 
encourage the use of vocational support pro-
grams that focus on résumé building, interview 
skills, job searching, job coaches, organizational 
skills, and time management [41].

 Special Populations

 Foster Care

TAY in foster care tend to have higher rates of 
polypharmacy, risk of inappropriate prescrib-
ing practices, use of antipsychotics, and limited 
access to evidence-based psychotherapies [49]. 
This population of TAY also tends to accumu-
late diagnoses such as posttraumatic stress dis-
order (PTSD), ODD, conduct, disruptive mood 
dysregulation disorder (DMDD), and primary 
psychotic disorders that can confound or inad-
vertently guide a provider away from a diagno-
sis of a mood disorder. Youth in foster care are 
a highly vulnerable population when it comes 
to diagnosis and treatment. Clinicians should be 
mindful of prescribing practices given this noted 
discrepancy.

TAY in foster care tend to have increased 
adverse childhood experiences (ACEs), which 
increase the risk for depression in early adult-
hood. A recent review highlighted the effects of 
child abuse and neglect on mood disorders and 
identified associations with increased risk for 
first mood episode, episode recurrence, greater 
comorbidities, and increased risks for suicide 
attempts and ideation [51]. In a 7-year longitudi-
nal study of 243 adolescents of ages 12–18 years, 
findings showed that childhood maltreatment 
was associated with an increased risk for more 
severe trajectories of depressive symptoms [29, 
51]. A meta-analysis assessed the effect of child-
hood maltreatment before the age of 18 years in 
individuals with bipolar disorder. Those who had 
experienced a form of maltreatment had greater 
severity of mania, depression, and psychosis; 
higher risk of comorbidity with PTSD, anxiety, 
and substance use disorders; higher risk of sui-
cide attempts; higher risk of rapid cycling; and a 

greater number of manic and depressive episodes 
[1]. ACEs also affect attachment and may lead to 
obstacles with a TAY engaging in a relationship 
with a mental health provider. TAY in foster care 
who have had multiple placements are likely to 
have had multiple mental health providers. This 
disruption in care can lead to limited continuity 
and lack of understanding of their developmen-
tal and clinical course. These youth also rely on 
case management and social work services to 
support their mental health needs. When they age 
out of foster care, these TAY are at risk of strug-
gling with managing their mental health without 
the previous supports in place. Establishment 
of mentoring relationships has shown improved 
outcomes in health, educational attainment, sui-
cidality, arrests, sexually transmitted disease, 
and feelings of stress in these youth [22, 48]. 
Additional supports for foster care TAY include 
federal programs such as the Education and 
Training Vouchers Program. This program pro-
vides financial assistance to foster care youth and 
alumni enrolled in educational, vocational, or 
technical programs [48]. With this in mind, a cli-
nician working with a youth in foster care should 
know the youth’s ACEs profile, collaborate with 
the case manager/social worker, encourage the 
establishment of mentors, be aware of available 
resources, and be mindful of diagnostic and treat-
ment pitfalls.

 Ethnic and Racial Minorities

Minority adolescents may experience racism and 
prejudice, and this can increase risk for MDD 
[20]. Keeping in mind the developmental stage 
of TAY, one can imagine the effect that discrimi-
nation, marginalization, and subtle biases can 
have on identity formation. Unfortunately, racial 
biases do enter the medical field when caring for 
minority youth. For example, when TAY pres-
ent with psychotic symptoms, which can be seen 
with both MDD and bipolar disorder, minority 
youth are more likely to be misdiagnosed as hav-
ing schizophrenia [2]. This then limits access to 
appropriate treatment. On review of data from 
the National Comorbidity Survey  – Adolescent 
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Supplement, the majority of adolescents with 
MDD did not receive disorder-specific treat-
ment, with the greatest discrepancy being seen in 
minority youth [3]. Providers need to be aware 
of implicit biases and the effect they can have on 
patient interactions and treatment management.

 LGBTQ

Similar to ethnic and racial minority youth, 
LGBTQ transitional age youth are in the stage 
of identity formation and have to navigate dis-
crimination and biases. These youth experience 
higher rates of bullying and victimization, which 
directly relates to increased rates of depression 
and suicide [20, 75]. A meta-analysis examined 
disparities between sexual minority youth and 
rates of depression and suicidality. Sexual minor-
ity youth had higher rates of suicidality and 
depression symptoms [54]. When working with 
an LGBTQ youth, it is important to assess expe-
riences with bullying, extent of social supports, 
and access to LGBTQ alliance organizations.

 Case Closing

After a careful assessment and reflection, 
Savannah and her clinician decided that it was 
best to attend her local community college while 
commuting from home. She continued working on 
weekends at the hair salon. She remained engaged 
in regular medication management appointments 
and weekly psychotherapy. Savannah ultimately 
allowed her mother to be her emergency con-
tact and be involved in crisis management plan-
ning. Fortunately, this plan did not have to go 
into effect, as Savannah was able to maintain her 
stability. After she assessed factors that contrib-
uted to her stability, Savannah decided to attend 
a 4-year college a few hours way but made sure 
to be close to extended family. While she lived on 
campus, she frequently visited her cousins and 
created a support network while away at college. 
She did disclose her mental health diagnosis to 
campus officials and was able to have psychiat-
ric services on site as well as academic accom-

modations. When Savannah came home for long 
breaks, she checked in with her previous providers 
who had been in close communication with her on 
campus team. She had some moments of increased 
anxiety around finals, which led to a few nights of 
minimal sleep. She had been keeping a sleep log 
and noticed her patterns early. This allowed her 
to adjust her sleep routine and work with her psy-
chiatrist to adjust her medications. Savannah also 
routinely went to Alcohol Anonymous meetings 
and built a community of support to maintain her 
sobriety. Savannah is managing her treatment, is 
aware of her risks due to her mental health, and 
has put supportive interventions in place as she 
traverses her bridge into adulthood.
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6

Key Points
• Compared with other age groups, transi-

tional age youth (TAY) have the highest 
rates of substance misuse and substance 
use disorders (SUDs) across all sub-
stances, the highest rates of access to 
substances, the lowest perceived risk of 

substance use, and the lowest rates of 
engagement in specialty SUD treatment.

• Substance use among TAY leads to sig-
nificant morbidity and mortality, as well 
as impacts on cognitive functioning, 
family and social relationships, educa-
tional attainment, and life satisfaction. 
Many of these impacts can persist well 
into adulthood.

• TAY are particularly vulnerable to prob-
lematic substance use due to the unique 
confluence of psychological and neuro-
cognitive developmental factors, bur-
geoning independence and legal 
autonomy, and changing social contexts 
during this time of life.

• Given the extent of substance use among 
TAY, screening for problematic use 
should be a routine part of practice in a 
broad range of clinical settings, and pro-
viders should be familiar with screening 
tools and local resources for referral to 
further specialty treatment as indicated.

• Providers should seek to place sub-
stance use in a broader social, medical, 
psychiatric, systems-based, and cultural 
context in order to leverage multimodal 
and targeted treatment interventions.

• There are a number of evidence-based 
psychosocial and psychopharmacologi-
cal treatments for TAY SUD.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_6&domain=pdf
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 Background

Perhaps more than any other time of life, early 
adulthood is a time of great personal growth, 
exploration of new experiences, and identity 
formation. As we will see throughout this chap-
ter, the groundwork for these changes is laid by 
an interconnected set of social, biological, and 
psychological changes that confer increased 
autonomy and pliability at this crucial time of 
life. This chapter will also explore the ways in 
which these same forces can create a “perfect 
storm” for vulnerability to problematic substance 
use among TAY, which can have significant and 
lasting impacts on long-term health, well-being, 
and functioning. Further, this time of life spans 
a  transitional period in the development of per-
sonal and family relationships, as well as formal 

legal status, which can complicate the efforts of 
families and treatment providers seeking to assist 
TAY struggling with problematic substance use.

Recent years have seen a significant increase 
in public awareness of the effects of substance 
use on individuals and communities. It is now 
commonplace to hear of the epidemic propor-
tions of the problem, particularly in reference to 
opioid-related overdose and deaths. In response 
to this increased awareness, government agen-
cies, healthcare systems, and philanthropists have 
begun to channel increased resources toward 
identifying and treating individuals with prob-
lematic substance use and reducing public stigma 
for those seeking treatment. Less commonly 
reported, however, is the disproportionate impact 
of substance use among TAY and the relatively 
worse engagement, retention, and treatment out-
comes of TAY in traditional adolescent- or adult- 
oriented treatment programs. In other words, 
despite a global increase in focus on the effects 
of substance use in society, TAY struggling with 
substance use remain an under-recognized and 
highly vulnerable group. Given that the major-
ity of individuals with problematic substance use 
begin use during the TAY years [73], this is a crit-
ically important time of life in which to identify 
and intervene upon substance use.

Substance use can be conceptualized as exist-
ing along a continuum, from isolated episodes 
of trying substances at one end to diagnosable 
substance use disorder (SUD, as defined by the 
Diagnostic and Statistical Manual of Mental 
Disorders, 5th Ed [DSM-5]) at the other. For the 
purposes of this chapter, we will use the term “sub-
stance misuse” to signify patterns of substance 
use behavior which raise concern or create some 
level of functional or relational impairment (such 
as underage or binge drinking, non- prescribed or 
inappropriate use of prescription medications, or 
use of illicit substances), but do not meet formal 
criteria for SUD based on time course or severity. 
We will use the term “problematic substance use” 
to signify a broader category encompassing both 
substance misuse and SUD.

• Whenever possible, families and other 
supports should be involved in the treat-
ment with the consent of the TAY 
patient. Even in cases where no consent 
is given, or the TAY patient will not 
engage, families and supports can be 
engaged in evidence-based parent guid-
ance independent of the TAY’s individ-
ual treatment.

• Treatment of SUD among TAY should 
be team-based and multidisciplinary, 
both to provide appropriate wraparound 
services and to diffuse stress and risk of 
burnout among members of the treat-
ment team.

• It is developmentally normative for TAY 
to have diminished or variable motivation 
to change; treatment conducted in a 
patient-centered and harm reduction- 
oriented framework is more likely to be 
effective than rigid insistence on absti-
nence or a punitive, paternalistic 
approach.
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 Epidemiology

There is no comprehensive national survey that 
captures data on substance use among TAY 
between the ages of 16 and 26 years. Monitoring 
the Future, an annual national survey funded by 
the National Institute on Drug Abuse (NIDA), 
collects data on 8th, 10th, and 12th graders and, 
separately, college-age youth. The National 
Survey on Drug Use and Health (NSDUH) 
separates youth ages 18–25  years (“young 
adults”) for comparison against adolescent (ages 
12–17  years) and adult populations (ages 26+ 
years), providing a useful approximate compari-
son of TAY against other age groups. Given the 
utility of comparing age groups across a single 
survey, we have summarized the results of the 
2018 NSDUH survey in the tables below.

As seen in Fig.  6.1, as compared with both 
adolescent and adult populations, young adults 
have the highest overall past-year rates of SUD, 
and the highest past-year rates of disordered use 
of every substance queried. Perhaps most notable 

are the rates of any SUD, which are four times 
higher among young adults than among adoles-
cents and over two times higher among young 
adults than among adults. Similarly striking are 
the numbers for alcohol use disorder, which are 
over six times higher among young adults than 
among adolescents and nearly twice as high 
among young adults than among adults. Taken 
together, these data make clear the disproportion-
ate burden of SUD borne by TAY.

Substance misuse  – again, defined as prob-
lematic use which may not rise to the level of 
full SUD  – has a similarly disproportionate 
effect on young adults. As seen in Fig. 6.2, past-
year rates of binge alcohol use (defined as five 
or more standard drinks in a single occasion for 
men and four or more for women), non-medical 
use of prescription stimulants, and opioid misuse 
are highest among young adults, as compared to 
adolescents and adults.

Perhaps not surprisingly based upon these 
prevalence data, young adults have the high-
est rates of identified need for SUD treatment – 
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according to NSDUH, over double those of 
adults and nearly five times those of adolescents 
(15.3% compared with 7.0% and 3.8%, respec-
tively). What may come as a surprise, however, is 
that despite this high level of need, young adults 
have the lowest rates of having treatment needs 
met with specialty substance use treatment in the 
past year – 6.3% versus 8.8% for adolescents and 
12.9% for adults. In addition, as seen in Figs. 6.3 
and 6.4, young adults have the lowest perception 
of risk associated with smoking marijuana or 
drinking alcohol and the highest rates of passive 
access to marijuana and other substances.

In addition to these findings, the annual 
Monitoring the Future survey (National Institute 
on Drug Abuse) has documented a striking 
increase in lifetime nicotine vaping in recent 
years among 12th graders, from 33.8% of 12th 
graders in 2016 to 45.6% in 2019. This is occur-
ring at the same time as rates of lifetime cigarette 
smoking among 12th graders have declined from 
28.3% in 2016 to 22.3% in 2019. Although there 
is less longitudinal data available for THC vap-
ing, the survey also found that 3.5% of 12th grad-
ers reported daily THC vaping and 14% reported 
past month use [66].
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 Impacts of Substance Use 
Among TAY

Were substance use harmless, these data regard-
ing the high prevalence of substance use among 
TAY might not be so alarming. However, a grow-
ing body of evidence has begun to create a clear 
picture of the short- and long-term impacts of 
substance use during these transitional years. 
Substance use impacts various domains of life in 
complex, intersecting, and often mutually com-
pounding ways. To date, much of the research in 
TAY has focused on alcohol and marijuana use, 
which is reflected in the information presented 
here.

 Cognitive Impacts

The evidence base for cognitive impacts of sub-
stance use among TAY is strongest for alcohol 
and marijuana. The emerging literature in this 
area paints a picture of both short-term and long- 
term cognitive impacts of alcohol and marijuana 
use, reflecting vulnerability due to ongoing neu-
rocognitive development during these transi-
tional years (as will be discussed subsequently in 
this chapter) in the setting of high access to sub-
stances, which can persist into adulthood. This is 

particularly troubling given that these transitional 
years are a time in which future trajectories are 
to a large degree set, as TAY are called upon to 
“launch” into novel academic, occupational, and 
social settings, calling upon higher-level cogni-
tive functioning to lay the foundation for future 
success and fulfillment.

Alcohol use in late adolescence has been 
linked to lower visuospatial functioning and 
poorer verbal learning and memory [43, 67]. 
Cannabis use has been shown to have immediate 
negative impacts on delayed-memory recall and 
perceptual reasoning and to have delayed-onset, 
neurotoxic effects on inhibitory control and work-
ing memory among younger teens [62]. In addi-
tion, early-onset cannabis use has been linked 
to decreased verbal IQ and decreased executive 
functioning [12]. Further, a neuroimaging study 
has shown differences in gray matter volume in 
the temporal lobes, posterior cingulate, lingual 
gyri, and cerebellum which were linked with 
concurrent decreases in perceptual reasoning and 
future generalized anxiety symptoms among ado-
lescents with even extremely low-level cannabis 
use (one or two lifetime instances of cannabis 
use) [72]. Findings from Gruber and Sagar [42] 
and Lisdahl et al. [52] suggest that the potential 
for neurobiological changes and severe cognitive 
deficits are particularly noxious with onset of use 
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before age 16 years. Put together, these data form 
a picture of significant negative impacts of alco-
hol and marijuana use on memory, reasoning, and 
executive functioning among TAY, which impact 
their functioning not only at the time of use, but 
in some cases for years thereafter.

 Social and Developmental Impacts

In addition to these neurocognitive impacts, 
substance use among TAY impacts individual 
development, family relationships, and societal 
productivity in significant ways, causing elevated 
levels of disability, family discord, worse out-
comes in school and at work, and diminished life 
satisfaction for TAY.  Evidence has shown that 
substance use is a leading cause of global disabil-
ity in this age group [37]. As of 2006 underage 
drinking was estimated to result in $27 billion in 
annual costs in the United States, mostly associ-
ated with loss of productivity due to early mor-
tality [9]. With regard to families, alcohol and 
marijuana use in adolescence have been linked 
to poorer relationships between young adults 
and their parents [89], a research finding which 
is certainly borne out in clinical practice. On an 
individual level, early-onset and more frequent 
cannabis use in adolescence has been associated 
with decreased high school graduation (con-
trolled for early adolescent academic achieve-
ment) [12]. In addition, data from New Zealand 
illustrate links between cannabis use between 
ages 14 and 25 years and lower levels of degree 
attainment at age 25 years, lower income at age 
25  years, higher levels of welfare dependence, 
higher unemployment, lower levels of relation-
ship satisfaction, and lower levels of life satisfac-
tion, even when controlling for a wide range of 
possible confounding factors [32].

 Physical Impacts

Perhaps the most widely publicized physical 
impacts of substance use among TAY are mor-
bidity and mortality related to substance-induced 
intoxication. In the general population, motor 

vehicle crashes are the leading cause of death 
from birth until age 30 years [13]. This high risk 
of mortality is coupled with high rates of comor-
bidity between motor vehicle accidents and sub-
stance use and dependence [29]. According to the 
CDC, in 2016 26% of alcohol-intoxicated drivers 
(with blood alcohol content above the legal driv-
ing limit) involved in fatal automobile accidents 
were between the ages of 21 and 24 years [17]. 
However, alcohol is far from the only culprit in 
intoxication-related deaths; between 2015 and 
2016, the largest increase in opioid overdose 
deaths was among males age 15–24 years [81]. 
Risk factors for overdose among TAY include 
injection substance use, opioid use, tranquil-
izer use, use of multiple substances, history of 
 psychopathology, prior incarceration, unstable 
housing, and having witnessed an overdose [53].

Infectious diseases present another physical 
health risk associated with substance use, both 
through injection use and through other risky 
behaviors such as unprotected sex which might 
occur while intoxicated. After a decline in the 
number of cases of acute hepatitis C in the United 
States in the early 2000s, the incidence has been 
steadily increasing since 2011 [14]. The largest 
increase in rate of hepatitis C occurred among 
individuals 20–29  years of age who also have 
the highest rate of acute hepatitis C relative to 
other age groups. A recent study using national 
surveillance data found increases in opioid injec-
tion mirrored increases in reported cases of acute 
hepatitis C infection among demographic sub-
groups suggesting the increases in acute hepatitis 
C infection were related to opioid injection drug 
use [99]. It is important to note that hepatitis C is 
spread not only through shared syringes but also 
through the sharing of other injection parapher-
nalia such as “cookers” and cotton filters [92].

In 2018, the CDC noted that “In 2014, per-
sons aged 13–29  years represented 23% of the 
U.S. population, yet accounted for 40% of diag-
noses of human immunodeficiency virus (HIV) 
infection during the same year” [71]. Among 
this group, rates of HIV diagnosis were highest 
in those 22–23 years old [71]. According to the 
CDC, while the majority of new HIV infections 
in youth were related to sexual contact, intrave-
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nous substance use remains a significant risk fac-
tor, with 4% of new cases in young men and 11% 
of new cases in young women attributable at least 
in part to intravenous substance use [16].

The discussion of physical harms associated 
with substance use has broadened even further in 
recent years, given the appearance of novel drug 
delivery devices, most notably portable electronic 
vaporizing devices for nicotine and tetrahydro-
cannabinol (THC), the psychoactive ingredient in 
marijuana. A recent outbreak of acute respiratory 
illness in young people using electronic vaping 
devices has shed light on risks associated with 
novel and unregulated devices and substance for-
mulations which hold particular appeal to adoles-
cents and young adults [50].

 Unique Features Related 
to Substance Use Among TAY

The years of late adolescence and early adulthood 
present a “perfect storm” of biological, psycho-
logical, and sociocultural factors which increase 
vulnerability to problematic substance use and 
complicate treatment. While this period of rapid 
change and pliability confers risk, conversely it 
also holds great promise for intervention and pre-
vention. In fact, research suggests that for every 
year of delayed onset of alcohol and other drug 
use, there are significant decreases in risk of later 
development of SUD [38, 39]. The hope is that an 
understanding of the complexities outlined below 
can inform comprehensive and practical treat-
ment strategies, recognizing both the risk and the 
promise of these transitional years.

 Psychological Developmental 
Vulnerabilities

The years of late adolescence and early adulthood 
are commonly a time for trying on new roles; 
forming identity in relation to one’s self, family, 
and friends; and re-contextualizing the formative 
bonds of one’s childhood and adolescent years. 
In this context of low responsibility and high 
independence, it is culturally normative for TAY 

to use their increased autonomy and decreased 
oversight to try a variety of new experiences. For 
some, this will include trying substances, which 
will be felt by some to “enhance the good times 
and mitigate the bad” [6] during this potentially 
stressful period. From a psychological perspec-
tive, substance use during this period of life con-
tains a twofold danger. First, for a subset of TAY, 
substances themselves may become integrated 
as foundational aspects of identity, especially in 
peer groups or relationships in which the procur-
ing and using of substances takes on a central 
role. Second, and more insidiously, substance 
use may become integrated into young peoples’ 
understanding of social interactions, recreational 
activities, and romantic relationships, making it 
hard to disentangle the pleasure and joy of rela-
tionships themselves from the reinforcing and 
ultimately maladaptive effects of substances. 
TAY suffering from anxiety, depression, or other 
psychiatric comorbidities may be particularly 
susceptible to these effects.

 Neurocognitive Developmental 
Vulnerabilities

TAY also face a set of cognitive developmental 
discrepancies which appear to increase the risk 
associated with substance use. As described in a 
review by [11], human and animal studies have 
shown evidence of differential brain develop-
ment in adolescence and young adulthood, with 
“bottom- up” limbic circuits (including the meso-
limbic circuit, which is instrumental in addic-
tion and response to reward) developing earlier 
than higher cortical/frontal circuits which govern 
planning and impulse control. In other words, the 
“gas pedal” areas of the brain – those involved 
in processing rewards and motivating further 
reward-seeking  – reach maturity before the 
“brakes,” those areas that help to inhibit impul-
sive action and weigh the risks involved in sub-
stance use and other risky behaviors, are fully 
developed. This may provide a neurobiological 
basis for increased vulnerability to problematic 
substance use and risky behaviors among adoles-
cents and young adults.
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 Legal Status, Consent, and Family 
Support

Changes in legal status during the transitional 
years have significant implications for treatment. 
In most instances, family involvement remains 
a key component to treatment for SUDs among 
TAY.  However, practitioners must be vigilant 
of the way in which this family involvement is 
introduced and managed and must be familiar 
with the consent laws that govern the provision 
of substance use treatment for TAY.

For TAY in the age of majority, consent is 
required for engaging family for non-emergent 
treatment, as for any other psychiatric or medical 
condition. Complications arise in the treatment of 
minors; consent law for the treatment of minors 
with problematic substance use varies by state, 
and practitioners should familiarize themselves 
with existing local statues. As a general over-
view, Kerwin et al. [47] surveyed the patchwork 
national landscape of consent laws and found 
that, at that time, 45 states accepted minor con-
sent (or accepted consent from either the minor 
patient or a parent) for outpatient SUD treatment. 
Further complicating things, the age definitions 
of “minor” varied by state, with the lower limit 
of majority age ranging from ages 12 to 16 years. 
Given variable laws regarding consent, this is a 
complex and highly geographically specific issue 
with important implications for treatment.

Notwithstanding the details of consent laws, 
the involvement of family supports is a poten-
tially delicate affair in this population. Though we 
strongly recommend family involvement, unless 
there is a clinical emergency which requires 
immediately contacting family, we generally rec-
ommend a collaborative approach, wherein TAY 
are invited in one-on-one discussion to share any 
concerns they have about family involvement and 
are given an opportunity to explore the pros and 
cons of such involvement in a supported environ-
ment. In addition, TAY may agree to consent for 
contact with families about certain specific topics 
such as scheduling appointments and confirming 
attendance, which can give an opening to family 
involvement in treatment. In conversations with 

TAY about consent for family contact, it is often 
helpful to draw guidance from the spirit and tech-
niques of motivational interviewing [57], utiliz-
ing respectful and reflective listening to draw out 
ambivalence and supporting the aspects of fam-
ily involvement which might be of immediate 
or direct benefit. For instance, reducing tension 
and arguments with parents, unburdening oneself 
of anxiety-producing secrets, and eliciting more 
effective support from worried family members 
can be valuable goals to our patients. For many 
TAY, reframing family involvement as a way to 
channel existing parental anxieties into more 
directed and purposeful support, with the patient 
in the “driver’s seat” as a central stakeholder in 
the treatment rather than a passive recipient of 
diffuse worry, is an appealing idea. These conver-
sations are often best introduced in a treatment 
setting with a caring provider as facilitator.

Even for TAY with significant ambivalence 
about family involvement, or for families of TAY 
who are not yet willing to engage in treatment, 
we have found great benefit from offering sepa-
rate parental education and supports as part of 
a comprehensive outpatient treatment program. 
Facilitated family education and support groups 
allow for parents to learn about the general prin-
ciples of SUDs, communication strategies, and 
treatment and to gain support from families fac-
ing the challenge of supporting loved ones in 
the TAY age range struggling with substance 
use. The fact that these groups do not include 
the transmission of any confidential information 
about patients by the treatment team allows for 
them to operate in parallel with the individual 
treatment planning for TAY  – they serve as an 
augmentation rather than replacement for direct 
family involvement in the treatment.

 Educational Status

The transitional years represent the first time 
of life at which diversity of educational and 
vocational endeavors is the rule rather than the 
exception. Differences in substance misuse have 
been found between TAY who go on to graduate 
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high school and attend college and those who do 
not. Non-college attending TAY are more likely 
to have non-alcohol SUDs and have worse SUD 
treatment outcomes than their college-attending 
peers [8]. Schepis et al. [79] revealed that pre-
scription opioid misuse was higher among non-
school attending young adults and particularly 
those who did not complete high school, while 
conversely prescription stimulant misuse was 
highest among full-time college students and 
college graduates. These findings also highlight 
the importance of peer environment given that 
TAY are more likely to obtain substances from 
peers and family members rather than from a 
physician or other source [78]. This college/
non-college dichotomy is likely a superficial 
marker for a much more complex set of risk fac-
tors related to family structures, socioeconomic 
status, peer environments, and many other fac-
tors; however, clinicians should be aware of the 
implications of the college/non-college dichot-
omy as they go about formulating individual 
patient cases.

 Initial Clinical Approach 
to Problematic Substance Use 
Among TAY

 General Approach

In approaching the clinical treatment of SUDs 
among TAY, it is important to highlight that con-
text matters. The approach taken by a primary care 
provider during an annual well-check will differ 
from the approach of a specialist seeing a patient 
referred specifically for SUD treatment, with infi-
nite variations in between. Some settings may 
call for screening, brief intervention, and referral 
to specialty care, while others will call for more 
comprehensive substance use history- taking, for-
mulation, and longitudinal treatment. The avail-
ability of specialty SUD treatment services varies 
widely by region, meaning that a case which 
might be overseen by a SUD specialist in one part 
of the country may be managed by a primary care 
doctor or general psychiatrist in another.

 Screening

Given the high prevalence and significant 
sequelae of problematic substance use among 
TAY, screening for substance use should be rou-
tine practice for providers seeing TAY in a wide 
range of contexts including outpatient, inpatient, 
and emergency department visits. Screening 
allows providers to quickly and reliably iden-
tify youth who are at risk for developing SUDs, 
monitor for concerning changes in substance use 
over time, and triage those who have already 
developed problematic use for further treatment. 
In fact, the Substance Abuse and Mental Health 
Services Administration has recommended broad 
screening for substance use as a cornerstone of 
the Screening, Brief Intervention, and Referral to 
Treatment (SBIRT) approach (more information 
available at samhsa.gov/sbirt). There are a number 
of screening tools approved for this population, 
each with distinct features which aid in selection 
depending upon context. Though a number of 
screening tools including the Screening to Brief 
Intervention (S2BI), the NIAAA’s Adolescent 
Substance Abuse Subtle Screening Inventory-A2 
(SASSI A2), and the Brief Screener for Tobacco, 
Alcohol and Other Drugs (BSTAD) are validated 
for adolescent substance use screening, here we 
will focus on screening tools validated or stud-
ied for TAY substance use specifically or for both 
adolescent and adult substance use. Please see 
Table 6.1 for an overview of screening tools.

Several tools screen for use of alcohol, the 
most common substance of use among TAY. The 
CAGE screening tool, which asks about prob-
lematic patterns of alcohol use, has high sensi-
tivity and specificity with adolescent reporting 
and parent reporting of the CAGE questions [25]. 
The Alcohol Use Disorders Identification Test 
(AUDIT) and its abbreviated counterpart  – the 
AUDIT-C – have shown efficacy in youth after 
modifications such as changing the wording to 
adapt the screener to a youth population [18, 74]. 
Other researchers have found that adjusting the 
cut-point of the AUDIT produces more reliable 
results in younger age groups. For adolescents, a 
cut-point of 2 can be used to identify an alcohol 
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problem, while a cut-point of 3 suggests disor-
dered use [49]. For TAY ages 18–20, a cut-point 
of 10 may be more appropriate [46].

Comprehensive substance use screening tools 
include the CRAFFT which more broadly queries 
about substance use within the last 12  months 
and assesses impairment related to substance use. 
Another comprehensive tool useful with TAY is 
the NIDA-Modified Assist, which additionally 
allows for an Adolescent Modifier [65].

 Diagnosis

Diagnosis of a SUD is based upon DSM-5 criteria 
[2]. As described in the DSM, the criteria can be 
broken down into five categories, impaired con-
trol, social impairment, risky use, tolerance, and 
withdrawal, with 11 total criteria spread among 
these categories. A diagnosis of SUD can be made 
with only two symptoms from this list within a 
12-month period. According to the DSM, mild 
SUD is characterized by the presence of 2–3 symp-
toms, moderate by 4–5 symptoms, and severe by 
6 or more symptoms. There are no differences 
between the diagnostic criteria for adolescents and 
adults. Winters et al. [97] have also noted that crite-
ria related to tolerance, withdrawal, and hazardous 
use may have limited or developmentally mediated 
applicability to adolescent substance use which 
might lead to underdiagnosis, while the two-crite-
ria threshold for SUD may lead to overdiagnosis in 
the adolescent population. Despite these and other 
valid caveats, the DSM remains the gold standard 
for diagnosis of SUD in TAY populations.

 Assessment and Formulation

 Assessment of Functional Impairment
For those youth screening positive for prob-
lematic substance use or meeting criteria for 
SUD, it is helpful to gather further objec-
tive data to assess for severity of illness and 
impairment. In addition to the DSM thresh-
olds for SUD severity, the Global Assessment 
of Individual Needs (GAIN) provides a range 
of instruments, from brief screening to com-
prehensive biopsychosocial assessment, which 
can assist in viewing substance use in the 
larger context of overall functioning and psy-
chiatric and physical health. The American 
Society of Addiction Medicine (ASAM) offers 
a text entitled The ASAM Criteria: Treatment 
Criteria for Addictive, Substance- Related, and 
Co-Occurring Conditions, which also contains 
resources for assessing functional impairment 
related to substance use.

 History and Formulation
Though each TAY will bring different specifics 
in terms of life experiences, type and severity of 
substance use, and complicating factors, we find 
that the areas listed in Fig. 6.5 are a good starting 
place for gaining a comprehensive view of the 
challenges and strengths TAY bring to treatment. 
Given the sensitive nature of much of this infor-
mation and the common challenges of mistrust 
or ambivalence on the part of TAY early in treat-
ment, it is expected that some of this information 
may not be available or may only be discussed in 
a limited fashion, until a trusting treatment rela-
tionship is established.

Table 6.1 Substance use screening tools for TAY

Tool Substances screened Population Administration method
S2BI Alcohol and drugs Adolescents and adults Self-report or clinician
SASSI A2 Alcohol Adolescents and adults Self-report
BSTAD Alcohol and drugs Adults Self-report or clinician
CAGE Alcohol Adults Clinician
AUDIT Alcohol Adults Clinician
CRAFFT Alcohol and drugs Adolescents Self-report or clinician
NIDA-Modified Assist Alcohol and drugs Adolescentsa and adults Clinician

aAdolescent modifier available

C. W. Burke et al.



107

 Toxicology Screening
Toxicology screening can provide further use-
ful data in the initial assessment and in follow-
up. Objective toxicological testing can assist in 
identifying additional substances of use which 
have not yet been disclosed, help to clarify pat-

terns of use and abstinence, and provide further 
information on adherence patterns to prescribed 
controlled substances. As with any test, of course, 
the interpretation of results is critical. Clinicians 
should be familiar with issues related to (1) con-
firmation of results, (2) timing of positive results, 

Fig. 6.5 Salient categories for history and formulation of SUD in TAY, with examples

• Self-referred, or substance use brought up by patient
• Referred or topic brought up by family
• Treatment mandated by court, school, or work

Reason(s) for presentation
to treatment or for

discussion of substance use  

• Substance(s) used
• Methods of use including smoking, vaping, intranasal, or

intravenous 
• Frequency of use
• Amount used per day/occasion (quantity in grams and/or

amount of money spent) 
• Most recent use
• Perceived function of use for the TAY

Recent patterns of
substance use 

• Age(s) of first use
• Progression of use over time 
• Prior atempts to cut back or abstain and results of these

atempts 
• Prior engagement in treatment including therapy, medication,

mutual support, detox, intensive outpatient programs, or
residential treatment 

• History of withdrawal, including withdrawal seizures or
delerium tremens for alcohol or benzodizepine use 

Historical patterns of
substance use 

• Blackouts or memory loss
• Driving or performing critical work-related functions while

intoxicated
• Injection substance use
• Misuse of medications prescribed to patient or someone else
• Risky sexual behaviors
• Engaging in trading sex for drugs
• Exposure to or participation in physical violence related to use
• Sexual trauma while intoxicated

High-risk or harmful
behaviors related to  

substance use

• Medical illness
• Family conflict
• Poor performance at work or in school
• Loss of relationships
• Legal consequences

Consequences of substance
use 
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and (3), as appropriate, using quantitative mark-
ers to track substance use over time. As a general 
note, urine toxicological testing should be treated 
as one piece of data to be factored into an overall 
assessment, rather than a single defining or over-
riding source of objective data. If questions arise, 
laboratory personnel can often be very helpful 
with specific questions about results or procedures 

related to toxicological testing, including issues 
related to best practices for obtaining, storing, 
and ensuring integrity of urine samples, as well 
as interpretations of study results. As an alterna-
tive, clinicians may use structured interviews as 
a means of establishing diagnoses as they have 
been found to have high sensitivity, specificity, 
and agreement with urine toxicology screens [35].

• Comprehensive psychiatric diagnostic assessment as
indicated 

• Current functionally impairing symptoms, history of
suicide attempts or self-injurious behavior, current
treaters or other supports, current medications,
medication treatment history   

• Current treaters or other supports
• Current medications, medication treatment history

Psychiatric history and
current symptoms 

• Diagnoses
• Current pain or other functionally impairing symptoms
• Current primary care or other specialty treaters
• Current medications

Medical history and current
symptoms 

• SUD history in first-degree relatives
• Exposure to substance use as a child 
• Conceptions of substance use or treatment based on family

experience 

Family history of substance
use and psychiatric illness 

• Family structure growing up
• History of involvement with foster care, child protective

services or juvenile justice system  
• History of trauma or adverse childhood experiences
• Attachments to caregivers
• Cultural or religious factors which influenced upbringing

Current social/cultural
context

• Strengths and interests as perceied by patient and (as
available) collateral contacts 

• Goals for future in terms of education, work, recreation,
and relationships 

Strengths/Goals

Fig. 6.5 (continued)
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Confirmatory Testing
Due to cost, efficiency of testing, and relative ease 
of use, most initial toxicological screenings are 
performed by urine immunoassay. For patients 
who are well-known and for whom results match 
with reported use, this can be an efficient and 
effective method of screening. However, provid-
ers should be aware of the potential for false-
positive results based on cross- reactivity between 
prescribed or over-the-counter medications and 
substances of misuse. Cross- reactivity is a com-
plex issue given differences between available 
immunoassay kits and variable levels of guid-
ance on this issue in the literature and immunoas-
say package inserts [76]. Consultation with local 
laboratory personnel is likely to be quite helpful 
in determining common patterns of cross-reac-
tivity for a particular immunoassay kit. Given 
this possibility of false- positive results, for new 
patients or those for whom there is a discrepancy 
between subjective reporting and urine immuno-
assay results, it is useful to obtain confirmatory 
testing via urine gas chromatography-mass spec-
trometry (GC- MS) testing as available. GC-MS 
testing is considered the gold standard for confir-
matory testing and can provide clarity in difficult 
situations when there is concern for false-posi-
tive results on immunoassay. Downsides include 
a time delay in obtaining results and increased 
cost of GC-MS testing. Toxicology testing can 
additionally be done with alternative biological 
samples including serum, saliva, hair, and meco-
nium. The window of detection of substance use, 
types of substances detected, and cost of testing 
varies by sample type, and practitioners should 
consult with local laboratory representatives to 
clarify these parameters as needed.

Timing
Since urine toxicological screening is a cross- 
sectional, point-in-time measure, clinicians 
should be familiar with rough guidelines for the 
timing of positive and negative results, to better 
understand the meaning of what they are and, as 
importantly, are not seeing in urine toxicology 
results.

With the caveat that individual metabolism, 
pharmacokinetics, duration and frequency of 

use, and other factors can influence timing of 
results, Moeller et  al. [61] provide a summary 
of rough guidelines for detection times for vari-
ous substances, listed in Table 6.1. Within these 
timeframes, we would expect that urine immu-
noassay would return positive for the substances 
listed. These should be taken more as rough 
guides than as set-in-stone and should not take 
the place of confirmatory testing. Particularly of 
note is the apparent wide variation in half-life 
of increasingly prevalent synthetic substances 
of misuse such as fentanyl, a synthetic opioid 
which in clinical experience appears to have a 
significantly longer half-life than other short-
acting opioids such as heroin. Examples such 
as these remind us that clinicians must remain 
aware of regional trends in substances of mis-
use and novel substances and forms of inges-
tion which might affect the interpretation of test 
results (Table 6.2).

Table 6.2 Urine immunoassay detection times of com-
mon substances

Substance
Duration of 
detectability in urine

Alcohol 7–12 hours
Amphetamine/
methamphetamine

48 hours

Benzodiazepine (short-acting, 
e.g., lorazepam)

3 days

Benzodiazepine (long-acting, 
e.g., diazepam)

30 days

Cocaine metabolites 2–4 days
Marijuana:
  Single use
  4× per week
  Daily use
  Long-term, heavy use

3 days
5–7 days
10–15 days
>30 days

Opioidsa:
  Codeine
  Heroin
  Methadone
  Oxycodone

48 hours
48 hours
3 days
2–4 days

Adapted from [60]
aOf note, some immunoassays list results for opiates, 
meaning naturally derived substances such as morphine 
and heroin (which is semisynthetic but metabolized to 
morphine), and report separately or exclude synthetic or 
semisynthetic opioids such as oxycodone, hydromor-
phone, fentanyl, methadone, or buprenorphine, which 
may be tested for separately
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Quantitative Measures
For some substances, a quantitative measure 
of drug level can provide meaningful informa-
tion for longitudinal tracking. We have found 
this particularly true for marijuana, for which, 
as Table  6.2 shows, urine toxicological screen-
ing can be quite nonspecific when it comes to 
heavy use. For tracking progression in treat-
ment for marijuana use, quantitative test results 
can be more useful as a relative measure rather 
than an absolute one – that is, given variability 
in potency, delivery method, and use patterns, it 
is most useful to obtain a baseline quantitative 
delta-9- tetrahydrocannabinol level and compare 
subsequent measures against this baseline to 
track an individual’s changes in use, rather than 
comparing cross-sectional levels across patients. 
As with GC-MS confirmatory testing, the poten-
tial downsides here are the delay to receiving 
results and the cost of quantitative testing.

 Medical Screening and Prevention
Given the higher likelihood of risk factors for 
infectious diseases and other medical illness 
among youth with problematic substance use, cli-
nicians should screen for high-risk activities such 
as intravenous substance use and unprotected sex 
and should routinely screen for HIV, hepatitis B 
and C, sexually transmitted infections, and preg-
nancy in youth with elevated risk. In addition, a 
discussion of sexual practices and contraception 
can play a prominent role in these discussions, 
and a frank discussion of the risk of unintended 
pregnancy can at times be an additional motivator 
for behavior change.

The CDC recommends prophylactic treatment 
for HIV, known as pre-exposure prophylaxis, or 
PrEP, for youth with significantly elevated risk of 
HIV infection, such as those having unprotected 
sex (especially with partners known to have HIV 
or at high risk for HIV) or patients recently diag-
nosed with sexually transmitted infections [15]. 
These medications can be prescribed by a psychi-
atrist, or patients can be referred to their primary 
care clinician for treatment.

 Treatment of Substance Use 
Disorders and Comorbid Conditions 
Among TAY

 Levels of Care

After triaging for and addressing any emergent 
concerns, one of the first major questions that 
arises in addressing problematic substance use 
is the appropriate level of care. This decision 
relies on multiple factors, including the sever-
ity of use, the level of engagement/motivation of 
the patient, the availability of external supports, 
the presence or absence of comorbid medical or 
psychiatric illness, and the availability of local 
resources. Common levels of care for TAY SUD 
are described below. For more detailed informa-
tion on levels of care, the American Society of 
Addiction Medicine (ASAM) offers a text enti-
tled The ASAM Criteria: Treatment Criteria for 
Addictive, Substance-Related, and Co-Occurring 
Conditions which offers further detail and assis-
tance in triaging for levels of care. For a search-
able database of local resources, SAMHSA’s 
Behavioral Health Treatment Services Locator 
can be accessed online through SAMHSA’s web-
site, samhsa.gov.

 Outpatient SUD Treatment
Outpatient care is the “backbone” of a compre-
hensive treatment plan. Care is delivered in a 
general practice or specialty SUD setting, with 
varying availability of wraparound services, 
potentially including individual therapy, psy-
chopharmacological and general medical ser-
vices, individual and family treatment groups, 
parent guidance, case management, social work 
services, and peer recovery supports. Treatment 
approaches vary depending upon the program 
and may incorporate elements of motivational 
enhancement, contingency management, com-
munity reinforcement, twelve-step facilitation, or 
others. The frequency of treatment varies widely 
depending upon severity of illness and availabil-
ity of resources, and the duration of treatment is 
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generally indefinite. Patients can be “stepped up” 
to higher levels of care as needed and then return 
to their outpatient treatment team for ongoing 
longitudinal care.

 Partial Hospitalization/Intensive 
Outpatient Programs
Partial Hospitalization Programs and Intensive 
Outpatient Programs (PHPs and IOPs, respec-
tively) are outpatient programs which provide 
more intensive and time-limited treatment. 
Patients generally attend treatment for 3–5 days 
or portions of days per week (requiring transpor-
tation to and from treatment and a place to stay in 
the evenings), with treatment lasting on the order 
of weeks. Of particular note is the fact that IOPs 
generally focus specifically on SUD treatment, 
while PHPs are generally able to provide broader 
“dual-diagnosis” treatment for SUD and co- 
occurring psychiatric disorders, given the high 
rates of co-occurring psychiatric illness in TAY 
with SUD. This level of care acts as an interme-
diate step between outpatient clinic and inpatient 
hospitalization and potentially allows for patients 
to participate in school, work, or family activi-
ties during treatment (depending on the hours of 
programming).

 Medically Monitored Detoxification
Medically monitored detoxification (“detox”) 
is an acute inpatient setting which allows for 
monitored and medication-assisted treatment of 
withdrawal from substances including alcohol, 
opioids, and benzodiazepines. These programs 
are time-limited and focus on physiological 
detoxification, with widely variable access to 
wraparound services and ability to link to ongo-
ing care.

 Inpatient Dual Diagnosis
Inpatient dual diagnosis facilities are acute inpa-
tient settings which ideally allow for medically 
monitored detoxification and simultaneous treat-
ment of co-occurring psychiatric disorders. Of 
note is the fact that, due to high demand and rela-

tively limited length of stay, the ability to assess 
and treat longitudinal psychiatric conditions and 
assess responses to treatment may be limited in 
these settings. Compared with pure medically 
monitored detoxification settings, dual diagnosis 
units tend to have greater access to social work 
and case management for referral to ongoing 
residential or outpatient care upon discharge, as 
well as clinical treatment staff with experience 
diagnosing and treating psychiatric illness.

 Residential Treatment
Residential SUD treatment programs are gener-
ally longer-term settings which allow for patients 
to gain skills and pursue recovery in a stable and 
controlled environment. In general, these set-
tings tend to be particularly useful for patients 
with high-risk or chaotic social environments. 
Residential treatment programs are extremely 
variable in terms of length of stay; treatment 
orientation; approach to and acceptance of 
medically assisted SUD treatment; availability 
of psychiatric or medical treatment, additional 
wrap-around services, or family supports; and 
acceptance of insurance for payment. In general, 
patients and outpatient providers should be sure 
to investigate potential residential treatment pro-
grams thoroughly along these axes, to ensure that 
the treatment philosophy and logistical compo-
nents of the program match patient, family, and 
provider goals for residential treatment.

 Outpatient Treatment Interventions

Regardless of the exact theoretical background 
of a treatment program, treatment for problem-
atic substance use for TAY is ideally a compre-
hensive, multidisciplinary endeavor involving 
some combination of individual therapy, phar-
macological consultation/management, fam-
ily work, group work, peer recovery supports, 
and case management. Though not all TAY will 
require all of these interventions, having access 
to services in each of these areas allows for a 
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tailored and flexible approach to treatment for 
the majority of patients. Given high rates of co-
occurring psychiatric illness in TAY with SUD, 
all new TAY patients should be screened for co-
occurring conditions, with recommendations for 
ongoing psychiatric care as appropriate. In addi-
tion, given the complex and at times frustrating 
nature of this work, having a multidisciplinary 
team to share delegation of work and collabo-
rate on solving difficult issues helps to prevent 
burnout among providers and encourages a well-
rounded approach to treatment. In general, given 
the trend of variable motivation to change and 
the developmental and neurocognitive factors 
previously described, treatment tends to focus on 
a “harm reduction” model, in which emphasis is 
placed on reducing risky and problematic sub-
stance use rather than on strict abstinence from 
substances.

 Psychosocial and Therapy-Based 
Interventions
The guiding spirit and approach of motivational 
interviewing [57] is a useful framework for 
encounters focused on SUD among TAY, regard-
less of the context or specific goals. There is a 
great deal of high-quality writing and training 
about motivational interviewing available  – as 
a start, basic references and links to training 
can be found at the website of the Motivational 
Interviewing Network of Trainers, motivation-
alinterviewing.org. Briefly, the approach out-
lined by Miller and Rollnick emphasizes the 
importance of taking a respectful, collaborative, 
nonjudgmental, and compassionate approach 
to these conversations, seeking to draw out the 
patient’s motivations for change and supporting 
these motivations with targeted assistance. These 
conversations are built on a bedrock of engage-
ment and active listening, with the provider seek-
ing permission to provide pertinent information, 
referrals, or treatment planning as appropriate. 
Especially given the developmental factors out-
lined previously in this chapter – most notably the 
high value many TAY place on autonomy – pater-
nalistic or punitive approaches are unlikely to be 
productive and run the risk of increasing resis-
tance and/or avoidance of treatment altogether.

Compared with the research on treatment pro-
grams for adolescents and adults, the evidence 
base for treatment of problematic substance use 
among TAY is relatively sparse. However, stud-
ies point toward particular outpatient interven-
tions which have promise and possible alterations 
to existing treatments that take into account the 
unique developmental needs of TAY.

The Adolescent Community Reinforcement 
Approach (A-CRA) [36] is a skills-based 
approach focused on working with adolescents 
in the context of their social support networks 
by supporting prosocial activities and improv-
ing family communication. It involves work both 
with adolescents and their families, separately 
and together, and has been shown to be an effec-
tive intervention for adolescents [27]. However, 
results with TAY have been more mixed. Smith 
et  al. [84] found that this intervention was less 
effective for emerging adults than for adolescents 
in an adolescent-focused treatment program. In a 
later study, Smith et al. [83] found that A-CRA 
with an enhanced peer-support element resulted 
in better outcomes than standard A-CRA for a 
population of emerging adults.

Contingency management (CM) is a model 
based on operant conditioning, which generally 
involves providing rewards (or the possibility of 
reward) for positive treatment outcomes such as 
attendance, negative urine toxicology screens, or 
other desired goals. Stanger et al. [86] reviewed 
the literature on the use of CM with adolescent 
patients and found generally positive results, 
at least during the course of active treatment. 
Though little research focuses on the applica-
tion of CM to TAY populations, elements of 
this approach are often adapted into individual 
and family work with TAY, leveraging desired 
outcomes, privileges, and rewards to motivate 
engagement in treatment and progress toward 
treatment goals.

For college students, the brief alcohol screen-
ing intervention for college students (BASICS), a 
brief face-to-face intervention, has been shown in 
a review [31] to lower alcohol consumption and 
negative consequences related to alcohol use.

Bergman et  al. [6] outline general modifica-
tions to outpatient approaches to better meet the 
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needs of TAY with problematic substance use, 
which can be applied widely across theoretical 
approaches. These modifications include moving 
toward a harm-reduction approach as opposed to 
an abstinence-only approach, offering alternative 
means of communication such as text messag-
ing (as appropriate and after review of relevant 
privacy- related issues), engaging support sys-
tems separately through parent coaching/guid-
ance, and finding ways to positively intervene 
on patients’ social networks. These modifica-
tions seek to recognize and respect the issues of 
autonomy, developing social and legal status, and 
changing family relationships as highlighted pre-
viously in this chapter.

 Pharmacological Interventions
In general, even for medications which have FDA 
approval for adult populations, use in young adult 
populations (ages 18–25 years) is relatively less 
well-studied. Providers should be familiar with 
the range of FDA-approved and off-label medi-
cations used to treat problematic substance use 
among TAY.  Squeglia et  al. [85] compiled a 
review of pharmacological treatments for youth 
SUD; in addition, for clinicians seeking more 
information including guidelines, trainings, and 
resources on medication management of SUDs 
targeted to general practitioners, the SAMHSA- 
funded Providers Clinical Support System is a 
resource. Here, we will offer a brief overview 
of evidence-based psychopharmacological treat-
ments specific to TAY SUD.

Alcohol Use Disorder
Naltrexone, an opioid receptor antagonist, is 
FDA-approved for the treatment of alcohol use 
disorder (and, as will be discussed subsequently, 
opioid use disorder) in patients ages 18 years and 
above. The putative mechanism for the effect of 
naltrexone on drinking has to do with modula-
tion of the endogenous opioid and downstream 
dopamine reward system, which is activated by 
alcohol use. A small study of naltrexone in ado-
lescents ages 15–19 years completed by Miranda 
et  al. [58] showed that a short course of nal-
trexone led to reduced levels of drinking, heavy 
drinking, and craving for alcohol among treated 

adolescents. A study of naltrexone among young 
adults ages 18–25 with binge-pattern alcohol 
use completed by O’Malley et  al. [70] showed 
no reduction in total drinking days or frequency 
of drinking, but did show reduction of drinks per 
occasion in the young adults taking naltrexone. 
This result suggests potential for use of nal-
trexone in  populations with problematic binge 
alcohol use, including college-attending young 
adults.

Opioid Use Disorder
Buprenorphine, commonly prescribed as 
Suboxone (buprenorphine/naloxone), is a partial 
opioid agonist which is FDA-approved for the 
treatment of opioid use disorder (OUD) for youth 
ages 16 years and above. In addition to the evi-
dence base for buprenorphine in the treatment of 
adult OUD, [54] showed that a 28-day buprenor-
phine detoxification resulted in significantly better 
retention in treatment and reduced use of opioids 
compared with clonidine detoxification in a group 
of adolescents ages 16–18  years. Among TAY, 
two studies have shown that a longer duration of 
buprenorphine treatment – 12 weeks vs 14 days in 
a study Woody et al. [98] and 56 days vs 28 days 
in a study by Marsch et al. [55] – resulted in better 
retention in treatment and decreased opioid use. 
Putting these results together, evidence suggests 
that buprenorphine is effective in treating OUD 
among younger populations and that a relatively 
longer period of treatment has better results 
than a rapid detoxification and taper among 
TAY. However, despite these promising results, it 
is important to note that TAY have been shown 
to have significantly lower retention in buprenor-
phine treatment and generally worse outcomes as 
compared to older adult populations [80], sug-
gesting that TAY may need a different approach. 
Buprenorphine has recently been approved in a 
once-monthly, long-acting injectable form which 
may reduce barriers to adherence, though studies 
on outcomes of treatment with this new formula-
tion among TAY are needed.

Naltrexone is an opioid receptor agonist 
which is available in both oral and long-acting 
injectable form and is FDA-approved for the 
treatment of OUD for those ages 18  years and 
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above. A small case series by Fishman et al. [33] 
suggested that long-acting injectable naltrexone 
could have promise for decreased opioid use 
among TAY. Innovative models of care delivery 
for naltrexone extended release are currently 
being studied, including home-based administra-
tion of the medication, to improve TAY retention 
in OUD treatment [94].

Cannabis Use Disorder
N-Acetylcysteine (NAC) is a natural compound 
available over-the-counter in the United States 
that is thought to modulate the glutamate system, 
which is active in reward processing and craving. 
In a study completed by Gray et al. [40], youth 
ages 15–21 years treated with NAC had signifi-
cant reductions in positive urine cannabis screen-
ing compared with controls during the treatment 
period. A subsequent study of NAC for canna-
bis use disorder in adults ages 18–50 years [41] 
showed no significant effect of NAC on canna-
bis use across this broad adult population; how-
ever, a small subgroup analysis of results among 
participants ages 18–21  years showed positive 
results consistent with the prior study in adoles-
cents (though the study was not powered to show 
statistical significance for this subgroup). These 
results suggest that NAC may be a uniquely 
effective intervention for youth with cannabis use 
disorder; research into this question is ongoing.

 Recovery Supports
Peer relationships are important for TAY, and 
social interactions and events often become inti-
mately linked to substance use for many TAY 
struggling with SUDs. As TAY with SUD begin 
to make changes in their substance use, they may 
feel socially isolated and often need formal sup-
port to identify options for social activities that 
do not involve substance use. In recognition of 
this, the ACRA protocol includes procedures 
focused on understanding barriers to prosocial 
activities and formally helps TAY identify activi-
ties of interest to them [36].

Organized groups such as peer-led mutual 
help organizations and recovery high school and 
college programs can facilitate TAY engage-
ment with activities that support recovery and 

peers who are not using substances. The mutual 
help 12-step program Alcoholics Anonymous 
has groups specifically for young people and 
is the largest mutual help organization in the 
United States with over 65,000 groups in the 
United States and Canada. Active involvement 
in a mutual help group has been shown to be as 
beneficial for TAY as it is for older adults [45]. 
Active involvement includes identifying oneself 
as a member of a mutual help group, sharing at 
the meeting, and having a sponsor. In contrast 
to mutual help organizations, formal recov-
ery support within the academic setting is less 
commonly available but quickly growing with 
increased recognition of the importance of this 
type of recovery support for TAY. Recovery high 
schools promote recovery and provide academic 
as well as therapeutic support in a structured set-
ting. These schools are generally small and are 
often embedded structurally and organizationally 
within another school or another set of alterna-
tive school programs [59]. Collegiate recovery 
programs have been developing independently 
on college campuses and can therefore vary in 
the structure and support provided [51]. Services 
can include drug and alcohol-free housing, on-
site peer-led meetings, and counseling.

 Psychiatric Comorbidities

SUD and psychiatric disorders commonly co- 
occur, particularly in the TAY population. In 
2017 2.4 million TAY in the United States had a 
co-occurring SUD and psychiatric disorder [90]. 
Rates of substance use are significantly higher 
in adults with a psychiatric disorder when com-
pared to those without. For example, the preva-
lence of past-year illicit drug use was 16% for 
adults without a mental illness, 37% for those 
with any mental illness, and 49% for those with 
a serious mental illness [90]. Among individuals 
in treatment, the prevalence of co-occurring SUD 
and psychiatric disorders is higher in individu-
als in SUD treatment relative to individuals in 
mental health treatment. Nonetheless, since the 
prevalence of SUD in TAY in mental health treat-
ment is significantly higher than the prevalence 
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of SUD in TAY with no psychiatric disorder, it is 
important to identify and treat co-occurring dis-
orders in both settings.

Substance use can cause psychiatric symptoms 
both when an individual is intoxicated and while 
they are experiencing withdrawal symptoms. 
For example, acute intoxication with cannabis, 
particularly cannabis products with high levels 
of tetrahydrocannabinol, can cause anxiety and 
paranoia [95]. Symptoms of cannabis withdrawal 
also include anxiety, irritability, depressed mood, 
and insomnia. It is therefore important to deter-
mine if an individual had psychiatric symptoms 
and/or a disorder before ever using substances 
and whether the psychiatric symptoms persist 
during periods with no substance use. There is 
a higher likelihood that an individual has a co-
occurring psychiatric disorder as opposed to a 
substance-induced psychiatric disorder if psy-
chiatric symptoms predate substance use and 
have been present in the absence of substance 
use and/or the individual has a family history of 
the same psychiatric disorder [28]. Regardless of 
whether the psychiatric disorder is co-occurring 
with the SUD or is substance induced, clini-
cians need to consider co-occurring psychiatric 
symptoms when engaging TAY in SUD treat-
ment. For example, symptoms of anxiety may 
impact a TAY’s willingness to engage in group 
therapy, or symptoms of depression may impact 
their motivation to follow up with treatment rec-
ommendations. TAY with SUD and psychiatric 
symptoms also benefit from close monitoring, 
since research indicates some substance-induced 
psychiatric disorders can transition to a co-occur-
ring psychiatric disorder over time. For example, 
one registry study found 24–32% of individuals 
with substance-induced psychosis subsequently 
developed a schizophrenia spectrum disorder or 
bipolar disorder [87].

Treatment for co-occurring SUD and psychi-
atric disorders in TAY should address both disor-
ders simultaneously through integrated treatment, 
ideally by the same clinician or clinical team. 
Although there have been treatments developed 
for adults that address both disorders simulta-
neously, such as group therapy for adults with 
bipolar disorder and a co-occurring SUD [96], to 

our knowledge, similar protocols have not been 
developed for TAY. Integrated treatment in TAY 
therefore involves evaluating the role for medica-
tion and therapy for both the SUD and psychiatric 
disorder and considering the influence of one dis-
order on treatment targeted to the other  disorder. 
For example, when prescribing medication, clini-
cians should consider the risk for adverse effects 
if TAY misuse substances while taking the pre-
scribed medication. Or, as noted above, clinicians 
might consider how psychiatric symptoms may 
impact engagement in SUD treatment. Treatment 
for one disorder can also influence both disor-
ders, and evidence-based therapies for SUD, such 
as cognitive behavioral therapy, have been shown 
to improve symptoms of the SUD and psychiatric 
disorder in adolescents with co- occurring disor-
ders such as major depressive disorder [20–22, 
26] and attention-deficit/hyperactivity disorder 
[77]. More research is needed to evaluate the role 
of pharmacotherapy for TAY with co-occurring 
disorders. However, medication for psychiat-
ric disorders should not be arbitrarily withheld 
because of the presence of substance misuse or a 
co-occurring SUD. Furthermore, particularly for 
co-occurring psychiatric disorders with moder-
ate to severe impairment, the risks and benefits 
of medication as part of a multimodal treatment 
plan for the co- occurring disorders should be 
reviewed. Finally, consideration should be given 
to safeguarding, storage, and management of 
medications, utilizing the TAY patient’s available 
supports and/or guardians as appropriate.

 Special Populations

 Homeless and Unstably Housed TAY

Homelessness among TAY is a widespread prob-
lem, with a national prevalence of homeless-
ness of over 4% for families with youth aged 
13–17  years and nearly 10% for young adults 
aged 18–25  years [63]. Substance use is dis-
proportionately common in this population [4, 
30, 48] and is linked to a range of negative out-
comes including higher rates of trauma and post- 
traumatic stress disorder (PTSD) [5]; sexual risk 
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behavior and sexual victimization [44]; comor-
bid psychiatric illness including mood disorders, 
ADHD, anxiety disorders, and conduct disorder 
[64, 82]; incarceration [68]; and poor perceived 
physical health [69]. While the search for effec-
tive interventions to target substance use among 
homeless TAY is an active area of research, a 
recent Cochrane review found no consistent 
benefit from previously evaluated focused thera-
peutic interventions on substance misuse in this 
population as compared with standard drop-in 
and case management services [19]. These results 
highlight the need for further development and 
evaluation of services for SUD treatment in this 
highly vulnerable population.

 Immigrant and Culturally 
Underrepresented TAY

The effects of immigration on youth substance 
use are complex. In what has been termed the 
“immigrant paradox,” studies have found that 
first-generation immigrant youth are less likely 
to use substances than their non-immigrant 
counterparts, but that their substance use tends to 
increase to match non-immigrant peer use with 
increased exposure to US American society [7, 
34]. This effect appears to be mediated by a wide 
range of factors including family and school envi-
ronments and in one study was shown to affect 
White, Hispanic, and Asian immigrants more 
than Black immigrants [10]. Also important to 
note is the fact that undocumented immigrants, 
including young people with Deferred Action for 
Childhood Arrivals (DACA) status, are not eli-
gible for insurance through Medicare, Medicaid, 
or the Children’s Health Insurance Program 
(CHIP), which can create significant barriers 
to accessing SUD care, though a small number 
of states do use state funds to provide care to 
children with undocumented status [3]. Though 
it should not affect treatment decision-making, 
providers should also be aware that, under fed-
eral immigration law, being a “drug abuser or 
addict” is potentially grounds for deportation of 

any immigrant to the United States [93] which 
may cause difficulty in outreaching and engag-
ing undocumented youth and families in SUD 
treatment.

More broadly, research does show that youth 
in ethnic and cultural minority groups face bar-
riers to treatment for SUDs. For instance, Black 
adolescents with SUDs are less likely to receive 
specialty SUD treatment services than their 
White counterparts, and Latinx adolescents are 
less likely to receive informal SUD services 
[1]. On a more hopeful note, a meta-analysis 
by Steinka-Fry et  al. [88] showed that cultur-
ally sensitive SUD treatments can result in better 
outcomes for racial/ethnic minority youth, sug-
gesting that targeted treatment interventions can 
help to overcome these disparities. In general, the 
literature in this area underscores the importance 
of incorporating an understanding of cultural fac-
tors and potential barriers into assessments and 
individualized SUD treatment plans for TAY in 
ethnic or cultural minority groups.

 LGBTQ Youth

Sexual minority youth (SMY; a designation 
which includes those identifying lesbian, gay, and 
bisexual) have significantly higher rates of life-
time substance use compared with their hetero-
sexual peers, with average rates of substance use 
being 190% higher in general among SMY and 
rates ranging to 340% higher for bisexual youth 
and 400% higher for female SMY [56]. Gender 
minority youth (GMY, including transgender and 
gender non-conforming youth) have 42–80% 
higher odds of past-year substance use compared 
with cisgender youth [75]. Further, gender- or 
sexuality-based harassment appears to indepen-
dently contribute to higher rates of substance 
use among LGBT youth [23]. A recent review 
found only two prior studies of specialized SUD 
treatment for sexual and gender minorities [24], 
highlighting the need for further research into 
specialized treatments for SUD among LGBTQ 
youth.
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 Summary

TAY are at particularly high risk for problem-
atic substance use given the complex intersec-
tion of developmental, neurocognitive, social, 
and legal factors which are active at this time 
of life. Substance use during these years can 
have significant and long-term consequences 
on health and well-being, but early intervention 
and engagement can improve outcomes for SUD 
treatment. Given the high prevalence of problem-
atic substance use, all TAY should be screened 
for substance use and triaged to further care as 
appropriate. A range of evidence-based psycho-
social and psychopharmacological interventions 
have been shown to be effective for problematic 
substance use among TAY, though engaging and 
retaining TAY in treatment may require a reori-
entation of practitioners and systems toward 
a harm reduction framework which can flex 
with TAY patients’ developmentally normative 
ambivalence and variable motivation to change. 
Further, given significant levels of co-occurring 
psychiatric illness, all TAY with problematic 
substance use should be assessed for psychiatric 
illness and triaged to treatment as appropriate. 
As with many aspects of the treatment of TAY, 
treating problematic substance use in this popu-
lation can be complex and challenging, but with 
the appropriate multidisciplinary approaches and 
patient- centered approach, it can also be incred-
ibly rewarding for treaters and life-altering for 
patients and their families.
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Key Points
• 1 out of every 3 to 5 youth will have had 

an anxiety disorder by the age of 
26 years.

• Anxiety disorders affect TAY in various 
domains of life, including interpersonal 
relationships, educational and employ-
ment outcomes, central nervous system 
development, and psychiatric sequelae.

• Since TAY with anxiety disorders may 
have heightened concerns about finances 
and privacy, mental healthcare practitio-
ners should explicitly address issues of 
service fees, confidentiality, and billing.

• Thorough social history-taking (using 
the HEEADSSS psychosocial inter-
view), family history-taking (assessing 
for parental anxiety and parenting style), 
and collateral information-gathering are 
critical for identifying risk factors for 
and contributors to anxiety symptoms.

• Treatment should begin with psycho-
therapy—preferably cognitive behav-
ioral therapy, which has the most 
evidence of effectiveness, and family 

therapy if appropriate. Other therapy 
modalities include short-term psycho-
dynamic psychotherapy, interpersonal 
therapy, mindfulness-based interven-
tions, acceptance and commitment ther-
apy, and dialectical behavior therapy.

• If medication is indicated, we recom-
mend selective serotonin reuptake 
inhibitors due to their demonstrated 
effectiveness and tolerability in chil-
dren, adolescents, and adults.

• Parent-focused and early childhood 
interventions by pediatricians, child 
psychiatrists, and other healthcare pro-
fessionals can reduce the risk of anxiety 
disorders later in life.

• The relatively low-anxiety middle child-
hood period may be an optimal time for 
prophylaxis against generalized anxiety 
disorder, panic disorder, and agorapho-
bia in TAY.

• School-based, peer-delivered, 
community- based, and online interven-
tion models are being developed around 
the world, with preliminary evidence 
showing effectiveness towards reducing 
anxiety symptoms, increasing mental 
health literacy, and reducing stigma 
around help-seeking behaviors.
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 Introduction

Anxiety is a normal emotion of everyday life. In 
reaction to important, stressful, unfamiliar, or 
dangerous situations, anxiety can be experienced 
as feelings of worry, fear, irritability, alarm, or 
unease. It may manifest as physical symptoms, 
including muscle tension, cramps, stomachaches, 
and headaches. Other common physiological 
responses are flushing, sweating, and hyperventi-
lating. Short-term behavioral changes, especially 
to sleep, appetite, and social interaction, may 
occur as well.

However, when these feelings, physical symp-
toms, physiological responses, and behavioral 
changes become persistent, irrational, and uncon-
trollable, they can prevent individuals from living 
their everyday lives. As a result, self-care, work 
performance, and relationships with others may 
suffer. Anxiety that interferes with daily func-
tioning is no longer within normal limits. Such 
levels of anxiety warrant medical evaluation, 
since anxiety disorders are real, serious, and 
common medical conditions.

For a variety of reasons that we will explore in 
this chapter, transition-age youth (TAY) are espe-
cially at risk for the progression of everyday anx-
iety to diagnosed anxiety disorders. Indeed, the 
most prominent increase in prevalence of anxiety 
disorders is during the transition to early adult-
hood. Given little evidence of attenuation over 
time [1], this presents a public health concern.

 Background and Significance

In this section, we first describe the anxiety that 
is frequently experienced during the transition 
to adulthood. We do so by explaining how the 
fundamental tasks of TAY development can so 
often provoke anxiety. These developmental 
factors of anxiety will serve as baseline knowl-
edge for the chapter’s later treatments of epide-
miology, assessment, treatment, barriers to 
treatment, and outreach and prevention. Then, 
we briefly define anxiety disorders and explain 
their significance to TAY. By acknowledging the 
impact of anxiety disorders on quality of life 
and psychiatric sequelae, we justify our call to 

action: mental healthcare practitioners must 
provide holistic and evidence-based care in 
order to prevent, treat, and screen for anxiety 
disorders in TAY.

 Everyday Anxiety in Transition-Age 
Youth

Since the transition from youth to adulthood 
involves new responsibilities, stressors, and 
experiences, anxiety during this period of life is 
to be expected. The fundamental tasks of identity 
formation, separation and individuation, and 
achieving intimacy are intrinsic to the TAY devel-
opmental period. Since these tasks are nontrivial, 
it is worth looking at each of them through the 
lens of anxiety.

Identity formation involves integrating identi-
ties, articulating goals, and consolidating per-
sonal values. While this is occurring, it is often 
the case that parents, peers, and mentors project 
their own expectations and value systems. When 
these expectations and values of others are not 
aligned with the individual’s, the individual may 
feel different or inadequate, leading to unease, 
shyness, and fears of social situations. Other 
common stressors associated with identity for-
mation involve the new kinds of work with which 
TAY engage: more intensive academics, presen-
tations and public speaking, and applications to 
schools and jobs. Some amount of nervousness is 
completely normal for these important career 
steps. Furthermore, the unavoidable challenges 
faced during their learning experiences can lead 
to self-doubt and worry, affecting TAY’s self-
esteem and goal-setting.

Separation from parents and guardians 
involves the tapering of parental scaffolding and 
decision-making, and individuation requires TAY 
to take on new responsibilities. Youth are 
expected to deal with this novelty despite not 
having achieved full cognitive maturity [2, 3]. 
Tasks that seem mundane to adults—paying 
credit card bills, scheduling medical appoint-
ments, and taking transportation to work—are 
not yet routine to TAY; in fact, setting up one’s 
own routines is a necessary skill to learn during 
their transition years. At first, the number of tasks 
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juggled by adults can be overwhelming for 
TAY.  More importantly, the self-initiation, self-
advocacy, and social skills needed—to open a 
new credit card, set up a first-time medical 
appointment, or buy a car—are often new and 
difficult. Many TAY find these experiences 
uncomfortable or even fear-inducing and may 
avoid them.

Achieving intimacy involves developing and 
committing to mature relationships, which 
require trust, self-disclosure, and concern for 
each other. Sexual and romantic intimacy 
becomes an omnipresent issue during the transi-
tion ages. The development of these forms of 
intimacy requires self-initiation and social skills, 
posing difficulties for anxious youth. Traumatic 
outcomes of these intimacies—that is, sexual 
assault, intimate partner violence, abuse, and 
sudden or complicated breakups—can lead to an 
increase in anxiety symptoms and avoidance of 
the people, places, and relationship dynamics 
involved. Just as important as romantic relation-
ships are substantive friendships, which are 
developed, strengthened, and ended during this 
time. The forging of new friendships in new set-
tings and the endings of unhealthy friendships 
can create discomfort and stress in youth, who 
subsequently may practice avoidant behaviors 
around making friends.

In summary, youth during their transition 
years are defining their identities and work goals, 
growing their responsibilities, and building 
mature relationships. As these tasks present 
important, stressful, unfamiliar, and dangerous 
situations to youth, anxiety can be a natural reac-
tion. However, when the sheer number of these 
situations becomes overwhelming, when the 
trauma from these situations is serious, or when 
youth have risk factors predisposing them to anx-
iety disorders, anxiety as a natural reaction may 
eventually reach a “chronic, high-pitched state” 
that requires medical intervention [4].

 Significance of Anxiety Disorders

The anxiety that is typical during the transition to 
adulthood becomes significant when it affects 

youths’ emotional well-being and daily function-
ing, negatively impacting their chances to suc-
cessfully transition to adulthood.

The five most common anxiety disorders in 
transition-age youth are generalized anxiety dis-
order, social anxiety disorder, panic disorder, 
agoraphobia, and specific phobia [1]. Table  7.1 
briefly describes symptoms of these anxiety dis-
orders [5]. The clinical presentations of these 
anxiety disorders will be further discussed in the 
“Assessment” section of this chapter.

To our knowledge, there is no clear research 
that examines whether clinical presentations of 
anxiety disorders are unique in TAY.  The best 
data we have concern the prevalence of anxiety 
disorders during this period (see “Epidemiology” 
section), followed by the impact of anxiety disor-
ders on the quality of life and longitudinal out-
comes of TAY.

The impact of anxiety disorders extends 
across many important domains of life. As might 
be expected, TAY with anxiety disorders have 
been shown to have issues with interpersonal 
relationships, including higher levels of parent- 
child attachment disorganization and peer rela-
tionship dysfunction [6]. In terms of education, 
they are more likely to drop out of high school [7] 
and less likely to enter university [8, 9]. TAY with 

Table 7.1 Symptoms of common anxiety disorders

Symptoms of potential anxiety 
disorder

Potential anxiety 
disorder 
diagnosis

Persistent, unsubstantiated worry 
that is difficult to control, causes 
significant distress, and interferes 
with daily functioning

Generalized 
anxiety disorder

Avoidance of social situations for 
fear of being judged, humiliated, or 
rejected

Social anxiety 
disorder

Seemingly out-of-the-blue panic 
attacks and preoccupation with fear 
of the next panic attack

Panic disorder

Fear of being in situations from 
which escape might be difficult or 
embarrassing, or in which help may 
not be available in the event of a 
panic attack

Agoraphobia

Fear and avoidance of an object, 
place, or situation, despite little or 
no threat of danger

Specific phobia
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higher levels of anxiety have been shown to have 
more severe Internet addiction behaviors [10], 
but not substance dependence [11, 12]. From a 
physical health standpoint, a diagnosis of gener-
alized anxiety disorder is associated with the 
presence of migraine in TAY [13]. Chronic anxi-
ety disorder during early adolescence is associ-
ated with DNA hypermethylation in central 
nervous system development pathways over time 
[14]. And, at the brain circuitry level, TAY with 
anxiety symptoms exhibit amygdala hyperactiv-
ity during emotion processing, which is related to 
self-reported poorer quality of life [15]. In a simi-
lar vein, college students with social anxiety were 
found to have decreased levels of attentional con-
trol and increased rumination, the latter of which 
predicted increased depression [16].

A link between anxiety disorders in TAY and 
psychiatric sequelae over time is well demon-
strated. TAY with baseline specific phobia were 
followed up for 10 years and were found to have 
a fourfold risk of developing panic disorder, gen-
eralized anxiety disorder, and obsessive- 
compulsive disorder [17]. Social anxiety disorder 
has been implicated as a risk factor of subsequent 
depressive disorders and of a more malignant 
course in adolescents who are already depressed 
[18]. In general, youth aged 20–29  years with 
anxiety disorders are more likely to have anxiety 
disorders and depression 10  years later [19]. 
Importantly, anxiety disorders have been linked 
to suicide. Studies have found that the odds of 
suicidal ideation and the rate of suicide attempts 
in TAY are four to eight times higher with gener-
alized anxiety disorder and panic disorder, and 
the risk increases with multiple anxiety disorders 
[20, 21]. Other studies show that the relationship 
to suicidality depends on the anxiety disorder 
being comorbid with other disorders [22].

All in all, the literature shows that anxiety dis-
orders significantly affect the lives of TAY, both 
during their transition years and long after. 
Returning to the ideas of development, we recog-
nize that anxiety disorders must be treated thor-
oughly and holistically, addressing upstream 
issues in addition to downstream symptoms and 
behaviors. If we can understand that this period 
of development at once provokes anxiety and cre-

ates a lasting impact on future mental health out-
comes, then we can affirm the need for more 
empathy and effort in how we practice mental 
healthcare for anxious TAY.

 Epidemiology

In the previous section, we established that the 
transition-age period is fundamentally a risky 
time for the development of anxiety disorders, 
and we described the significant impact that anxi-
ety disorders make on the lives of TAY.

These issues present a serious public health 
concern and warrant an epidemiological 
approach. A thorough examination of prevalence, 
risk factors, and higher-risk groups of anxiety 
disorders within the transition-age period can 
help prevent the onset of anxiety in late adoles-
cence and attenuate the effect of anxiety on 
adulthood.

Discussing the epidemiology of anxiety disor-
ders in TAY is difficult for several reasons. First, 
there are few studies that cross the age boundary 
of 18  years; research either focuses on adoles-
cents up to the age of 18  years or discusses 
“adults” defined as people aged 18  years and 
above. Any conclusions we present must com-
bine the findings of multiple studies with differ-
ent methodologies, a fact that presents self-evident 
limitations.

Second, the literature is often specific to 
young adults in higher education, since college 
and university students are more easily recruited 
into research studies of TAY. As a result, research 
on the 42.9% of 16- to 24-year-olds who are not 
enrolled in any school is far harder to come by 
[23]. This lack of visibility is concerning, as we 
may surmise that healthcare access and mental 
health service utilization are lower in these youth. 
Future investigations of anxiety in non-college- 
attending youths are crucial to our general under-
standing of TAY and to our efforts at mental 
health outreach, healthcare navigation, and pre-
vention for these individuals. Mental health 
research in TAY must take into account the enor-
mous variety in socioeconomic factors and seek 
ways to address the disparities in research.
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Finally, large-scale epidemiological studies of 
anxiety disorders in TAY may be out of date. It 
must be mentioned that the past decade has 
brought enormous changes to how and with what 
frequency TAY interact with each other. The 
advent of social media, massively multiplayer 
online gaming, and on-demand media consump-
tion has coincided with the childhoods of the 
transition-age youth discussed in this book. This 
fact, combined with the fact that anxiety very 
often manifests first during childhood or late ado-
lescence, suggests that the transition-age youth 
discussed here may have very different preva-
lence rates and risk factors of anxiety, compared 
to transition-age youth from just a decade ago. 
Literature presented here must be considered 
with this caveat in mind. Future research present-
ing new data about prevalence, incidence, and 
risk is needed to examine the impact of these new 
twenty-first-century behaviors on the develop-
ment of anxiety disorders.

Acknowledging these difficulties, we summa-
rize the extant literature around the prevalence of 
anxiety disorders. Then, we discuss the risk fac-
tors that have the strongest evidence of contribut-
ing to the development of anxiety.

 Prevalence

In general, anxiety and anxiety disorders are very 
common in TAY.  Between 2001 and 2003, the 
past-year prevalence of any anxiety disorder 
among American adults (aged 18  years and 
above) was 19.1% [24]. In 2008, among American 
college students, 61.9% reported feeling over-
whelming anxiety at some point in the past year, 
and 19.7% were diagnosed or treated for an anxi-
ety disorder [25].

Historical data have demonstrated two peaks 
in the age distribution of prevalence: during 
childhood—predominantly in the form of separa-
tion anxiety—and during the transition from ado-
lescence to early adulthood [26, 27]. More 
recently, two large longitudinal studies provide 
the best data to estimate prevalence of anxiety 
disorders in US TAY.  The first is the National 
Comorbidity Survey Replication Adolescent 
Supplement (NCS-A). The NCS-A was a face-to- 

face survey of 10,123 adolescents aged 
13–18 years, conducted between 2001 and 2004 
[28]. From the NCS, the following points emerge:

• Prevalence of any anxiety disorder (including 
posttraumatic stress disorder) was 31.9%.

• Prevalence of any anxiety disorder was higher 
in females (38.0%) than males (26.1%).

• Prevalence was similar between 13- and 
14-year-olds (31.4%) and 17- and 18-year- 
olds (32.3%).

• Generalized anxiety disorder, social phobia 
(social anxiety disorder), and panic disorder 
modestly increased in prevalence across ado-
lescence. Specific phobia and separation anxi-
ety disorder decreased in prevalence, and 
agoraphobia remained about the same.

• The anxiety disorders most likely to involve 
severe impairment (excluding posttraumatic 
stress disorder) were social phobia (1.3%), 
generalized anxiety disorder (0.9%), specific 
phobia (0.6%), and separation anxiety disor-
der (0.6%).

The second is the Great Smoky Mountains 
Survey, which began in the early 1990s to follow 
1,420 participants living in the southeastern 
United States across 20 years starting from ages 
9 to 13 [1]. Highlighted findings from this survey 
include the following:

• Replicating previous findings, the overall pat-
tern was U-shaped, with a trough in preva-
lence during middle childhood, followed by 
increasing prevalence beginning around age 
15 years and continuing into the transition-age 
period.

• By age 26  years, the cumulative 3-month 
prevalence rate of any anxiety disorder was 
22.7%.

• Prevalence of generalized anxiety disorder 
steadily increased across the transition-age 
period: from about 1.5% to 4% in females and 
from about 0.5% to 3% in males.

• Prevalence of panic disorder and agorapho-
bia made a sudden jump between ages 16 and 
19 years, from near 0% to about 1–3%, then 
remained constant through the age of 
26 years.
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• Social anxiety disorder and specific phobia 
were relatively uncommon across develop-
ment (≤ 1%).

• 13.8% of those with an anxiety disorder met 
criteria for 2 or more anxiety disorders at any 
point in time.

Though the findings of these two studies are 
not entirely aligned, they present some clear 
takeaways. First, one out of every three to five 
TAY will have had an anxiety disorder by the age 
of 26  years. Second, the trends in the onset of 
generalized anxiety disorder and panic disorder 
suggest the need for prevention during the rela-
tively low-anxiety middle childhood period. 
Third, females are at a higher risk of developing 
anxiety disorders than males. These points lead 
us to a discussion of risk factors for anxiety 
disorders.

 Risk Factors

The risk factors for anxiety disorders can be 
divided into three categories: genetic, environ-
mental, and temperamental. The relative impor-
tance of these types is likely unique to each 
individual, and clinicians should take into 
account all three types during their assessments 
(see “Assessment” section).

Genetic risk factors have been investigated 
through family studies, which have shown certain 
anxiety disorders to be heritable. Transmission of 
the same disorder from parent to offspring was 
observed in studies of panic disorder [29, 30], 
social anxiety disorder [31], and specific phobia 
[32]. In general, rates of any anxiety disorder are 
higher in offspring of affected parents (21–68%) 
compared with offspring of neurotypical parents 
(0–26%) [33]. Furthermore, parents with major 
depressive disorder are more likely to have off-
spring with anxiety disorders [34].

Environmental risk factors include parenting 
behaviors, life events, and interpersonal relation-
ships. Parental factors that increase risk for anxi-
ety in 12- to 18-year-olds include less warmth, 
more interparental conflict, overinvolvement, and 
greater hostility [35]. Difficult life events such as 

parental separation and poverty before age 
5 years predict the development of anxiety disor-
ders at age 15 years [36]. Peer-peer interactions 
are also likely contributors, and peer rejection 
and exclusion at the start of high school has been 
linked to later social anxiety disorder [37]. 
Important to consider are the results of twin stud-
ies, which have shown that unique, unshared 
environmental factors play a greater role in the 
development of anxiety than shared environmen-
tal factors do [38, 39]. This suggests that unshared 
life events and distinct interpersonal relation-
ships more significantly impact anxiety than 
shared parenting behavior does. Nevertheless, all 
factors undoubtedly contribute.

Temperamental risk factors with the most 
research evidence to support their impact are 
behavioral inhibition and anxiety sensitivity. 
Behavioral inhibition is the persistent tendency to 
withdraw or act reticent in novel situations or 
with unfamiliar people [40]. Toddlers and chil-
dren who exhibit behavioral inhibition are more 
likely to later develop social anxiety disorder [41, 
42]. Anxiety sensitivity is the tendency to inter-
pret physiological arousal as having negative 
consequences, leading to a “fear of fear” cycle 
[43]. In TAY, anxiety sensitivity has been shown 
to predict later onset of panic attacks and devel-
opment of anxiety disorders [44, 45].

While it is convenient to separate these vari-
ous risk factors for our conceptual understanding, 
in reality they interact in complicated, variable 
ways. Genetics and temperament may potentiate 
the effect of environmental factors on anxiety. 
Reciprocally, environmental factors may affect 
epigenetics and the microbiome, both of which 
have been linked to anxiety [46, 47] and are pos-
sibly heritable [48]. For this reason, the assess-
ment of TAY should be holistic. Rather than 
consider these risk factors as criteria to be 
checked, clinicians should take advantage of 
them as guideposts for thorough social and fam-
ily history-taking during the evaluation for anxi-
ety disorders.

Acknowledging these risk factors is especially 
important for the mental healthcare of TAY popu-
lations at higher risk of anxiety disorders. At one 
university, transfer students were found to be sig-
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nificantly more anxious than non-transfers, but 
the reasons for this were not explored [49]. 
Various studies have found that TAY of sexual 
minorities display higher symptoms of anxiety 
[50–52]. TAY with autism spectrum disorder are 
also prone to anxiety [53, 54].

In concluding this section on epidemiology, 
we underscore the need for further research and 
prevention measures. In this new era of online 
hyperconnectivity, new prospective longitudinal 
studies are warranted for comparison of preva-
lence numbers with those of the NCS-A and the 
Great Smoky Mountains Study, and for investiga-
tion of new kinds of risk factors. While these 
studies are being conducted for the future, we 
must intervene in the present. We now know that 
the middle childhood period may be an optimal 
time for prophylaxis against generalized anxiety 
disorder, panic disorder, and agoraphobia. We 
know that women must be better supported and 
heard, so that the gender gap in prevalence of 
anxiety disorders may close. And we know that 
outreach to TAY should make sure transfer stu-
dents, LGBTQ+ people, and neurodivergent 
youth feel welcome and included. By under-
standing epidemiology, we can design more 
impactful approaches to help TAY with their 
anxiety (see “Outreach and Prevention” section).

 Assessment

Effective treatment of anxiety disorders requires 
a thorough assessment of not only the patient’s 
symptoms but also the patient’s personal charac-
teristics and functioning. Here, we discuss the 
guiding principles for the assessment of anxiety 
disorders in TAY, including clarification of treat-
ment logistics, routine screening, differential 
diagnosis and evaluation, social and family his-
tory, and use of collateral information.

 Treatment Logistics

The act of seeking mental healthcare alone can be 
anxiety-provoking, especially for TAY.  Some 
concerns may stem from the novelty of the situa-

tion; TAY are likely to be navigating mental 
healthcare on their own for the first time, possibly 
without their parents’ knowing. Seeking care 
without parental help, anxious youth may have 
questions about finances and privacy, including 
issues of service fees, confidentiality, and billing. 
The complexity of these issues adds an under-
standable burden to the process of self-initiating 
health-seeking behavior. Mental healthcare prac-
titioners, on first meeting a transition-age person, 
must acknowledge these issues and explicitly 
address these concerns. By clearing the air of 
these worries about the process, healthcare prac-
titioners and TAY can build trust and work out the 
logistics necessary for a sustained therapeutic 
relationship.

 Screening and Diagnosis

It is recommended that all TAY be routinely 
screened for anxiety symptoms due to the high 
prevalence of anxiety disorders in this age group. 
Screening can consist of interview questions and/
or tools for rating symptoms and functioning. 
The general clinical interview is one of the most 
important means of gathering information as it 
allows providers to gain a comprehensive under-
standing of the patient. Starting with a broad 
approach and informal conversation is also a 
good means of establishing rapport. This is espe-
cially important with TAY, as they are more likely 
to camouflage their symptoms and rationalize 
their avoidance of stressful situations. Apart from 
beginning with general topics, potential means of 
establishing rapport include avoiding any signs 
of disapproval and providing normalizing 
psychoeducation.

For patients who self-report anxiety symp-
toms, or if indicated by screening, there are a 
variety of established interview schedules and 
clinician-administered scales based on DSM cri-
teria that can be used to supplement the clinical 
interview to establish a diagnosis and/or to assess 
symptom severity and functional impairment 
(Table 7.2). As tools, they are generally catego-
rized for children or adults; therefore, assessing 
TAY often involves utilizing multiple resources. 
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It should be noted that the structured interview 
style may feel artificial or uncomfortable to TAY 
patients, so the prior establishment of rapport is 
critical.

Gathering together all information from the 
clinical interview and the assessment tools, clini-
cians may arrive at a diagnosis of an anxiety dis-
order or multiple disorders. Characteristic clinical 
presentations of anxiety disorders include:

• Generalized anxiety disorder: excessive 
uncontrollable worry about a variety of topics 
accompanied by cognitive/physical symptoms 
such as restlessness, fatigue, impaired 
concentration

• Social anxiety disorder: disproportionate fear 
specific to social situations due to feelings of 
being noticed or scrutinized, leading to avoid-
ance of social situations

• Panic disorder: recurrent unexpected panic 
attacks and fear of having more attacks, lead-
ing to avoidance of situations that may pro-
voke an attack

• Agoraphobia: marked fear about situations in 
which escape or receiving help may be 
 difficult such as using public transportation, 
being in open or enclosed spaces, being in a 
crowd

• Specific phobias: unreasonable excessive 
fear instantaneously triggered by specific 
object or situation that significantly impacts 
functioning

• Substance-induced anxiety disorder: anxiety 
or panic within a month of ingestion of a sub-
stance known to cause anxiety

 Differential Diagnosis

As always, it is important to create a differential 
diagnosis of somatic, psychiatric, and substance- 
induced conditions that may mimic or contribute 
to anxiety. General medical conditions such as 
hyperthyroidism, migraine, asthma, seizure dis-
orders, pheochromocytoma, and substance use 
including caffeine, levothyroxine, and steroids 
should be assessed. Psychiatric disorders such as 
attention deficit hyperactivity disorder, psychotic 
disorders, developmental disorders such as 
autism spectrum disorder, learning conditions, 
bipolar disorder, and depression can all present 
with some symptoms similar to those seen in 
anxiety disorders. These include restlessness, 
social withdrawal, and persistent worries about 
performance.

 Social History

Taking a thorough social history is a prerequi-
site for an effective clinical interview. While 
any anxiety disorder treatment requires a holis-
tic view of the patient, this is especially crucial 
for TAY as their rapidly changing circumstances 
may be large contributors to their symptoms. 
Furthermore, as TAYs adjust to separation and 

Table 7.2 Assessment tools for anxiety in children and 
adults

Semi-structured 
interviews Anxiety scales

Ratings of 
global function

Primarily 
categorical 
diagnostic 
interview 
questions

Primarily self-report 
questionnaires for 
symptom presence 
and severity [55]

Primarily 
measures of 
overall 
functioning or 
treatment 
progress [56]

Anxiety 
Disorders 
Interview 
Schedule 
(ADIS) [57]
K-SADS-PL 
DSM-5 [58]

Multidimensional 
Anxiety Scale for 
Children (MASC)
Screen for Child 
Anxiety Related 
Disorders 
(SCARED)
Spence Children’s 
Anxiety Scale 
(SCAS)
Youth Anxiety 
Measure for DSM-5 
(YAM-5)
Generalized Anxiety 
Disorder Screener 
(GAD-7)
Clinically Useful 
Anxiety Outcome 
Scale (CUXOS)
Hamilton Rating 
Scale for Anxiety 
(HAM-A)

Clinical 
Global 
Impression 
Scale (CGI)
Children’s 
Global 
Assessment 
Scale (CGAS)
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individuation, the skills and coping mechanisms 
they learn through treatment can have compound-
ing downstream and potentially multigenera-
tional effects. We recommend the HEEADSSS 
psychosocial interview for adolescents, a com-
monly used tool [59]. Example opening ques-
tions for each section include:

• Home and environment: Where do you live, 
and who lives there with you?

• Education and employment: Are you in 
school? Do you work now? What are you 
good at/what’s hard for you?

• Eating: What do you like and not like about 
your body?

• Activities: What do you do for fun? What 
things do you do with your friends, and what 
do you do in your free time?

• Drugs: Many young people experiment with 
drugs, alcohol, or cigarettes. Have you or your 
friends ever tried them? What have you tried?

• Sexuality: Are you involved in a relationship? 
How was that experience for you? How do 
you see yourself in terms of sexual 
preference?

• Suicide/depression: Have you ever thought 
about hurting yourself? Have you ever tried?

• Safety: Have you ever been seriously injured? 
Do you use safety equipment (seatbelt, hel-
met)? Is there violence at your school/
neighborhood?

 Family History

Family history is also important to gather, in 
order to evaluate for risk factors associated with 
genetics and parenting style [60]. For children, 
psychiatric evaluation generally requires a family 
assessment, which at minimum includes obtain-
ing family history from a caregiver and observing 
the child interact with a caregiver. This is because 
family, though often the child’s primary resource 
for healing, can also be the primary source of dis-
tress. While this level of assessment is often not 
possible for TAY who live away from parents, the 
importance of family in the patient’s life is often 
still true for this population. Therefore, it is 

important for providers to ask patients about their 
interactions with their family and to observe 
whether there is a relationship between interfa-
milial interactions and their anxiety disorder. 
Family history should include specific questions 
on parenting style (authoritarian or permissive), 
changes such as separation or divorce, and paren-
tal unavailability. The family evaluation should 
provide enough data to characterize the family’s 
structure, level of communication, belief system, 
and regulatory functioning.

 Collateral Information

If appropriate and feasible (and approved in the 
case of non-minors), obtain collateral informa-
tion from parents, school personnel, roommates, 
and/or romantic partners. Information about anx-
iety symptoms from multiple sources is impor-
tant to counteract incomplete agreement among 
informants. Others’ perceptions of the impact on 
functioning can supplement the youth’s self- 
experience [58]. Furthermore, the perspectives of 
others can provide insight into the youth’s devel-
opmental progress, the knowledge of which 
enables developmentally appropriate therapy. 
Finally, establishing relationships with collateral 
contacts can allow the mental health practitioner 
to suggest collaborative treatment strategies. By 
leveraging the youth’s connections with others, 
clinicians can provide care that is more accessi-
ble, acceptable, and sustainable.

 Treatment

Treatment of TAY with anxiety disorders is mul-
timodal. Providers should consider “education of 
the patient about the anxiety disorder, consulta-
tion with primary care physicians and other pro-
viders, cognitive-behavioral interventions, 
psychodynamic psychotherapy, family therapy, 
and pharmacotherapy” [61]. Underlying all treat-
ment modalities is the therapeutic alliance, in 
which provider and patient take a collaborative 
strength-based approach to effecting positive 
change in the patient’s life. In this section, we 
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discuss general considerations for treatment and 
then introduce each potential therapeutic modal-
ity for clinicians’ independent research.

 General Considerations

For planning the treatment of anxiety disorders, 
clinicians should reference the Practice 
Parameter for the Assessment and Treatment of 
Children and Adolescents with Anxiety Disorders, 
released by the American Academy of Child and 
Adolescent Psychiatry [61]. From this practice 
parameter and our own clinical judgment, we 
provide the following general considerations:

• The earlier the better: Treatment should begin 
as early as possible. It has been shown that 
earlier treatment leads to better longitudinal 
outcomes [62]. This consideration relies on 
frequent screening, building rapport, and com-
municating effectively with the patient.

• Goals of care: Treatment should begin with a 
discussion of goals of care. Given that transi-
tion to adulthood is naturally anxiety-provok-
ing, clinicians should set expectations early 
on, so that patient and provider have a com-
mon scale with which to measure progress. It 
is helpful to have both short- and long-term 
goals: for example, learning and implement-
ing a particular coping strategy in the short 
term, and reducing symptom frequency, 
intensity, or duration in the long term. The 
discussion should also be frequently revisited 
so as to help patients reflect upon their 
achievements and learn self-monitoring 
strategies.

• High rate of service disengagement: It is well 
known that TAY have lower levels of engage-
ment with mental healthcare services [63]. 
While there are a multitude of structural fac-
tors that contribute to this higher rate of ser-
vice disengagement, there are also individual 
factors and attitudes specific to TAY that con-
tribute to this phenomenon (see “Barriers to 
Treatment” section). It is important to address 

these thought patterns and to help patients 
appreciate their strengths and progress.

• Factors to consider for treatment selection: 
Treatment selection should be based on psycho-
social stressors, risk factors, severity of symp-
toms, impairment of disorder and comorbid 
disorders, developmental functioning, and fam-
ily functioning. In addition, the provider’s own 
training, patient’s access to care, and affordabil-
ity of treatment should be considered.

• Monitoring: It is recommended that both 
functional impairments and symptom reduc-
tion be monitored during treatment as residual 
anxiety disorder symptoms can increase the 
risk for relapse of the same or a comorbid 
anxiety disorder.

Based on studies and practice parameters, we 
recommend that the treatment of anxiety disor-
ders of mild severity should begin with psycho-
therapy, most commonly cognitive behavioral 
therapy. This method allows providers to inten-
tionally communicate and share understanding of 
the patient’s difficulties, as well as acknowledge 
strengths. This method also facilitates the neces-
sary development of resilience and self- 
management skills. We also recommend family 
therapy for TAY with relevant risk factors. For 
patients with greater symptom severity, other 
adjunctive treatments targeted at specific symp-
toms should be considered (see section “Potential 
Treatment Modalities”).

If initial psychotherapy does not yield signifi-
cant amelioration, medication should be started. 
We also consider medications at the outset—
either before starting therapy or concurrently—in 
cases of greater functional impairment or symp-
tom severity, or if psychotherapy is not possible 
[64]. Medication treatment should last at least 
12 months after the patient begins to feel better. If 
the patient’s symptoms are stable for 1 year, pre-
scribing providers should converse with TAY and 
families to determine if medication should be 
continued or tapered under supervision [65]. 
Patient and family preferences must play a big 
role in all decisions.

K. L. Sun et al.



133

 Potential Treatment Modalities

 Modality #1: Resilience and Self- 
Management Skills Development
Since this period of life features significant 
changes, TAY must be equipped with strategies 
that help them deal with stress during novel situa-
tions [66]. In addition, as TAY begin to self- 
manage their daily behaviors without their parents’ 
scaffolding, they must receive help in developing 
healthy sleep habits, nutrition, exercise, financial 
responsibility, and relationships. Developing these 
skills of resilience and self- management, TAY can 
address potential contributing factors of anxiety: 
avoidance and risk-taking behaviors, poor sleep 
and diet, sedentary indoors lifestyle, social isola-
tion, and “failure to launch” in general [67].

 Modality #2: Family Therapy
Since one-third of all 18- to 34-year-olds live in 
their parents’ home [68], and since parental 
 anxiety and parenting styles are risk factors for 
anxiety in their children [69], it is essential that 
family therapy be considered as treatment for 
TAY. Approaching issues as they arise in the fam-
ily structure and process, rather than only in the 
individual, the clinician gains a more dynamic 
view into stressors and behaviors that contribute 
to anxiety. Furthermore, the clinician can lever-
age the strengths of the existing parent-child and/
or parent-parent relationships in their suggestions 
of family-based interventions.

 Modality #3: Cognitive Behavioral 
Therapy (CBT)
Adaptive coping skills are at the core of CBT. These 
skills are gained through psychoeducation about 
the anxiety disorder and cognitive restructuring, as 
well as through exposure to feared stimuli and 
somatic management skills training (e.g., relax-
ation and deep breathing). Importantly, CBT also 
involves coordinating relapse prevention plans. 
For treating specific anxiety disorders, CBT modi-
fications, such as social skills training for social 
anxiety [70] and interoceptive exposure for panic 
disorder [71], have been shown to be of benefit.

Cognitive behavioral therapy is supported by 
numerous randomized controlled trials and is 
considered the first-line psychotherapy for anxi-
ety disorders in youth [61]. The principal evi-
dence base is the Child-Adolescent Anxiety 
Multimodal Study (CAMS), the largest clinical 
trial for treatment of anxiety, which showed that 
CBT, medication (sertraline), and combination 
treatment are all more effective than placebo, 
and the combination is more effective than 
monotherapies [72]. Importantly, short-term 
outcomes for CBT in youth are among the most 
favorable [73].

However, subsequent studies have shown 
that relapse occurred in almost half of youth 
responders, suggesting that further research is 
necessary to determine treatment optimization 
for nonresponders as they go on to develop 
increasing impairment in adulthood. Further, 
there are no specific guidelines for CBT in TAY, 
even though research shows that individually 
tailored, developmentally sensitive approaches 
to CBT are the most effective. It has been sug-
gested that CBT for TAY should focus on con-
textual factors such as family environment, peer 
interaction, and age- appropriate settings includ-
ing dorms and parties [74].

 Modality #4: Short-Term 
Psychodynamic Psychotherapy
Psychodynamic psychotherapy views anxiety as 
a sign of internal, unconscious distress and con-
flict that needs to be consciously understood and 
addressed. Supportive and expressive techniques 
are used to decrease internal conflict and allow 
regulation of impulses and affect.

Benefits of this modality in TAY are that it 
may increase insight into typical behavior pat-
terns, defenses, and responses to thoughts or con-
flict. It may also help youth work through 
underlying fears and difficult memories that 
impact their trust in others and separation from 
guardians. By acknowledging the challenges of 
childhood, clinicians can build a therapeutic alli-
ance with TAY in which they feel understood and 
more expressive [75].
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 Modality #5: Interpersonal Therapy 
(IPT)
Interpersonal therapy is a short-term treatment 
focused on how interpersonal events affect the 
patient’s emotional state. By framing difficulties 
in interpersonal terms, problematic relationships 
can be addressed. This intentional focus on social 
interactions may be particularly beneficial for 
TAY as they navigate their identity, role confu-
sion, and formation of intimacy. Although this 
psychotherapy was originally specifically for 
treating depression, it has since been shown to be 
effective for anxiety disorders and used for other 
conditions [76].

 Modality #6: Mindfulness-Based 
Interventions (MBIs)
Structured mindfulness-based approaches are 
gaining traction as interventions for children and 
adolescents and have been dubbed “third wave 
therapies.” The third wave of cognitive behav-
ioral therapy refers to a set of new approaches 
that deals with the individual’s relationship to 
thought and emotion. These approaches combine 
classic CBT’s focus on maladaptive thinking pat-
terns with new areas of interest: acceptance, val-
ues, goals, metacognition, and mindfulness [77]. 
Mindfulness, adapted from Eastern Buddhist tra-
ditions, refers to the practice of paying attention 
purposefully and non-judgmentally [78].

Mindfulness-Based Stress Reduction 
(MBSR)—the first MBI to gain empirical sup-
port—consists of various mind-body meditative 
practices, such as sitting meditation, body scans, 
and yoga, in an 8-week group format [79]. 
Mindfulness-Based Cognitive Therapy (MBCT) 
is an adapted form of MBSR that adds a compo-
nent of cognitive therapy. The potential benefits 
of this treatment include improvement of self- 
regulation and emotional awareness [80]. There 
is evidence to suggest that it can be a useful 
adjunct to behavioral and medical interventions 
for children, adolescents, and their parents, and 
that it supports the reduction of anxiety and 
depression symptoms [81]. However, overall 
research is limited with mixed results from meta- 
analyses [82].

 Modality #7: Acceptance 
and Commitment Therapy (ACT)
Acceptance and commitment therapy is another 
third-wave therapy that incorporates mindful-
ness, acceptance of experiences without judg-
ment, and a commitment to change as means of 
coping with unwanted thoughts or feelings. There 
is growing interest in ACT as a school-based 
intervention for anxious youth in particular [83]. 
Preliminary evidence is promising [84, 85], but 
more research of ACT’s effectiveness for TAY 
needs to be conducted.

 Modality #8: Dialectical Behavior 
Therapy (DBT)
Dialectical behavior therapy is another third- 
wave therapy and was originally developed for 
the treatment of patients hospitalized after self- 
harm. It is based on the concept that a unified 
view of life requires acceptance of opposing 
forces, such as the contrast between acceptance 
and change (i.e., “radical acceptance”). Often a 
mixture of individual and group therapy, DBT 
helps patients identify their reactions to conflict 
and commit to change. It does so by combining 
skills of mindfulness, interpersonal effectiveness, 
and emotional regulation. DBT has mainly been 
shown to be effective for borderline personality 
disorder [86]. There is a dearth of literature for 
use in anxiety disorders, but its efficacy in emo-
tional regulation skills has led to the suggestion 
of its use as an adjunct or in cases of treatment- 
resistant anxiety [87, 88].

 Modality #9: Medications
When anxiety disorder symptoms are moderate 
or severe, when impairment makes participation 
in psychotherapy difficult, or when psychother-
apy results in a partial response, then treatment 
with medication is recommended. Selective sero-
tonin reuptake inhibitors (SSRIs) have emerged 
as the first-line medication for treating anxiety in 
children and adolescents. Multiple randomized 
controlled trials support their efficacy, both alone 
and in combination, for the treatment of anxiety 
disorders in youth.

Considerations when prescribing SSRIs 
include the following:
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• There is no empirical evidence for a particular 
SSRI being more effective. Clinically, the 
choice depends on side effect profile, duration 
of action, and response in first-degree relatives 
with anxiety. If SSRIs need to be switched, 
they should be cross-tapered.

• SSRIs are generally well tolerated. Mild and 
transient effects include gastrointestinal 
symptoms, increased motor activity, and 
insomnia.

• Importantly, SSRIs have a regulatory boxed 
(“black-box”) warning for increased risk of 
suicidality [89]. This was based on a pooled 
analysis of 24 short-term placebo-controlled 
trials of 9 antidepressants (including SSRIs) in 
children and adolescents with systematic psy-
chiatric disorders [90]. This is a low- frequency 
event, and multiple subsequent studies have 
not been able to show a correlation between 
antidepressant use and suicidality [91]. 
Nevertheless, the use of SSRIs requires prior 
consent and a close monitoring strategy.

• Visit frequency may be reduced after an effec-
tive dose of medication has been reached. It is 
important to note that both psychotherapy and 
pharmacotherapy may not result in full remis-
sion of symptoms. After symptoms have been 
stable and reduced for a year on medication 
maintenance, gradual tapering can be initiated 
with observation for any recurrence.

• There are no specific dosing schedules for youth, 
but it is recommended to “start low, go slow.” If 
the patient tolerates the lowest available dose for 
a week, then the dose can be incrementally 
increased to initial therapeutic dose. If symp-
toms do not ameliorate in 6–8 weeks, the dose 
can be incrementally increased and assessed 
until the maximum dose is reached or side effects 
become intolerable. Dosages for children are 
often similar to those for adults [92].

• Positive synergistic effects have been shown 
when SSRIs are combined with psychotherapy. 
In our discussion of the CBT modality above, 
we pointed out the CAMS study’s findings: 
SSRIs alone are effective, but SSRIs in combi-
nation with CBT are even more effective [72].

There is less data on other medications, and 
their use should be carefully considered.

• Serotonin norepinephrine reuptake inhibi-
tors (e.g., venlafaxine) or buspirone (partial 
postsynaptic serotonin agonist, full presyn-
aptic serotonin agonist) can be used as an 
alternative alone or in combination with 
SSRIs [65].

• Benzodiazepines (GABA agonists) have been 
identified as helpful anxiolytics in acute-phase 
treatment [93]. However, due to their addic-
tive potential and the lack of longitudinal 
research, they are primarily used as short-term 
adjuncts to SSRIs [64].

• Tricyclic antidepressants are not generally 
recommended, due to their unfavorable side 
effect profile (cardiac abnormalities, constipa-
tion, sedation) and their lack of demonstrated 
effectiveness [94]. There is only marginal evi-
dence of their effectiveness at treating depres-
sion in adolescents [95].

• Current guidelines do not recommend low- 
potency antipsychotics, beta-blockers, or anti-
histamines for pharmacological treatment of 
anxiety disorders in adolescents. However, 
propranolol can be effective in certain specific 
circumstances of anxiety, such as performance 
anxiety [96].

Overall, whenever considering initiation of 
pharmacotherapy for TAY with anxiety disor-
ders, a risk-benefit ratio must be carefully 
assessed. CBT is preferred for mild symptoms 
as it has a more favorable side effect profile. 
Further, since there is a lack of longitudinal 
studies of antianxiety pharmacotherapies in 
youth, current guidelines recommend medica-
tion-free trials once a patient has had stable 
reduction in symptoms for a year on an 
SSRI. However, multimodal treatment remains 
very important in anxiety disorders, with evi-
dence of effectiveness using combination CBT 
and SSRI therapy. Therefore, in patients with 
more severe symptoms, pharmacotherapy is an 
important modality to consider.
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 Barriers to Treatment

In the previous two sections, we discussed how to 
assess for and treat anxiety disorders in 
TAY. Although this knowledge is helpful for pro-
viding the best care possible to anxious TAY, our 
efforts are stymied by inaccessibility and under-
utilization. The 2001–2002 National 
Epidemiological Survey on Alcohol and Related 
Conditions found that among TAY aged 
18–24 years with anxiety disorders, only 15.9% 
in college and 12.4% not in college had received 
any past-year mental health treatment [97]. 
Higher rates were found in the 2007–2009 
Healthy Minds Survey, which included college 
students older than 26: 50–60% of students with 
panic disorder or generalized anxiety disorder 
received medication or therapy in the past year. 
However, only 15–20% of students with anxiety 
disorders were currently undergoing therapy or 
counseling [98].

These findings beg the question: how does 
anxiety affect access to care in TAY? Plenty of 
literature exists around large-scale, systemic bar-
riers: the shortage of child- and adolescent- 
focused mental health practitioners, much less 
those that are TAY-focused [99]; the financial 
cost with or without insurance [100, 101]; and 
stigma around mental health [102]. Yet scarce lit-
erature exists that examines how anxiety interacts 
with these factors to uniquely affect access to 
care.

Here, we attempt to take the perspective of the 
anxious TAY. We reproduce the self-reported atti-
tudes of TAY from the Healthy Minds Survey, and 
then we suggest how anxiety may underlie or 
exacerbate these attitudes and behaviors. We jus-
tify this approach by leaning on a key concept of 
cognitive behavioral therapy: that thoughts, feel-
ings, and behaviors are interconnected. Knowing 
that TAY practice avoidant behaviors of mental 
health services, we can use the thoughts that TAY 
provide through surveys to interpolate their feel-
ings of anxiety. By doing this, we can understand 
why TAY view services unfavorably [103] and are 
so likely to terminate treatment early [104, 105].

The following quotes come from the Healthy 
Minds Study survey, which collected 13,105 
online responses from college students at 26 
institutions [106]. The relevant analysis focused 
on students with a mood disorder, anxiety disor-
der, or suicidal ideation who reported no treat-
ment in the past year, despite feeling low stigma 
and positive beliefs about treatment. These stu-
dents provided various reasons for not receiving 
treatment. These quotes are accompanied by the 
percentages of students who endorsed them and 
by our suggestions of how anxiety specifically 
may interact with each quoted attitude.

I prefer to deal with these issues on my own (55%).

Self-reliance is an important and desirable 
trait in TAY who are individuating. With their 
own power, they must practice problem-solving 
and coping skills, as these are essential for resil-
ience in the face of adult challenges. However, 
TAY with clinically significant levels of anxiety 
need at least some support with addressing their 
distress and functional impairment. This dis-
agreement between needs and thoughts may have 
roots in anxious feelings about confidentiality, 
attitudes towards healthcare professionals’ rec-
ommendations, and self-medication behaviors 
for supposed lessening of anxiety.

 Confidentiality

As we have discussed previously, TAY, who are 
navigating mental healthcare on their own for the 
first time, may have concerns about privacy while 
on parents’ insurance. Indeed, some insurance 
companies may send an invoice to the parents 
who are the policyholders, after their child pays a 
co-pay for mental health services [107]. There 
are a variety of reasons that anxious TAY may not 
want their parents to know about treatment:

• Their anxiety may be linked to behaviors 
(i.e., substance use, Internet addiction), iden-
tities (i.e., sexual minorities), or experiences 
(i.e., sexual assault, emotional abuse) that 
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would provoke negative reactions from their 
parents.

• Their anxiety may be linked to their parents’ 
parenting style, which was previously men-
tioned as a risk factor for anxiety disorders.

• They may feel anxious about their parents’ 
well-being, which could supposedly worsen if 
they were to find out about their child’s func-
tional impairment.

• They may be preoccupied with individuating 
from their parents out of conflict or necessity.

Outreach to TAY should acknowledge these 
reasons, address concerns about billing, and pro-
pose confidential treatment as an approach to 
handling these parent-related issues. Towards 
these aims, we take the same positions as those 
endorsed by the Society for Adolescent Health 
and Medicine, the American Academy of 
Pediatrics, and the American College of 
Obstetricians and Gynecologists [108]. Programs 
should consider all legal options for delivering 
confidential services. Mental healthcare profes-
sionals can help their TAY patients contact their 
insurance providers for policy information and 
for procedures to avoid unwanted disclosure. At a 
systems level, we encourage legislation to elimi-
nate the sending of explanation of benefit notifi-
cations and other similar notices when TAY 
insured as dependents obtain sensitive services.

 Attitudes Towards Treatment 
Recommendations

TAY’s high rates of attrition and underutilization 
of mental health services can be partially 
explained by youths’ attitudes towards the mental 
healthcare they receive. Anxious TAY may feel 
that treatment is too risky or difficult and there-
fore not worth seeking. We suggest the following 
reasons:

• TAY with social anxiety disorder, panic disor-
der, and agoraphobia may have difficulty 
trusting unfamiliar healthcare professionals or 
group therapy settings.

• The practiced avoidant behaviors of anxiety 
disorders in general can affect youths’ will-
ingness to try their treatment 
recommendations.

• The disabling physiological responses of anx-
iety disorders can affect youths’ abilities to 
carry out treatment recommendations, despite 
their best efforts.

Treatment of TAY should acknowledge that 
this is a tricky dance between professional and 
client. Trust can be gained by following guiding 
principles for participatory action research with 
marginalized youth: situated problem- and 
inquiry-based approach, genuine collaboration, 
and commitment to active intervention [109]. 
Empowerment and self-belief can be gained 
through motivational interviewing, which can 
improve initial engagement and overall symptom 
reduction according to preliminary evidence 
[110]. Finally, realistic progress can be made 
through gentle pushing and a stepwise approach, 
as in exposure therapy [111].

 Self-Medication Behaviors

Substance use is high among TAY, and self- 
treatment of anxiety is a significant reason pro-
vided [112]. The 2015 College Prescription Drug 
Study examined the nonmedical use of prescrip-
tion drugs in 3,918 students. When they asked 
students why they use, “to relieve anxiety” was 
endorsed by 35.1% of pain medication users, 
48.8% of sedative users, and 9.3% of stimulant 
users [113]. Cannabis has also been perceived to 
help with anxiety by 61.8% of “medical” users 
[114]; alcohol, by socially anxious individuals 
[115].

Unfortunately, the reality is that these self- 
treatment behaviors often heighten levels of anxi-
ety and increase risk for development of anxiety 
disorders [116–119].

However, treatment of TAY should not shame 
them for their self-medication behaviors. Instead, 
these behaviors can be leveraged to explore their 
deeper reasons for drug use and to understand 
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their goals of care. Outreach efforts to TAY also 
benefit from understanding these behaviors. 
Campaigns to address substance use disorders 
can offer TAY other ways of coping with their 
anxieties.

I don’t have time (51%).

During this period of transition, youth often 
feel overwhelmed by their responsibilities. The 
way they work in higher education and in their 
first jobs is new and different from their child-
hood schoolwork. The perceived significance of 
their work—earning good grades in difficult 
higher education schoolwork, hunting for jobs, or 
performing well at work—may be greater. Along 
with these work-related stressors, they may have 
time committed to newly developing 
relationships.

TAY who are already anxious about these 
responsibilities may find the extra commitment 
of mental health services to be too much to han-
dle. They may also feel anxiety around having to 
figure out the logistics to access care. Without 
their parents’ support and scaffolding, they may 
think that navigating the process is daunting and 
time-consuming.

Outreach to TAY must bill itself as being 
accessible and convenient. Lengths and fre-
quency of appointments should be reasonable 
and respectful of TAY’s time and stress. When 
youth do begin treatment, the topics of time man-
agement and work-life balance are critical to 
explore.

Stress is normal in college/graduate school (51%).

It takes maturity and strength to accept stress 
as a normal part of life and to consider a healthy 
level of stress as a positive motivating factor. 
Youth who report this belief likely understand the 
need for coping skills and stress management to 
function. However, in TAY with anxiety disor-
ders, providing this reason for not seeking treat-
ment leaves us with more questions than answers.

First, we wonder if these anxious TAY are 
accurately distinguishing between stress and anx-
iety. Do they believe that stressors are universally 
experienced, that their levels of anxiety around 
these stressors are normal, or both? Do they have 

insight into their impaired levels of functioning, 
or do they believe their functioning is within nor-
mal limits of college students? It seems that out-
reach to TAY should equip them with a clear 
lexicon, separating stressful experiences from 
anxious feelings and impaired functioning.

Second, this statement may suggest a lack of 
a nuanced understanding of how stress interferes 
with functioning. In TAY with ongoing cogni-
tive and emotional growth, the idea of normal 
functioning is still dynamic during their tran-
sition to adulthood. Older adults, on the other 
hand, have decades of experience of their own 
normal functioning, so a departure from nor-
mality is more noticeable to themselves. Since 
TAY’s self- awareness of any abnormal func-
tioning may be less developed, they may believe 
their functional impairment to be a “normal” 
response to the high level of stress common 
to everyone. Treatment of TAY should involve 
an exploration of what “normal functioning” 
means to them, thus establishing baselines for 
future self-assessments.

Third, the use of the word “normal” is notable 
in and of itself. By leaning on the word “normal” 
to justify avoiding treatment, TAY may be sug-
gesting significant levels of personal stigma. 
These negative attitudes towards people with 
mental health problems may make them unwill-
ing to acknowledge their own issues, for fear of 
harming their own self-esteem [120]. Indeed, a 
different analysis using the same Healthy Minds 
survey found that personal stigma was negatively 
associated with several measures of help-seeking 
[121]. Fascinatingly, the survey participants who 
endorsed this reason also said they felt low public 
stigma towards mental health treatment. So why 
would TAY feel ashamed to begin treatment? We 
suggest a simple reason for anxious TAY: they do 
not wish to see themselves as being abnormal. 
Even if their peers withhold judgment and are 
supportive, and even if these anxious TAY have 
positive opinions about the benefit of treatment, 
they may not want to label themselves as needing 
help. This fear of deviating from the norm is 
understandable, considering that the transition 
years focus so heavily on consolidating identity 
and forming intimate relationships.
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Outreach to TAY, in addition to continuing 
stigma reduction measures, should work to con-
front this personal stigma. Language that uses the 
term “typical” instead of “normal” and that 
describes young adult development as a growth 
process can give TAY better perspective on their 
issues. Examples of celebrities who are valued 
for their extraordinary lives and are proud to seek 
mental health treatment may help tackle the anxi-
ety around being “abnormal” for needing mental 
health treatment.

I question how serious my needs are (47%).

Similar to the quote before, this quote at first 
seems to convey maturity and self-awareness, but it 
may in fact suggest personal stigma or self- stigma 
(negative attitudes towards oneself). An example 
attitude from the Self-Stigma of Seeking Help 
Scale is “I would feel inadequate if I went to a ther-
apist for psychological help” [122]. Unfortunately, 
the anxiety around self-judgment can lead to self-
denial and neglect. This sets up anxious TAY for 
further exacerbation of anxiety symptoms and 
more severe functional impairment.

Outreach to TAY should address the senti-
ments behind this quote explicitly, by  highlighting 
the courage and self-belief required to seek treat-
ment. As high as the risk of anxiety disorders is in 
TAY, there should be no need for them to be their 
own gatekeepers.

In summary, this section framed barriers to 
treatment of anxiety disorders in TAY’s own 
words. By wrestling with these quotes, we better 
understand their inhibitions and avoidances. With 
their perspectives, we can more empathetically 
and collaboratively create treatment and outreach 
approaches that target upstream factors of anxi-
ety and systemic issues of accessibility. Working 
at both levels, we can make help-seeking behav-
iors convenient, confidential, desirable, participa-
tory, and effective for TAY with anxiety.

 Outreach and Prevention

Having identified risk factors of anxiety in the 
“Epidemiology” section, and having highlighted 
anxious attitudes that prevent help-seeking in the 

“Barriers to Treatment” section, we must now 
work to address upstream factors and ease acces-
sibility. How can we do outreach to TAY, espe-
cially to at-risk groups, in a way that acknowledges 
and eases their concerns? And how can we pre-
vent the peak prevalence of anxiety during the 
transition period when it is by definition a time of 
significant change?

This section presents notable examples of 
interventions at various levels: early childhood, 
school settings, peer support, community centers, 
and online. Looking at each of these situations 
where TAY spend significant time and effort, we 
identify how we can leverage people, program-
ming, and rhetoric to craft situation-specific 
approaches to reaching out and preventing anxi-
ety. Before this exploration of interventions, we 
begin by suggesting best practices for all mea-
sures taken.

 Best Practices

We highly recommend the Best Practice 
Framework used by Australia’s headspace model, 
which we will introduce more fully in the 
“Community-Based Interventions” subsection 
[123]. The headspace summary framework con-
sists of four overarching outcomes: accessible, 
acceptable, appropriate, and sustainable.

Accessible practices are those that are afford-
able, convenient, timely, non-stigmatizing, flexi-
ble, inclusive, and awareness-raising. All young 
people up to the age of 26 years should feel wel-
come and accommodated in terms of time, 
finances, and means of access.

Acceptable practices ensure that interventions 
are youth-friendly, confidential, respectful, 
engaging, responsive, competent, and collabora-
tive. This way, service providers and youth can 
together participate in effective care.

Appropriate practices allow for services that 
are early, comprehensive, developmentally 
appropriate, suitable to the stage of illness and 
complexity of presentation, evidence-based, and 
quality-assured. Such services necessitate thor-
ough assessments and reasonable treatment 
plans.
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Sustainable practices are community embed-
ded, integrated within a network, effectively 
managed, and advocates for young people’s well- 
being. Sustainability requires community part-
nerships, promotional campaigns, financial 
responsibility, and active problem-solving.

Using these best practice outcomes as objec-
tives to be achieved and measures for self- 
assessment, outreach and prevention measures 
can be designed, evaluated, and improved. Such a 
design process that is grounded in best practices 
can yield more effective impact on mental health-
care for anxious TAY.

 Early Childhood Interventions

In the “Epidemiology” section, we noted that 
parental anxiety and parenting styles have been 
identified as risk factors for later anxiety disor-
ders. We also discussed how temperamental indi-
cators, especially behavioral inhibition, can 
manifest as early as in the toddler years, and how 
anxiety disorders often arise during the elemen-
tary school years. Taking this all together, we see 
clear opportunities for prevention during early 
childhood.

For longitudinal outcomes, psychiatric treat-
ment of childhood anxiety is critical. There is 
clear evidence of benefit from the Child/
Adolescent Anxiety Multimodal Extended Long- 
term Survey [124]. Participants had a mean age 
of 10.7 years before treatment randomization and 
were diagnosed with an anxiety disorder [125]. 
The options for 12-week treatment included cog-
nitive behavioral therapy, sertraline, combined 
cognitive behavioral therapy and sertraline, and 
pill placebo. At follow-up assessment, with the 
participants now averaging 17.6  years of age, 
there was clear evidence of better functioning, 
increased life satisfaction, and increasing rates of 
employment in the cognitive behavioral therapy 
group compared to the pill placebo group. 
Trajectories for the sertraline group, on the other 
hand, did not significantly differ from placebo; 
the combined therapy and sertraline group only 
differed from placebo in terms of employment 
outcomes. These findings underscore the impor-

tance of early intervention, targeting the first 
peak in prevalence of anxiety during the elemen-
tary school years, so that anxiety disorders do not 
persist into the TAY years.

Children who most need the interventions are 
those with genetic and temperamental risk fac-
tors. Unfortunately, literature around such risk 
reduction programs is sparse. A 2017 systematic 
review found only 2 studies that researched the 
effect of prevention programs on the onset of 
anxiety disorders in at-risk children younger than 
13 [126]. These studies focused on children of 
parents with diagnosed anxiety disorders. 
Significant benefit was demonstrated: at 
12-month follow-up after the program, only 5% 
of children in the intervention group had devel-
oped an anxiety disorder, compared to 31% in the 
control group [127]. The specific intervention 
was a family-based cognitive-behavioral inter-
vention called Coping and Promoting Strength 
[128]. This highlights the importance of family 
therapy for the risk reduction of anxiety disorders 
in early adolescence.

Taken together, this literature affirms the criti-
cal work of child/adolescent psychiatrists and 
child-focused mental health professionals. 
Engaging parents, these practitioners can make a 
significant impact on family dynamics, children’s 
mental health, and TAY’s functioning and well-
being years later.

 School-Based Interventions

For most youth, school is the primary site of 
forming identity and building relationships. It is 
also a place rife with environmental risk factors 
for the development of anxiety. Since youth 
spend so many significant hours in school, and 
since so many youth develop anxiety disorders 
by the age of 26 years, it is necessary from a pub-
lic health standpoint to ideally intervene at the 
kindergarten-through-grade-12 school level.

Since there exists a trough period in preva-
lence of anxiety disorders before the second peak 
of young adulthood (see “Epidemiology” sec-
tion), outreach and prevention for TAY should 
begin in middle school, if not earlier. A 2019 sys-
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tematic review found 20 studies that examined 
American middle and high school-based inter-
ventions for anxiety [129]. These interventions 
ranged from universal programs administered by 
teachers to targeted interventions administered 
by clinicians placed in schools. Of these 20 inter-
ventions, 15 were group sessions, and 17 used 
traditional programs such as cognitive behavioral 
therapy. Results of a meta-analysis showed sig-
nificant reductions in anxiety symptoms after 
intervention compared to control. However, effi-
cacy of the programs was highly variable, and the 
reductions in symptoms were no longer present 
6 months after intervention.

These findings suggest the potential usefulness 
of prevention and intervention programs in school, 
and they bring up questions for research and pro-
gram development. First, both universal and tar-
geted approaches were found to be effective. Feiss 
et al. suggest a curriculum-embedded health unit 
as universal treatment, in addition to elective 
courses and after-school activities as targeted 
treatment. This idea provides both prevention dur-
ing school hours and outreach after-hours, and it 
allows for students with greater symptoms to 
receive more help. However, such an idea must 
ensure that students who use the targeted treatment 
are not stigmatized by others and that group ses-
sions are completely confidential and inclusive.

Second, both trained schoolteachers and men-
tal health professionals were found to provide 
effective interventions. This supports the feasibil-
ity of teacher-led curricular changes that increase 
literacy around anxiety and equip students with 
resilience strategies. However, whether these 
changes can lower anxious TAY’s self-reported 
barriers to treatment remains to be seen.

Third, it is important to recognize that the 
effects of intervention did not persist after 
6 months. This fact suggests the need for longitu-
dinal programming, giving students the chance to 
practice anxiety reduction skills in the face of dif-
ferent stressors. Furthermore, we suggest that 
broader changes are necessary at the level of 
school culture. As organizations, schools too 
should strive towards the best practices identified 
above, in order to lessen students’ potential anxi-
ety around their school experience.

All in all, the preliminary evidence for school- 
based interventions is promising. Further 
research, especially examining the impact of 
mental health curriculum on the later incidence 
of anxiety disorders, remains to be conducted.

 Peer Support Services

Peers can provide invaluable support towards 
outreach efforts. Given that anxious TAY self- 
report believing that “stress is normal,” peers can 
affirm that statement by citing their own experi-
ences of stress, all the while demonstrating to 
TAY that stress impacted their own mental health 
significantly. Furthermore, since TAY report the 
attitude “I prefer to deal with these issues on my 
own,” peers can pass down knowledge to TAY 
about the self-management skills that worked for 
them. In other words, as nonprofessionals, peers 
can feel more relatable and empowering.

Peer support services is a specific peer model 
where TAY who have experienced mental health 
challenges provide support to other TAY, who are 
currently seeking help for similar challenges. 
These types of services are in the early stages of 
development in the United States. A 2017 scop-
ing review found 30 such programs with peers 
who played various roles, from supporting clini-
cal interventions to delivering services entirely 
themselves [130]. Data concerning consumer 
outcomes is still limited, however. Still, it is 
worth examining how peers can be valuable for 
helping anxious TAY.

The scoping review found that the most com-
mon roles played by peers were as follows:

• Instruction, skills development, and mentor-
ing (24 programs): Coaching TAY on symp-
tom management and resilience strategies, 
peers can equip TAY with the skills “to deal 
with their issues on their own.”

• Emotional support (18 programs): Beautifully, 
peers have provided TAY with understanding, 
affirmation, and hope. By lending their ears and 
making TAY feel appreciated, peers can address 
the attitude held by TAY with anxiety disorders: 
“I question how serious my needs are.”
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• Information and education (17 programs): 
Peers have helped increase mental health lit-
eracy in their TAY clients, and they have 
served as navigators for their clients’ treat-
ment options and community resources. These 
services are convenient and forward-looking, 
helping to break down the self-reported bar-
rier “I don’t have time.” Furthermore, by dem-
onstrating their acquired knowledge and 
passion for mental health, peers confront this 
attitude of not having the time for mental 
healthcare.

• Advocacy (15 programs): Peers fundraised 
and campaigned for mental health services at 
organizational and system levels. Taking this 
role, peers help make visible the needs of anx-
ious TAY, and they inspire the investment of 
resources into prevention measures.

From these roles, we can see that peers with 
recent, prior experience with mental healthcare 
have insight into what TAY need, seek out, and 
avoid. Peers reduce stigma, ease skepticism 
towards treatment, and inspire culture change, 
leading to likelier help-seeking by those who fol-
low them closely in age.

 Community-Based Interventions

As TAY separate from parents and individuate, 
they may wish to seek out resources on their own, 
outside of their parents’ health insurance and 
purview. Furthermore, as they begin forming 
mature relationships, they may long for human 
connection outside of what they can find at 
schools. Community centers leverage these TAY 
developmental needs in their accessible, appro-
priate outreach to TAY, engaging them in TAY- 
acceptable care.

A 2019 scoping review describes key attri-
butes of integrated community-based youth ser-
vice hubs for mental health [131]. The eight 
programs that met inclusion criteria for review 
were as follows: headspace and Orygen Specialist 
Program (formerly Orygen Youth Health) in 
Australia, Jigsaw in Ireland, Forward Thinking 
Birmingham (formerly Youthspace) in the United 

Kingdom, Youth One Stop Shops (YOSS) in New 
Zealand, and YouthCan IMPACT, Foundry, and 
ACCESS Open Minds in Canada. The Australian 
headspace model deserves to be highlighted here 
for the research concerning its organizational 
characteristics, its relevance to anxiety in TAY, 
and its success at outreach and prevention. Some 
notable facts about headspace include the 
following:

• The program has over 110 centers across the 
country [132], all of which follow the Best 
Practice Framework that we have described 
previously.

• A total of 99,892 youth accessed a headspace 
center in the 2018–2019 financial year [133]. 
These included members of marginalized 
groups, such as indigenous youth and 
LGBTQ+ youth [134].

• The peak age of presentation at headspace is 
at the beginning of the transition to adulthood 
(ages 15–17  years), and the most common 
presenting problems are mood and anxiety 
symptoms and disorders [135].

• The most common mental health treatments 
provided in headspace centers are cognitive 
behavioral therapy, supportive counseling, 
and psychoeducation [136].

• Other core services include drug and alcohol 
services, primary care, and vocational assis-
tance, all three of which we have described as 
impacting anxiety.

• Preliminary outcomes research has been posi-
tive, with TAY experiencing significant 
improvement in functioning and spending 
fewer days absent from school and employ-
ment [134].

• Models similar to headspace have been 
adopted in culturally appropriate ways in vari-
ous countries, including several of the eight 
mentioned above. New models are currently 
in development. In the Netherlands, for exam-
ple, @ease has recently been launched [137].

It should be recognized that all of these pro-
grams exist in countries with universal healthcare 
systems in addition to private sector services. 
Furthermore, these countries all have smaller 

K. L. Sun et al.



143

populations than the United States. This fact 
points out the importance of reaching out to TAY 
in ways outside of the healthcare system.

On the other hand, it should be noted that 
community-based service hubs cannot exist in 
isolation from other forms of mental healthcare. 
After all, 40% of headspace clients do not show 
significant symptomatic and/or functional 
improvement from care offered in the center. 
These clients may instead require outreach care, 
specific disorder-based expertise, and acute ser-
vices [133]. Therefore, community-based inter-
ventions should vet other mental health services 
as TAY-friendly and then establish partnerships 
and a referral system. By doing so, they can help 
navigate TAY to appropriate treatment.

Furthermore, compared to school-based inter-
ventions, community centers must make greater 
efforts to increase awareness of their existence 
among TAY. Information about headspace is dis-
seminated to local schools, at community events, 
to local services and agencies, and to tertiary 
education institutions. Community activities tar-
geted at youth are also organized outside of the 
centers [138]. These promotional efforts are criti-
cal for gaining the trust of anxious TAY who are 
concerned about confidentiality, affordability, 
and appropriateness of care.

 Online Interventions

Today’s youth—both children and TAY—are 
hyper-connected through the Internet [139]. 
There is an abundance of literature associating 
problematic social media usage with poor mental 
health outcomes [140–142]. However, online 
activity is an inevitable way of life for youth, who 
use the Internet to gather information, consume 
content, and interact with each other through 
social media. Furthermore, online activity can be 
a coping strategy for mental health symptoms 
[143]. Rather than shame them for their behav-
iors, we must meet them where they are. 
Acknowledging the significant time spent by 
youth online, we can leverage online platforms 
for stigma reduction, education, and accessible 
therapeutic interventions.

There is likely benefit of using social networks 
for outreach and anxiety awareness campaigns, 
as evidence of their positive effects on stigma 
reduction grows. A 2015 systematic review 
examined 30 studies of suicide prevention 
through social media, and it highlighted social 
media’s scalability, accessibility, and peer sup-
port [144]. These benefits are reflected in a study 
of the 2009–2014 Time to Change mental health 
anti-stigma program in England. The program’s 
social marketing campaign grew the Time to 
Change online audience from 50,000 people in 
July–September 2010 to more than 250,000  in 
September–December 2014; the vast majority of 
these people accessed the Facebook webpage or 
the Twitter account [145]. This rapid growth of 
interest in an online mental health campaign 
demonstrates the dual nature of social media as 
both informative and attractive.

In addition to the vast number of users, the 
vast number of data on social media can also be 
useful for understanding and reducing stigma. A 
2017 computational modeling of Reddit content, 
comparing anxiety-related posts to control posts, 
found two- and three-word phrases that were 
more common to anxiety-related posts than con-
trol posts [146]. The common two- word phrases 
were to be expected, including “self-esteem,” 
“heart rate,” “physical symptoms,” and “social 
media.” However, three-word phrases in the anxi-
ety community were predominantly phrases 
seeking commonality and advice: “does anyone 
else,” “wondering if anyone,” “has anyone else,” 
“wanted to share,” and “in high school.” Other 
phrases describe the struggle with anxiety disor-
ders: “no matter how,” “stop thinking about,” and 
“get rid of.” These findings demonstrate that 
social media can serve as a space for anxious 
TAY to express themselves, feel understood, and 
seek out hope from others. Although outcomes 
research concerning Reddit remains to be per-
formed, these preliminary language modeling 
results suggest the potential of the Internet as a 
safe and confidential setting for group therapy or 
peer support for anxiety.

In addition to stigma reduction, studies have 
looked at literacy outcomes of online psychoedu-
cation. Two randomized controlled trials used a 
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brief video as a direct-to-consumer marketing 
campaign for social anxiety disorder. They found 
some meaningful impact on knowledge about 
social anxiety disorder and cognitive behavioral 
therapy [147]. A 2018 systematic review exam-
ined other studies of information and communi-
cation technologies-based interventions on 
mental health literacy among youth [148]; it 
found one study that showed increased anxiety 
literacy in TAY.  This was a randomized con-
trolled trial with 67 Australian TAY (18–25 years 
old), who received 3 weeks of either online psy-
choeducation or online attention-matched control 
information. Interestingly, anxiety literacy sig-
nificantly increased, but not depression literacy 
[149], suggesting greater prior knowledge of 
depression among youth. Clearly, greater 
research is needed to determine the efficacy of 
online psychoeducation interventions.

Besides education and stigma reduction, the 
Internet can provide accessible means of 
 telemedicine and therapy. The convenience, the 
familiarity of one’s own computer, and the per-
ceived relative safety in one’s own home can 
address the concerns endorsed by many TAY 
with anxiety disorders. Technology-delivered 
interventions for anxiety in children and adoles-
cents are actively being developed. A 2018 sys-
tematic review identified 20 technology-delivered 
interventions targeting anxiety disorders in 
youth 6–18  years old [150]. Most were com-
puter- or Internet-based cognitive behavioral 
therapy (8 different programs, most therapist-
assisted), and the rest were attention bias modifi-
cation training (7 trials, all unguided), cognitive 
bias modification training (2, unguided), and 
video games for treating anxiety (3, unguided). 
Of these, technology- delivered cognitive behav-
ioral therapy delivered the most effective treat-
ment, with effect sizes comparable to those for 
face-to-face cognitive behavioral therapy [151]. 
This review has these implications: Mental 
healthcare professionals’ expert guidance 
remains important for effective care, though 
whether this guidance is delivered in-person or 
online matters less for outcomes. Still, further 
development of these interventions is still 
required, as is subsequent research into utiliza-
tion rates among TAY.

 Summary

In summary, our exploration of outreach and pre-
vention methods has extended across many 
domains of youths’ lives. Since anxiety disorders 
are so prevalent, and the barriers to treatment are 
substantial, a multipronged public health 
approach is not just reasonable, but necessary. 
Evidence is mounting that early, school-based, 
peer-delivered, community-based, and 
technology- delivered interventions are all effec-
tive, thanks to the tremendous efforts of mental 
health champions and practitioners from various 
walks of life. As we continue to work towards 
accessible, acceptable, appropriate, and sustain-
able practices for serving TAY, let us meet anx-
ious youth where they are, all the while creating 
culture change around anxiety.

 Conclusion

This chapter has highlighted numerous twenty- 
first- century advances in the mental healthcare of 
TAY with anxiety disorders. Through large epi-
demiological studies, we are beginning to under-
stand that the transition to adulthood is inherently 
an anxiety-inducing period. Towards addressing 
this, progress has been made in the realms of both 
public health and clinical practice. To prevent the 
development of everyday anxiety into anxiety 
disorders in TAY, effective interventions involv-
ing parents, teachers, peers, community centers, 
and technology are being implemented across 
childhood and young adulthood. When TAY do 
present with anxiety disorders, thorough assess-
ment tools and evidence-based therapeutic meth-
ods can be used to significantly improve their 
functioning and distress.

Still, there remains much to be learned about 
anxious TAY.  In reviewing the literature, we 
found few studies that looked specifically at anxi-
ety disorders in TAY. Instead, studies tended to be 
bounded by the age of 18 years. Because 18 years 
is not a relevant cutoff in the epidemiology of 
anxiety disorders, and since the transition ages of 
16–26 years present a unique set of challenges, 
future research must focus on TAY cohorts. 
Furthermore, studies tended to mix together 
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depression and anxiety outcomes. Though highly 
comorbid with depression, anxiety disorders 
deserve to be independently investigated. After 
all, literacy around anxiety has been found to be 
lower than that around depression. In addition, 
anxiety may present unique barriers to 
treatment.

The need for more research and more preven-
tion is dire. TAY with anxiety disorders are 
known to experience “failure to launch,” remain-
ing at home and depending on their parents [152]. 
Since anxiety disorders are so prevalent, it is no 
wonder that in 2014, adults aged 18 to 34 years 
were more likely to be living in their parents’ 
home than with a domestic partner in their own 
household [68]. Furthermore, for TAY who do 
end up forming intimate relationships and start-
ing families of their own, anxiety may make an 
intergenerational, multigenerational impact. 
After all, parental anxiety and parenting styles 
are risk factors for the development of anxiety 
disorders in children.

Therefore, mental healthcare of TAY with 
anxiety disorders not only has health-related 
implications, but also makes societal impact. 
Reflecting this, our chapter serves as both a sum-
mation of knowledge and a call to action. Our 
dream is the provision of holistic and evidence- 
based care throughout youths’ lives and commu-
nities, meeting them where they and their anxiety 
are. By destigmatizing and addressing TAY’s 
fears, worries, symptoms, and behaviors, we 
empower our society’s new adults to be confi-
dent, resilient, and responsible individuals.
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 Introduction

Transitional age youth (TAY) as a population has 
been defined as a heterogenous group of youth 
spanning older adolescence (15–18 years) to early 
adulthood (19–26 years) [1, 2]. Distinguished as 
the age of instability, self-focus, feeling “in-
between,” and, for some, a sense of newfound 
independence and possibility, the transition to 
adulthood ushers in an intensified period of self-
exploration as young people negotiate this devel-
opmental task [3]. Among TAY impacted by 
economic, social, and/or psychological adversity 
in childhood and adolescence, the opportunities 
presented by this critical transition are often 
accompanied or overshadowed by significant 
risks [4]. An estimated 2.4 million (6.5%) of 
18–26-year-olds in the United States have a seri-
ous mental health disorder according to national 
survey data [1, 2], and higher rates of mental 
health challenges have been documented in this 
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Key Points
• No program or treatment geared toward 

TAY specifically exists despite this 
group having biological, psychological, 
and social factors increasing the poten-
tial impact of trauma.

• Several different evidence-based treat-
ment programs, including trauma- 
focused cognitive-behavioral therapy, 
eye movement desensitization and 
reprocessing therapy, and cognitive pro-
cessing, originating from adolescent or 
adult populations have been used with 
TAY; however, further research is 
needed to determine adaptability to this 
age group.

• The listed interventions as well as sev-
eral other therapies utilize exposures to 
traumatic memories to decrease their 
psychological impact.

• Only two medications, sertraline and par-
oxetine, are Food and Drug Administration 
approved for the treatment of posttrau-
matic stress disorder (PTSD).

• A number of other medications have 
varying levels of evidence supporting 
their use.
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cohort relative to any other life stage [5, 6]. TAY 
between the ages of 18 and 25 years are also more 
likely to engage in substance use than any other 
demographic, and heavy alcohol consumption, 
illicit drug use, and nicotine use peak in their 
early 20s [7]. Not surprisingly, the prevalence of 
mental illness among TAY is even higher among 
the most marginalized subsets of this demo-
graphic. As many as one in three 17-year- olds in 
foster care, two thirds of 11–18-year-olds in the 
justice system, and half of homeless young adults 
ages 20–24 years are estimated to have a clini-
cally significant mental health condition [8–10].

Lending greater complexity to the vulnerabil-
ity of TAY, this time is a particularly sensitive 
developmental period with regard to the emer-
gence of new major psychiatric disorders, with 
50–75% of anxiety, mood, impulse control, and 
substance use disorders (per DSM-IV criteria) 
emerging between the ages of 14 and 24  years 
[11, 12]. These risks are further compounded by 
the temporal alignment of this developmental 
transition with institutional transitions between 
child and adult human service systems. Dictated 
by legal and bureaucratic factors rather than cul-
tural or developmental concerns, research sug-
gests that these systems of care are ill-equipped 
to buoy these vulnerable youth as their develop-
mental stage catches up to their chronological 
age, leaving them without much-needed support 
[13–15]. A 2015 Institute of Medicine and 
National Research Council report exhorts 
improved medical and behavioral health transi-
tions, improved preventive care, and developing 
evidence-based practices specifically for young 
adults [16].

This developmental period is defined by spe-
cific psychosocial transitions that are sensitive to 
cultural factors, contributing to the demograph-
ic’s somewhat ambiguous age range [17]. While 
most adolescents in industrialized societies 
attend secondary school and reside with parents 
or primary caregivers, trajectories in TAY are less 
prescribed by social expectations and institu-
tional constraints. Similarly, neurodevelopment 
and other aspects of physical maturation follow 

individualized trajectories during this period due 
to the variable influences of environmental and 
genetic factors [18]. Shaped by the unique inter-
actions among evolving social roles, identities, 
and environmental circumstances, TAY navigate 
the developmental challenges of this transition in 
a similarly individualized manner [19–21]. 
Accordingly, life trajectories during the transi-
tion from adolescence to early adulthood have 
been found to vary as a function of socioeco-
nomic status, gender, and ethnicity among other 
individual characteristics [12, 22–26].

Trauma can take a variety of forms in TAY and 
preceding developmental periods, ranging from 
acute traumatic experiences such as accidental 
injury, loss of a loved one, or natural disaster to 
more chronic forms of adversity, including expo-
sure to domestic or community violence, or 
childhood maltreatment, which encompasses 
ongoing emotional, physical, or sexual abuse, 
neglect, assault (usually within the context of a 
caregiving system), as well as abandonment by, 
separation from, or impairment of caregivers [27, 
28]. Among transitional age youth who have 
been exposed to trauma, development across one 
or multiple psychosocial domains may be delayed 
or otherwise undermined, leaving these individu-
als with a less stable repertoire of foundational 
skills to build upon when confronted with new 
challenges [29]. Trauma-exposed TAY reach 
chronological and legal adulthood, while their 
development of skills necessary to function suc-
cessfully as adults often lags behind due to the 
pervasive impact of traumatic stress [13]. Further 
increasing this risk, cognitive maturation associ-
ated with risk-taking behavior, problem-solving, 
and emotion regulation skills continue to develop 
into the 20s, rendering TAY vulnerable to the 
neurobiological and behavioral sequelae of 
trauma [30, 31]. Given this context, a holistic 
approach to assessment and intervention that 
accounts for the biopsychosocial changes spe-
cific to TAY, alongside the enduring impact and 
developmental context of childhood trauma, is 
necessary to appropriately meet the needs of this 
vulnerable population [11, 12].
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 Epidemiology

The vast majority of epidemiological research 
related to trauma exposure and its sequelae has 
overlooked TAY as a distinct demographic, but 
what is known paints a somewhat grim picture. It 
appears that by the time individuals reach 
18 years, many if not most have weathered poten-
tially traumatic life events. Decades of research 
have revealed alarmingly high rates of trauma in 
childhood and adolescence, including direct 
exposure or witnessing of interpersonal violence 
or maltreatment (e.g., bullying or sexual or physi-
cal abuse), as well as accidental injury, natural 
disasters, traumatic loss, and severe family dys-
function [32–34]. By the age of 16 years, nearly 
two thirds of young people in the United States 
will have been exposed to at least one potentially 
traumatic event, including traumatic loss, sexual 
assault, child maltreatment, medical trauma, acci-
dental injury, or witnessing domestic violence, 
according to a representative longitudinal study 
[35]. In a nonurban community sample of older 
adolescents, 43% reported exposure to at least one 
traumatic event, while more than a third reported 
experiencing multiple adverse events by the age 
of 18 years [36]. Lifetime exposure to potentially 

traumatic events fell slightly above 60% among 
6400 adolescents surveyed in the US National 
Comorbidity Survey for Adolescents [37].

One increasingly popular research method for 
studying the impact of childhood trauma is the 
Adverse Childhood Experiences Scale (ACES), 
as defined in the Kaiser Foundation Study. This 
seminal joint study conducted by the Center for 
Disease Control and the Southern California 
Kaiser Foundation employing their HMO mem-
bers’ data revealed a dose-dependent relationship 
between self-reported ACEs and morbidity and 
mortality in later life (Fig. 8.1) [38, 39]. Moreover, 
such traumatic exposures (and childhood victim-
ization, in particular) are disproportionately dis-
tributed within populations and are likely to 
co-occur or accumulate over time [28, 40, 41].

Other subsequent work supports a similar 
view; according to national survey data collected 
by Finkelhor, Ormrod, and Turner [42], nearly 
one-third of adolescents reported experiencing 
multiple forms of potentially traumatic victim-
ization, and 57% of all child victimization nation-
ally was accounted for by the 22% of youth who 
experienced at least four types of victimization in 
a single year. Vulnerability to such victimization 
is heightened by a variety of contextual factors, 
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including poverty, out-of-home placement, 
involvement in the juvenile justice system, com-
munity disorder, ethnocultural disparities and 
political unrest, as well as home environments 
characterized by high conflict, instability, and 
low support [43–47].

TAY may also be more vulnerable to certain 
types of trauma exposure compared to other age 
groups (Fig. 8.2). When examining lifetime prev-
alence of potentially traumatic events as a func-
tion of age at exposure by cohort decade, young 
adults between the ages of 21 and 29 years were 
five times more likely to experience warfare or 
combat exposure than all other age groups com-
bined; nearly twice as likely to experience the 
unexpected death, illness, or accident of a loved 
one; and nine times as likely to experience physi-
cal assault by a partner compared to youth ages 
11–19  years. Furthermore, youth ages 
11–29 years were 20 times more likely to be sex-
ually assaulted than adults ages 31–60 years [48].

 Consequences of Trauma 
in Transitional Age Youth

Psychosocial trajectories for trauma-exposed 
youth are heterogeneous and often evolve over 
the course of development and into adulthood as 
a function of individual patterns of vulnerability 
and risk factors. A majority of trauma-exposed 
youth are remarkably resilient and never meet 
criteria for a chronic-trauma-related disorder [35, 

37, 49]. Some youth experience moderate to 
severe posttraumatic stress reactions that emerge 
within 3 months of trauma exposure but return to 
baseline levels of functioning with or without 
intervention [50]. Youth who are resilient in the 
wake of trauma may show comparatively few 
symptoms of distress, demonstrating adaptive 
coping processes that allow for normative devel-
opment and preserved functioning [50].

Protective factors correlated with increased 
resilience include environmental factors such as 
socioeconomic resources, social support in the 
form of positive attachments to prosocial peers 
and supportive caregivers, residing in a safe com-
munity, and access to quality education. Strong 
emotion regulation and social cognition skills 
[51], problem-solving abilities, self-control, aca-
demic success, and an absence of preexisting 
psychiatric disorders or substance abuse in the 
child’s personal and family history also moderate 
youth’s risk and severity of adverse posttraumatic 
stress reactions [35, 52, 53]. Neurobiological fac-
tors, such as greater reward sensitivity and medial 
prefrontal cortex (mPFC)-amygdala functional 
connectivity, have also been experimentally asso-
ciated with resilience among trauma-exposed 
youth [52, 54].

While the presence of such protective factors 
allows many trauma-exposed youth to continue 
along a normative developmental pathway, a 
larger share of young people with unique vulner-
abilities (exposure to complex trauma, ethnic/
racial and sexual minority identities, chronic 
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 illness, and involvement in the child welfare or 
juvenile justice systems) are at increased risk for 
an array of adverse outcomes across domains of 
biopsychosocial development and physical and 
emotional well-being with enduring, lifelong 
impact [21, 28, 55, 56]. Domains that can be 
affected include interpersonal relationship func-
tioning, self-concept and identity formation, 
affect regulation, impulse control, physical ill-
ness, cognition, and learning [27, 57].

 Differentiating Posttraumatic Stress 
Disorder (PTSD) from Adjustment 
Disorder

As mentioned above, TAY face many challenges 
both developmentally and socially as they transi-
tion from adolescence into adulthood. Common 
stressors include learning to manage their 
finances or living away from home and family 
and establishing more intimate and longer-lasting 
relationships. Differentiating a normal reaction to 
stress from disorder is important in diagnosis and 
treatment. A reaction to a stressor should be con-
sidered abnormal when the distress is beyond 
what is normally expected or culturally accepted, 
or if the reaction results in significant functional 
impairment [58].

The significant differences between adjust-
ment disorder, acute stress disorder (ASD), and 
PTSD lie mainly in the type of stressor and the 
duration or course of symptoms. According to the 
Diagnostic and Statistical Manual of Mental 
Disorders, 5th Edition (DSM-5) criteria [58], a 
diagnosis of adjustment disorder requires an 
identifiable stressor—severity or type is not spec-
ified. However, with both ASD and PTSD, the 
traumatic event or stressor is defined in Criterion 
A, which requires exposure to actual or threat-
ened death, serious injury, or sexual violence. 
The traumatic event needs to be either directly 
experienced, witnessed in person, discovered 
about a close friend or family member in which 
the experience was violent or accidental, or expe-
rienced repeatedly or with extreme exposure to 
details of the events, such as with first responders 
or police officers. Further criteria for both ASD 

and PTSD include symptoms related to intrusion, 
avoidance, negative cognition and mood, and 
alterations in arousal and reactivity. With ASD, 
symptoms related to dissociation are also 
included, whereas in PTSD dissociative symp-
toms are not a core criterion, but noted as a speci-
fier if present.

The other major difference between adjust-
ment disorder, ASD, and PTSD is symptom 
course and duration. For a diagnosis of adjust-
ment disorder, the onset of symptoms must begin 
within 3 months of the identified stressor and last 
no longer than 6 months after the stressor and/or 
its consequences have resolved. For ASD, symp-
toms must last only between 3 days and 1 month; 
if symptoms resolve within 3 days, the criterion 
is not met. With PTSD, symptom onset may 
occur soon after the traumatic experience or 
many years later, also known as delayed onset. 
Symptom duration must continue beyond 
1 month; otherwise, a diagnosis of ASD may be 
more appropriate. A comparison table (Table 8.1) 
and flow chart below help to highlight the simi-
larities and differences (Fig. 8.3).

A thorough history, including any significant 
childhood events and timeline of symptoms, 
should be obtained to determine the most accu-
rate diagnosis. The PTSD Checklist for DSM-5 
(PCL-5) is a quick 20-item self-report screening 
tool that can be used with TAY to assess trauma 
symptoms [59]. This measure can also be used to 
track symptom progression. A more thorough 
measure for assessing PTSD diagnosis is the 
Clinician-Administered PTSD Scale for DSM-5 
(CAPS-5), a 30-item structured interview [60], 
though it has mainly been validated in the mili-
tary veteran population.

 Vignette, Part 1

Sandy, a 21-year-old Latina female, enters your 
office and sits down. After introductions, she 
relates that 2 weeks ago she was in a serious car 
crash. While lucky to have emerged unscathed, 
she comments how she felt like she was going to 
die. Since the crash, she has been experiencing 
vivid flashbacks and vivid nightmares, has been 
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avoiding thoughts and physical reminders of the 
event, finds herself with depressed mood, blames 
herself for the accident despite the police saying 
she was not at fault, is easily startled, and has 
been hypervigilant, always watching her 
surroundings.

While she meets all of the needed symptoms 
for PTSD, you diagnose her with acute stress dis-
order because the symptoms have been present 
for less than 1 month. You offer her a referral to a 
psychiatrist and discuss different types of psycho-
therapy she may find helpful, particularly if 
symptoms persist.

 Vignette, Part 2

Six months later, Sandy returns to your office; 
she says that she was never able to see the psy-
chiatrist due to issues with insurance, but she did 
attend some support sessions at a local church for 
a while. Her symptoms resolved after several 
months, but over the past few weeks she has had 
strong feelings of sadness and anxiety, although 
she states that she is sleeping well and does not 
feel troubled by memories or thoughts of the 
accident. In fact, she mentions how in another 
week she is planning to take her first long road 

Table 8.1 Comparison of adjustment disorder, acute stress disorder, and PTSD diagnostic criteria adapted from the 
Diagnostic and Statistical Manual of Mental Disorders, 5th Edition (DSM-5)

Adjustment disorder Acute stress disorder PTSD
Stressor Identifiable stressor of any severity 

or type
Same as PTSD Criterion A Criterion A trauma/

stressor
Diagnostic 
features

Development of emotional or 
behavioral symptoms in response to 
identifiable stressor
Does not meet criteria for other 
mental disorders (including other 
trauma- or stressor-related disorders) 
or exacerbation of preexisting 
mental disorder
Not normal bereavement
Or meets Criterion A but not the 
other PTSD criteria
Or does not meet Criterion A but 
meets the other PTSD criteria

Criterion B—need more than 
nine from any of the five 
categories of intrusion, negative 
mood, dissociation, avoidance, 
and arousal

Criteria B intrusion 
symptom (flashbacks, 
nightmares, triggers)
Criteria C avoidance
Criteria D negative 
alterations in cognition 
and mood
Criteria E alterations in 
arousal and reactivity
Dissociation is not a 
core diagnostic feature 
of PTSD but should be 
specified if present

Onset Within 3 months (usually 
immediate)

Typically immediately after 
trauma

Can be years after the 
initial trauma

Duration Symptoms do not persist for more 
than 6 months after the stressor, or 
its consequences have ended
Can become persistent/chronic if 
stressor or its consequences persist

3 days to 1 month
If symptoms resolve in <3 days, 
not acute stress disorder

>1 month

Impairment Marked distress out of proportion to 
severity or the intensity of the 
stressor
AND/OR
Significant impairment in social, 
occupational, or other important 
areas of functioning

Must cause significant distress 
or impairment, and not due to 
substance use

Must cause significant 
distress or impairment, 
and not due to substance 
use

Specifiers With depressed mood
With anxiety
With anxiety and depressed mood
With disturbance of conduct
With mixed disturbance of emotions 
and conduct
Unspecified

– With dissociative 
symptoms
With delayed expression
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trip since the accident, but only after her final 
exams are over. Unfortunately, due to these new 
symptoms, she is worried that perhaps she should 
just stay home. After completing your assess-
ment without identifying other relevant informa-
tion, you provide reassurances and resources for 
stress reduction. You also ask that she check in 
after finals before the scheduled trip. At her 
check-in a week later, Sandy looks relaxed and 

carefree; she thinks it was all just related to her 
finals but asks you if it could have been related to 
the accident.

Given the symptoms, its relation to a known 
stressor, and the improvement following its res-
olution, you opine that an adjustment disorder 
seems more likely. Again, you reiterate the 
importance of self-care and wish her a fun 
journey.

+ behavioral response/symptoms
+ significant impairment

IDENTIFIABLE STRESSOR

YES

YES

YES

YES
YES

YES

YES

NO

NO

NO

NO
Onset within

3 months and
stressor/consequence

still present

NO

NO

NO

*If symptom duration is less than
3 days, criteria is not met for

Acute Stress Disorder or Post-
traumatic Stress Disorder

(Symptom duration
>1 month)

Meets
Criterion

B-E

Symptom
Duration 3 days

to 1 month*

Symptom
Duration 3 days

to 1 month*

Symptoms
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of discontinuation

of stressor/
consequence
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in intrusion, negative
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or arousal (see acute
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A

Fig. 8.3 Flowchart for assisting in differentiating various potential trauma sequelae
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 Treatment for Trauma-Exposed 
Transitional Age Youth

Despite the proliferation of trauma-focused treat-
ments developed in the last several decades, there 
remains a dearth of research examining the effi-
cacy of trauma-focused treatments among TAY, 
and very few treatments have been specifically 
designed to address the unique sequelae of 
trauma and related psychosocial challenges in 
this particular population. Efforts to adapt exist-
ing clinical interventions designed for children, 
adolescents, or adults to address the particular 
needs and developmental concerns of TAY raise 
significant challenges. This is a heterogeneous 
population with regard to cognitive and develop-
mental maturity, psychosocial context, and symp-
tom presentation, not to mention the many 
systemic barriers that diminish TAY access to 
mental health care [13]. No known studies to date 
have indicated that TAY differentially respond to 
evidence-based treatments for trauma-related 
disorders compared to other age groups. However, 
it cannot be assumed that such treatments would 
be equally efficacious among TAY as minimal 
research has substantiated how unhealthy and 
unique this population can be [16]. Scholars have 
recommended that evidence-based practices for 
PTSD and other disorders associated with trauma 
exposure should be used while incorporating 
adaptations suited to the specific needs of young 
adults [12]. Evidence-based practices designed 
for children, adolescents, and adults may be 
appropriate for supporting trauma-exposed TAY 
if adjusted to reflect the developmental stage and 
presentation of each individual. Skehan and 
Davis [61] offer that cognitive-behavioral or 
behavioral therapeutic approaches with demon-
strated efficacy among adolescents and adults are 
likely to be efficacious among TAY as their level 
of cognitive maturity presumably straddles both 
age groups.

While little is known about the comparative 
efficacy, feasibility, or acceptability of specific 
treatment protocols or interventions among 
trauma-exposed TAY, evidence suggests that 
transition-age youth are the most challenging 
age group to engage in ongoing treatment [61]. 

Identifying ways to mitigate attrition and pro-
mote their ongoing participation in treatment, 
such as implementing motivational enhancement 
interventions [62], may be the most important 
preliminary step toward facilitating treatment 
progress among TAY.  Developing evidence- 
based interventions that are developmentally 
sensitive to the specific aspects of the transition 
from youth to adulthood is critical but insuffi-
cient to address the systemic and developmental 
obstacles at play. Intervention approaches target-
ing TAY must account for and address the array 
of barriers to service use in this population, 
including mistrust of authority, stigma regarding 
pursuing mental health treatment, lapses in 
insurance, and lack of sufficient social and finan-
cial resources to consistently engage in treat-
ment [63].

 Psychosocial Context of Trauma 
in TAY: Treatment Considerations

Various factors related to the psychosocial con-
text of trauma in TAY are important to consider 
when evaluating the appropriateness of an inter-
vention framework for trauma-exposed youth:

• Victimization may be ongoing due to the 
necessity to remain at home in the presence of 
abusing caregivers or in close proximity to 
other perpetrators, and youth in such circum-
stances may be dependent on family resources 
that constrain them to invalidating or danger-
ous social contexts. Furthermore, TAY 
exposed to trauma in environments character-
ized by social marginalization and/or socio-
economic disadvantage are unlikely to 
successfully remove themselves from these 
endangering circumstances, thus compound-
ing the effects of previous trauma due to ongo-
ing exposure to adversity.

• Findings substantiate the harsh reality that 
previous victimization itself may be the most 
significant risk factor for subsequent victim-
ization, particularly among youth experienc-
ing family violence or child maltreatment 
[42]. As such, adequately supporting trauma- 
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exposed TAY may often extend beyond the 
provision of efficacious psychotherapy to 
include additional systems intervention and 
infrastructure to protect against endangering 
environmental factors [64].

• TAY exposed to adversity, and especially 
those who have experienced complex trauma, 
are also more likely to engage in a wide range 
of self-endangering behaviors to externalize 
or cope with distress, including significant 
substance abuse, high-risk sexual behavior, 
excessive risk-taking, nonsuicidal self-injury, 
disordered eating, suicidal behavior, and 
physical aggression [65, 66].

• Other potentially self-endangering sequelae of 
posttraumatic stress among TAY can include 
involvement in problematic romantic relation-
ships and difficulty defending oneself in 
 dangerous situations due to dissociation or 
passivity [67].

• These considerations underscore the neces-
sity for any treatment of trauma-exposed TAY 
to address issues of safety, and comorbidities 
bound to accompany trauma-related symp-
tomatology, in tandem with targeted or 
adjunct interventions aimed at building adap-
tive skills [67].

 Psychotherapeutic Interventions

 Trauma-Focused Cognitive- 
Behavioral Therapy (TF-CBT)

TF-CBT is the most widely used and researched 
treatment for traumatized youth ages 3–21 years 
[68]. Originally developed for use with sexually 
abused youth, the intervention has since been 
expanded to include other forms of trauma and 
can be delivered in an individual or group format. 
The components of TF-CBT, used in some varia-
tion in most interventions for traumatized youth, 
are summarized by the acronym PRACTICE: 
psychoeducation and parenting skills, relaxation, 
affective regulation, cognitive coping, trauma 
narrative, in vivo exposure, conjoint session, and 
enhancing safety. Psychoeducation involves nor-
malizing trauma reactions and providing statis-

tics about the prevalence of trauma. Caregivers 
tend to be involved in every session of TF-CBT to 
learn parenting skills such as teaching praise, 
time out or taking space, selective attention and 
active ignoring, behavior charts, rewards, and 
modeling. Relaxation includes teaching of cop-
ing strategies such as deep breathing or progres-
sive muscle relaxation to help the child tolerate 
distress related to his/her traumatic experience. 
Affective regulation includes identification and 
expression of emotions through techniques such 
as feelings lists or charts, charades, and an emo-
tion thermometer. Cognitive coping teaches the 
connection between thoughts, emotions, and 
behaviors. The trauma narrative component 
involves creating a story for the traumatic experi-
ences which can be done by having the child dic-
tate the story to the therapist or having the 
therapist interview the child. In vivo exposure, 
which is optional, helps the child to gradually 
confront traumatic cues by developing more 
adaptive responses. TF-CBT also has conjoint 
sessions with the caregiver and child to share the 
trauma narrative, improve communication, and 
strengthen the relationship. The caregiver com-
ponents of TF-CBT may need to be adapted for 
TAY as this is an age marked by increased inde-
pendence and some may be already living away 
from home. Thus, it is recommended at the onset 
of therapy to determine with the individual how 
much involvement, if at all, they would like to 
have from their caregivers. Finally, the enhancing 
safety phase focuses on teaching body safety and 
healthy sexuality as well as problem-solving for 
the future. TF-CBT has proven efficacious in 
over 20 randomized controlled trials (RCTs) for 
the reduction of PTSD, depression, and other 
emotional and behavioral difficulties [69–71]. 
No research on the efficacy of TF-CBT specifi-
cally with TAY has been done; however, pro-
grams such as Cornerstone, described below, 
have used it with this population.

 Cornerstone Program

While not specifically designed to address the 
effects of trauma among TAY, the psychosocial 
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program Cornerstone was created to address the 
significant unmet mental health and psychosocial 
support needs during the developmental and sys-
temic transition to adulthood for those with seri-
ous mental health concerns [72]. Piloted in 
Detroit, Michigan, and now being assessed in 
New York, the program aims to reduce the stigma 
of pursuing mental health services and increase 
trust, acceptance, and mental health service use 
among socioeconomically disadvantaged TAY 
with mental illness as they transition to adult-
hood. In doing so, the protocol-driven approach 
addresses both mental health concerns and logis-
tical barriers (e.g., anxiety, depressed mood, 
anger, insufficient coping skills, adaptive life 
skills necessary to pursue necessary services, 
stable housing, etc.) that interfere with this criti-
cal transition.

The service components within this model 
include licensed master’s level clinicians who 
serve as “boundary-spanning case managers” 
(BSCM); a peer mentor described as a “recovery 
role model;” a community-based practice; and 
groups that emphasize psychoeducation, mental 
health literacy, and skill building. Case managers 
help to promote two main goals, which include 
individuals’ constructive ongoing involvement 
with mental health services as well as achieve-
ment of appropriate developmental milestones 
and general recovery, such as managing symp-
toms of mental illness, and securing employment 
and housing. Case managers work from 
community- based clinics that serve individuals 
across the life span, thus positioning them to sup-
port TAY as they bridge the gap between child 
and adult providers. Clinicians also provide 
trauma-focused cognitive-behavioral therapy 
(TF-CBT), making this program relevant to TAY 
who present primarily with trauma-related men-
tal health concerns, and are trained in problem- 
solving interventions and person-centered 
treatment planning to help support TAY in navi-
gating practical barriers to care and adjustment. 
Recovery role model mentors, another core com-
ponent of the Cornerstone model, have lived 
experience related to living with serious mental 
health concerns and provide mentorship regard-
ing consistent use of mental health services, 

negotiating issues of disclosure about mental 
health difficulties in the face of stigma, serving as 
models of a hopeful future, and supporting indi-
viduals’ navigation of practical challenges (e.g., 
housing, employment, education) to pursue 
desired life outcomes.

Several dimensions of the Cornerstone inter-
vention approach appear particularly applicable 
to the needs of TAY impacted by trauma, includ-
ing but not limited to the incorporation of 
TF-CBT. In addition, Cornerstone’s inclusion of 
recovery role models aims to mitigate feelings of 
shame, isolation, stigma, mistrust, and hopeless-
ness surrounding individuals’ mental health chal-
lenges and life circumstances, which are centrally 
relevant to the experience of victimization, par-
ticularly in childhood and adolescence. Such 
mentorship is also well suited to addressing rela-
tional challenges and issues with identity forma-
tion faced by trauma-exposed TAY. Mentors may 
model appropriate boundaries, help scaffold indi-
viduals’ efforts to build social support, and model 
lives disencumbered by traumatic pasts. 
Furthermore, in providing both social workers 
and recovery role models who can support in vivo 
community-based exposures, Cornerstone 
addresses one of the glaring challenges of trauma- 
focused treatment for TAY who lack the familial 
support often utilized in TF-CBT and other inter-
ventions designed for youth to scaffold important 
treatment components outside of session. 
However, protocol materials do not explicitly 
outline how TF-CBT might be adapted for this 
population, and more work is necessary to eluci-
date and test such adaptations.

As of the time of this writing, results of the 
first randomized controlled trial evaluating the 
Cornerstone approach have yet to be published, 
but preliminary outcome data suggest that this 
mentoring approach within a mental health out-
patient program is acceptable and feasible. 
Preliminary data also show promise regarding its 
potential to reduce mental health symptoms, pro-
mote life outcomes among TAY, and fill a critical 
gap in the service system for TAY impacted by 
mental illness [73]. However, further research is 
necessary to empirically evaluate its efficacy, fea-
sibility, and acceptability among disadvantaged 
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TAY with serious mental health concerns broadly 
and for TAY impacted by posttraumatic stress 
more specifically.

 Integrative Treatment of Complex 
Trauma in Adolescents (ITCT-A)

ITCT-A is a multicomponent, structured, and 
assessment-driven treatment model developed to 
address the sequelae of complex trauma in youth 
ages 12–21 years and has also been implemented 
with TAY through the age of 24 years [67, 74]. 
This approach is an adaptation of a treatment 
model initially developed for culturally diverse 
children exposed to a variety of stressors, includ-
ing immigration and separation from primary 
caretakers, socioeconomic deprivation, minority 
stress, and community disorder [75]. A central 
feature of the treatment is its heavy utilization of 
multiinformant assessment in order to identify 
which treatment components are best suited to 
each person’s presenting problems or symptoms. 
The treatment is described as “semi-structured” 
such that interventions should be adapted to 
address each individual’s specific psychological 
functioning, developmental stage, cultural back-
ground, psychosocial context, and capacity for 
affect regulation. Accordingly, treatment length 
is not prescribed but, rather, based on the types 
and number of challenges faced by the affected 
person to reflect the complex symptomatology 
associated with complex trauma. Currently, train-
ing in ITCT-A originates at the University of 
Southern California.

 Prolonged Exposure Therapy (PE)

PE has been empirically validated for adult popu-
lations over the past two decades in both research 
and clinical settings [76]. Grounded in emotional 
processing theory [77, 78], PE conceptualizes 
traumatic memory as a specific type of cognitive 
structure that contains representations of stimuli, 
responses, and meanings associated with trau-
matic experiences, which underlies posttraumatic 
stress responses. While trauma survivors are 

often inclined to avoid painful trauma-related 
emotions, thoughts, and situations, emotion pro-
cessing theory posits that countering such avoid-
ance through repeated activation of trauma 
memories allows unrealistic misperceptions of 
the world and the self to be disconfirmed. 
Accordingly, posttraumatic stress is treated in PE 
through confrontation of feared trauma-related 
stimuli, in tandem with new learning or emo-
tional processing which allows for a corrective 
experience. As persons are encouraged to revisit 
and recount their traumatic memories (imaginal 
exposures), and safely and gradually confront 
situations that are trauma reminders through 
in  vivo exposures, anxiety linked to previous 
traumatic experiences is expected to reduce over 
time as individuals enrich and clarify their under-
standing of past experiences, disrupt patterns of 
avoidance, and build self-efficacy in their ability 
to cope effectively [79].

While PE has not yet been formally adapted 
for TAY, it has been modified for use among 
trauma-exposed adolescents ages 12–18  years 
[79, 80]. PE-A is intended to be a flexible, indi-
vidual psychotherapy treatment, allowing for 
varied session and treatment length, the addition 
of an optional pretreatment preparation phase, 
and the involvement of caregivers in sessions as 
needed to reflect the developmental and psycho-
social needs of the client. Each of the four treat-
ment phases, including pretreatment preparation, 
psychoeducation and treatment planning, expo-
sures, and relapse prevention/termination, 
includes modules targeting specific therapy goals 
or tasks, and can be condensed or extended as 
indicated by the individuals’ specific challenges.

In addition to significant reductions in PTSD 
symptoms associated with a variety of trauma 
types, PE has been shown to improve social func-
tioning [81], feelings of guilt and anger [82, 83], 
and general anxiety and depression [84] when 
implemented among adults. Much less research 
has examined the efficacy of the adapted PE-A 
model; however, extant evidence in studies of 
adolescent populations supports its designation 
as “well-supported by research evidence.” For 
example, when compared to time-limited 
dynamic psychotherapy, PE-A was linked to 
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greater symptom reduction in PTSD and depres-
sion symptoms and improvement in global func-
tioning among adolescents (n  =  38, ages 
12–18 years) with PTSD linked to a single index 
trauma. Gains were maintained at 6- and 
17-month follow-up [85]. In a subsequent ran-
domized controlled trial conducted in a commu-
nity mental health clinic, adolescent females 
(n = 61, ages 13–18 years) with PTSD associated 
with sexual victimization demonstrated greater 
PTSD and depressive symptom reduction, greater 
functional improvement, and higher likelihood of 
no longer meeting criteria for PTSD posttreat-
ment after receiving PE-A relative to those pro-
vided client-centered therapy [86]. Additional 
research is necessary to adapt and evaluate the 
utility of a prolonged exposure model in address-
ing the unique needs of TAY. However, given this 
treatment’s demonstrated efficacy among adults 
and adolescents [86, 87], TAY would likely ben-
efit from the protocol with the addition of devel-
opmentally sensitive adaptations.

To this end, there are a number of important 
factors to consider with regard to the adaptation 
of PE or PE-A for use among TAY. PE-A is gen-
erally inappropriate for adolescents experiencing 
active suicidal ideation, psychotic symptoms, or 
self-injurious behavior, or those living in envi-
ronments that place them at high risk of victim-
ization [80]. Given the vulnerability of 
trauma-exposed TAY to such comorbidities and 
environmental challenges, it is possible that the 
inclusion of an extended stabilization phase 
emphasizing safety and skill development prior 
to beginning psychoeducation would be an 
important adaptation when implementing pro-
longed exposure among emerging adults. 
Moreover, given that emerging adults between 
the ages of 18 and 25  years are more likely to 
engage in substance misuse than any other demo-
graphic, and heavy alcohol consumption, illicit 
drug use, and cigarette use peak during the early 
20s [7], substance use may be a more prevalent 
obstacle to constructive engagement in prolonged 
exposure among TAY relative to other age groups. 
Substance-use screening upon intake, as well as 
interventions targeting substance use, may be 
necessary additions to the protocol to minimize 

emotional and cognitive avoidance of trauma- 
related stimuli through substance use both in and 
outside of session. The modular format and flex-
ibility of PE-A is well suited to TAY’s heteroge-
neous developmental trajectories and 
psychosocial circumstances, suggesting it might 
be readily tailored to the individual needs of 
trauma-exposed emerging adults. It is notewor-
thy, however, that while trauma processing is 
arguably critical in ameliorating posttraumatic 
stress, prolonged exposure does not directly 
address the immediate, daily needs of emerging 
adults struggling to negotiate practical chal-
lenges, such as securing housing and employ-
ment and developing other adaptive life skills 
essential for long-term self-sufficiency. As such, 
PE for TAY may be most useful as an adjunct to 
other case management, mentorship, and/or skill- 
building services, warranting further treatment 
development and empirical study.

 Skills Training in Affective 
and Interpersonal Regulation (STAIR)

Much like PE, STAIR is a trauma-focused, 
cognitive- behavioral treatment designed origi-
nally for adults but has since been adapted for use 
among adolescents. STAIR specifically targets 
symptoms associated with complex trauma, 
defined as repeated or persistent exposure to 
interpersonal victimization, and accordingly 
addresses disruptions of attachment, emotion 
regulation, and interpersonal functioning com-
monly faced by survivors of chronic interper-
sonal violence [88]. In accordance with practice 
guidelines provided by the Complex Trauma 
Task Force of the International Society for 
Traumatic Stress Studies (ISTSS), the STAIR 
model is organized into two sequential phases, 
including an initial phase focused on developing 
affective regulation and interpersonal skills. The 
second phase focused on the review and reap-
praisal of traumatic experiences via narrative sto-
rytelling, the review of taped narratives to explore 
problematic interpersonal schemas about self and 
others, and the practice of affect modulation 
through grounding techniques [89, 90]. The 
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STAIR protocol is among the best-researched 
treatments designed specifically for complex 
trauma presentations in adults and has demon-
strated efficacy in improving emotion regulation, 
interpersonal functioning, expression of anger, 
self-efficacy, PTSD and depressive symptoms, 
and perceived social support [88, 91].

 Eye Movement Desensitization 
and Reprocessing (EMDR)

EMDR aims to reprocess traumatic memories 
and help to adaptively store them [92]. It has pri-
marily been used for acute trauma experiences 
and used with children as young as 2 years up to 
adults. There are eight phases of treatment, 
including (1) history gathering and  determination, 
if the individual is an appropriate candidate for 
EMDR; (2) preparation phase, in which the indi-
vidual is taught strategies to manage distress dur-
ing or in between treatment sessions; (3) 
assessment phase, to identify and access a target 
memory that will be processed; (4) desensitiza-
tion phase, during which the target memory and 
stimuli that trigger the target memory are pro-
cessed; (5) installation phase, in which the indi-
vidual selects a positive cognition and bilateral 
stimulation is used to increase the connection 
between this positive cognition and existing posi-
tive cognitive networks; (6) body scan phase, 
during which residual physiological sensations 
are identified and processed; (7) closure phase, in 
which the individual’s stability is assessed; and, 
finally, (8) reevaluation, to ensure that all target 
memories are in the closure phase; otherwise, a 
step may need to be repeated. EMDR has been 
effective in reducing PTSD, anxiety, depression, 
avoidance, and intrusive thoughts in a group of 
young women ages 16–25  years, over half of 
them with sexual trauma [93].

 Cognitive Processing Therapy (CPT)

CPT helps traumatized individuals challenge and 
modify unhelpful trauma-related cognitive dis-
tortions. Treatment components include psycho-

education about trauma symptoms and the 
connection between emotions and thoughts, 
helping individuals identify automatic thoughts 
that developed as a result of the trauma, and for-
mal processing of the traumatic experience by 
having the individual write the worst account of 
their trauma and using Socratic questioning and 
other techniques to challenge cognitive distor-
tions and once the individual has developed the 
skills to identify and challenge these unhelpful 
thoughts, continuing to use these skills to evalu-
ate and modify trauma-related thoughts [94]. 
Developmentally adapted cognitive processing 
therapy (D-CPT) has been developed for adoles-
cents and young adults ages 14–21  years with 
sexual and/or physical abuse [87]. D-CPT makes 
four adjustments to CPT.  The first is that the 
number of sessions devoted to the middle phase 
of treatment (i.e., processing of the trauma and 
cognitive distortions) is increased to improve 
motivation. Second, a commitment phase was 
added to further increase treatment motivation 
and therapeutic alliance. Third, behavior and 
emotion regulation techniques such as those used 
within dialectical behavior therapy (DBT) were 
incorporated, given that many survivors of child 
abuse lack these skills. Finally, D-CPT takes into 
consideration developmental tasks that impact 
the young adult’s entire life, including vocational 
training, career choice, and romantic relation-
ships. Results evaluating the efficacy of D-CPT 
found that compared to a waitlist group, individu-
als receiving D-CPT had greater reductions in 
PTSD severity, with gains maintained at follow-
 up. The D-CPT group also showed greater 
improvement in depression, borderline symp-
toms, behavior problems, and dissociation.

 Psychopharmacology

 General Principles

Pharmacotherapy for trauma in TAY may be 
helpful as an adjunct treatment to psychotherapy, 
especially if symptoms of the trauma disorder or 
any comorbidities result in functional impair-
ment or safety concerns. While only two medica-
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tions have been approved for the treatment of 
posttraumatic stress disorder (PTSD), other 
agents may be used for the treatment of comorbid 
illness such as major depressive disorder (MDD) 
or for targeting of symptoms such as hypervigi-
lance and overactivation. Regardless of the agent 
used, evidence-based psychotherapy is the main-
stay of PTSD treatment; as such, close collabora-
tion with a patient’s therapist is critical to better 
understand the patient’s symptoms and progres-
sion of treatment.

Challenges in pharmacotherapy for trauma 
remain similar to treating TAY with pharmaco-
therapy in general. One concern is if the patient 
can adhere to medication treatment away from 
home, where until recently it was possible that a 
watchful concerned parent had been helping to 
administer medications. Furthermore, there may 
be a question regarding age of consent to take 
psychotropic medications, which varies depend-
ing on where one practices. It would be prudent 
to check the laws in the geographical area of 
practice.

Regardless of whether TAY have reached the 
age of majority, or the age when one is consid-
ered an adult legally, it is common for practitio-
ners to consider involving parents or family in 
treatment. While obtaining consent and helping 
the TAY retain their agency is critical, family 
may be a significant source of support as they go 
through treatment for PTSD.  This may include 
encouraging them to remain in treatment, improv-
ing adherence to medication, and providing col-
lateral as to symptom changes over the course of 
therapy. These benefits should, of course, be 
weighed against the alternative, where involving 
family may be harmful in certain circumstances. 
One obvious exclusionary situation is when the 
perpetrator of the trauma may have originated 
from within the family structure. This under-
scores the need to obtain a full psychiatric history 
before starting treatment planning.

It is important to consider that while medica-
tions may help with symptoms of PTSD, patients 
will take time to heal and may continue to experi-
ence continued symptoms for a prolonged period 
of time. It should not be considered a failure if 
patients only show partial improvement and 

remain symptomatic but stable; medications may 
help but not treat all symptoms of trauma into 
remission. Medications provide the most benefit 
in conjunction with evidence-based psychother-
apy in a stable, secure environment.

 Current Guidelines

As of this writing, there are no guidelines specific 
to psychopharmacology in the conditions 
grouped under the DSM-5 category of trauma 
and stress-related disorder in TAY.  This may 
reflect that there is no designated group studying 
only the transitional age population. The follow-
ing are guidelines for children and adolescents 
with PTSD, followed by the guidelines for adults. 
When considering which medication to start, it 
would be advisable to first consider those listed 
in the guidelines with stronger evidence of 
efficacy.

 Guidelines for Children 
and Adolescents
While in need of updating, given the time since 
publication, the American Academy of Child and 
Adolescent Psychiatry’s Practice Parameter for 
the Assessment and Treatment of Children and 
Adolescents with Posttraumatic Stress Disorder 
in 2010 recommends that selective serotonin 
reuptake inhibitors (SSRIs) can be considered for 
the treatment of children and adolescents with 
PTSD (Recommendation 7) and that medications 
other than SSRIs may be considered for child and 
adolescents with PTSD (Recommendation 8). 
Both recommendations are considered “optional,” 
indicating that they are acceptable based on 
emerging evidence or clinical opinion but lack 
strong empirical evidence and/or strong clinical 
consensus [95]. At the time of writing, there are 
no practice guidelines for medications for trauma 
in the pediatric population from the American 
Academy of Pediatrics.

 Guidelines for Adults
In 2017, the American Psychological Association 
released the Clinical Practice Guideline for 
Treatment of PTSD, stating: “For medications, 

H. Kletter et al.



167

the panel suggests offering the following (in 
alphabetical order): fluoxetine, paroxetine, ser-
traline, and venlafaxine. There is insufficient evi-
dence to recommend for or against offering 
risperidone and topiramate [96].”

While the American Psychiatric Association 
(APA) does not have a document on clinical 
guidelines for PTSD, on its website it references 
the guidelines provided by the Department of 
Veteran Affairs (VA) and the Department of 
Defense (DoD).

The VA/DoD Clinical Practice Guideline for 
the Management of PTSD and ASD, which was 
also released in 2017, provides perhaps the most 
robust recommendations regarding pharmaco-
therapy for adults with PTSD based on available 
evidence [97]. While extensive, well researched, 
and nuanced, the only recommendations with 
moderate to strong evidence are the following:

• Recommend sertraline, paroxetine, fluox-
etine, and venlafaxine as monotherapy for 
PTSD for patients diagnosed with PTSD who 
choose not to engage in or are unable to access 
trauma-focused therapy (strong, evidence 
quality moderate, Rec 17)

• Recommend against treating PTSD with 
divalproex, tiagabine, guanfacine, risperidone, 
benzodiazepines, ketamine, hydrocortisone, 
or D-cycloserine as monotherapy due to lack 
of strong evidence for efficacy or due to 
adverse effects and associated risks (strong 
against, Rec 20)

• Recommend against treating PTSD with can-
nabis or cannabis derivatives due to lack of 
evidence for efficacy, known adverse effects, 
and associated risks (strong against, Rec 21)

• Recommend against using atypical antipsy-
chotics, benzodiazepines, and divalproex as 
augmentation therapy due to low quality of 
evidence or absence of studies and their asso-
ciation with known adverse effects (strong 
against, Rec 25)

For a more in-depth review of the evidence, 
the practice parameters can be found online at 
https://www.healthquality.va.gov/guidelines/
MH/ptsd/.

International guidelines also exist. Consistent 
with the VA/DoD recommendation, the Canadian 
Agency for Drugs and Technologies in Health 
(CADTH) also recommends sertraline, parox-
etine, fluoxetine, and venlafaxine as first-line 
pharmacotherapy for PTSD [98]. The National 
Institute for Health and Care Excellence (NICE) 
in the United Kingdom recommends against ben-
zodiazepines for the prevention of PTSD in adults 
and to consider venlafaxine or an SSRI such as 
sertraline for pharmacotherapy [99]. They also 
recommend against the use of medications for the 
treatment of PTSD in youth under 18  years of 
age. The NICE guidelines can be found at https://
www.nice.org.uk/guidance/ng116, while the 
guidelines from CADTH, which also offers a 
quick comparison of other guidelines, may be 
reviewed at https://www.cadth.ca/sites/default/
files/pdf/PTSD_Treatment_A_Summary_of_
Clinical_Practice_Guidelines.pdf.

 Specific Medications 
for the Treatment of PTSD

Expansive discussion of specific medications and 
evidence of efficacy for PTSD is outside the 
scope of this chapter. Important principles and 
safety concerns will be briefly elaborated on, and 
evidence for the most commonly used medica-
tions, namely antidepressants and alpha-2 ago-
nists, will be reviewed.

 Selective Serotonin Reuptake 
Inhibitors (SSRIs) and Other 
Antidepressants

Antidepressants, specifically SSRIs, are consid-
ered first-line pharmacotherapy for PTSD as they 
have the most evidence with a tolerable side- 
effect profile. Though only sertraline and parox-
etine are approved by the US Food and Drug 
Administration (FDA) for the treatment of PTSD, 
sertraline, paroxetine, fluoxetine and venlafaxine 
are recommended by both the APA and VA in 
adults [97]. Antidepressants take some time for 
maximal effect, around 4–8 weeks; thus, caution 

8 Trauma and Posttraumatic Stress in Transitional-Age Youth

https://www.healthquality.va.gov/guidelines/MH/ptsd/
https://www.healthquality.va.gov/guidelines/MH/ptsd/
https://www.nice.org.uk/guidance/ng116
https://www.nice.org.uk/guidance/ng116
https://www.cadth.ca/sites/default/files/pdf/PTSD_Treatment_A_Summary_of_Clinical_Practice_Guidelines.pdf
https://www.cadth.ca/sites/default/files/pdf/PTSD_Treatment_A_Summary_of_Clinical_Practice_Guidelines.pdf
https://www.cadth.ca/sites/default/files/pdf/PTSD_Treatment_A_Summary_of_Clinical_Practice_Guidelines.pdf


168

is advised against increasing the dose too quickly 
and overmedicating.

There are no medications that are FDA 
approved for the treatment of PTSD in the pediat-
ric population. Please refer to Table  8.2 for a 
summary of FDA-approved indications of antide-
pressants in the pediatric population.

 Black Box Warning
Many clinicians are concerned about prescribing 
antidepressants to TAY due to the black box 
warning on SSRIs, selective norepinephrine 
reuptake inhibitors (SNRIs), and other similar 
medications. Even more so, they find it hard to 
talk to families about this warning. Below is the 
specific text of the US Food and Drug 
Administration (FDA) warning, followed by 
some general thoughts on how to frame the issue 
for clinicians in terms of safety monitoring and to 
discuss the issue with parents and patients.

While the above language is vague as to 
“monitor closely,” many clinicians take this to 
mean having at least once weekly clinical check- 
ins during the time period while medication is 
being started or when dose adjustments occur. 
This can be by the primary prescriber or a proxy 
such as a primary therapist or support staff with 
experience in mental health and safety 
assessments.

When framing the issue for parents, it can be 
good to first provide a background on the origin 
of the black box warning. In brief, the FDA 
became aware in the early 2000s that among 
youth enrolled in placebo-controlled trials of 
antidepressants, there was a small discrepancy in 
suicidal thoughts. Specifically, approximately 
2% of youth in placebo groups versus approxi-
mately 4% of youth in the treatment groups 
reported or recorded in diaries (provided for part 
of the study) suicidal ideation. Of note, of the 
approximately 2000 youth included in the analy-
sis, there was not one suicide attributed to the 
effects of SSRIs. It may also be helpful to note to 
families that in the period after the publication of 
this warning, antidepressant prescription rates 
went down in numerous jurisdictions [100–102] 
while attempted or completed suicides went up. 
While this, of course, is not direct proof, this 
association is seen to support the idea that antide-
pressants overall are protective against suicide.

 Sertraline
Sertraline is FDA approved for PTSD in adults 
and as such is the recommended first-line medi-
cation for PTSD for both treatment and preven-
tion of relapse. In available data from clinical 
trials, sertraline was generally well tolerated by 
both pediatric and adult populations. The most 
common side effects include headache, nausea, 
and gastrointestinal disturbance [97].

Table 8.2 FDA-approved indications for antidepressants in the pediatric population [111–113, 115, 116, 119–122]

Antidepressant MDD OCD GAD Nocturnal enuresis
Clomipramine – Age 10 years or more – –
Duloxetine – – Age 7 years or more –
Escitalopram Age 12 years or more – – –
Fluoxetine Age 8 years or more Age 7 years or more – –
Fluvoxamine – Age 8 years or more – –
Imipramine – – – Age 6 years or more
Sertraline – Age 6 years or more – –

Warning: Suicidal Thoughts and Behaviors
Antidepressants increased the risk of suicidal 
thoughts and behavior in children, adoles-
cents, and young adults in short-term studies. 
These studies did not show an increase in the 
risk of suicidal thoughts and behavior with 
antidepressant use in patients over age 24; 
there was a reduction in risk with antidepres-
sant use in patients aged 65 and older [see 
Warnings and Precautions (5.1)].

In patients of all ages who are started on 
antidepressant therapy, monitor closely for 
worsening and for emergence of suicidal 
thoughts and behaviors. Advise families and 
caregivers of the need for close observation 
and communication with the prescriber [see 
Warnings and Precautions (5.1)].
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Multiple studies have been conducted sup-
porting sertraline’s efficacy in treatment and 
relapse prevention in adults. A 12-week, double- 
blind, placebo-controlled trial of 187 outpatients 
with a diagnosis of PTSD showed a statistically 
significant improvement vs. placebo with 
decreased avoidance/numbing, with decreased 
arousal, but not with experiencing/intrusion 
symptoms [103]. A 28-week study with a 
12-week double-blind, placebo-controlled acute 
treatment phase followed by a 24-week open- 
label continued treatment resulted in a lower 
PTSD relapse rate of 5% vs. 26% [104]. A 
64-week study assessing quality of life and func-
tional impairment associated with PTSD showed 
that with sertraline, there was a rapid  improvement 
in quality of life, which was progressive and sus-
tained over the course of 1  year of treatment 
[105]. When sertraline was discontinued, there 
was a recurrence of PTSD and a worsening of 
quality of life.

Complicating matters, a 10-week double- 
blind trial of sertraline vs. placebo in children 
and adolescents (ages 6–17  years) showed that 
sertraline was generally well tolerated but was 
not more effective than placebo [105, 106]. Also, 
a randomized control trial of TF-CBT with ser-
traline only showed minimal benefit vs. TF-CBT 
alone in a group of female children and adoles-
cents aged 10–17 years, suggesting that a trial of 
TF-CBT alone should be considered first prior to 
adding medication [107].

These opposing findings make it challenging 
to provide a clear recommendation for treating 
TAY with PTSD. While FDA approval specific to 
sertraline use in PTSD is for those 18 years and 
older, given what is known about brain growth 
and development, it is entirely plausible that TAY 
may be similar to either children and adolescents 
or adults in how they respond to treatment. Or 
they may represent a third distinct state with dif-
ferent patterns or response altogether. In general, 
it seems reasonable to attempt and treat either 
comorbid MDD or the severe depressive mood, 
anxiety symptoms, and anhedonia that frequently 
occur in PTSD with sertraline but to be prepared 
if a suboptimal response occurs.

 Paroxetine
Paroxetine is also FDA approved for PTSD in 
adults, with a similar side-effect profile to sertra-
line. There is an increased risk of discontinuation 
syndrome due to paroxetine’s short half-life. Two 
double-blind, placebo-controlled 12-week trials 
in adults saw statistically significant improve-
ment in all three symptom clusters of PTSD 
(reexperiencing, avoidance/numbing, and hyper-
arousal) with reduction in disability with overall 
good tolerance to the medication [108, 109].

Paroxetine is not FDA approved for use in 
children and adolescents, and is generally not 
recommended for use in this population, given 
the black box warning and adverse side effects 
[110, 111].

 Fluoxetine, Fluvoxamine, 
and Venlafaxine
While not FDA approved, all three of these medi-
cations have recommendations for the treatment 
of PTSD in adults from either the APA in the case 
of fluoxetine or the VA/DoD for all three. 
Evidence for their efficacy is fairly characterized 
as inconclusive but can be reviewed at the link 
provided above previously.

In children and adolescents, fluoxetine is 
approved for major depressive disorder (MDD) 
beginning from 8 years of age and for obsessive 
compulsive disorder (OCD) starting from 7 years 
of age [112]. Fluvoxamine is only approved for 
OCD beginning at 8 years of age [113]. Neither 
fluoxetine nor fluvoxamine is approved for PTSD 
in children and adolescents but may be used to 
treat comorbidities. Venlafaxine is not approved 
for use in the pediatric population [114].

 Tricyclic Antidepressants (TCAs) 
and Monoamine Oxidase Inhibitors 
(MAOIs)
Overall, TCAs and MAOIs are often less pre-
scribed than SSRIs for a number of reasons. 
TCAs are poorly tolerated by many patients, may 
require blood level monitoring, and are extremely 
deadly in overdose. MAOIs require adherence to 
a strict dietary protocol to avoid a potential 
deadly hypertensive crisis. It is strongly recom-
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mended that these are only started and monitored 
by or with close supervision by a practitioner 
well familiar with the nuances of these 
medications.

In the pediatric population, clomipramine is 
FDA approved beginning at 10 years of age for 
OCD [115], and imipramine is approved for noc-
turnal enuresis beginning at 6 years of age [116]. 
MAOIs are generally not prescribed in the pedi-
atric population.

 Other Antidepressants: Mirtazapine
Mirtazapine is a noradrenergic and specific sero-
tonergic antidepressant that is generally well tol-
erated with some potential for treatment in 
PTSD.  Its main side effects include appetite 
increase and sedation, both of which may be 
desired in patients with depression and PTSD, 
though weight gain may be a concern. One small 
29-patient double-blind RCT of mirtazapine for 
PTSD showed improvement in some measures 
with mirtazapine compared to placebo and was 
well tolerated [117].

Mirtazapine is not FDA approved for use in 
the pediatric population [118].

 Anxiolytics

While commonly used (and many would argue 
overused) in anxiety disorders, benzodiazepines 
have strong evidence against their use in PTSD 
[123]. Biologically, it is well known that PTSD is 
associated with hypoactivity of the prefrontal 
structures of the brain; this and other changes can 
contribute to increase disinhibition with benzodi-
azepine use, as well as increased risk for disso-
ciative events with their use [123].

 Anticonvulsants

No clear and convincing evidence exists for the 
use of anticonvulsant agents in the treatment of 
PTSD. Various trials of carbamazepine, valproate, 
topiramate, tiagabine, and lamotrigine have all 
been largely negative or of low quality due to sam-
ple size or experimental design [124–132]. As 

with the antipsychotics, discussed later, there are 
significant considerations when contemplating 
prescribing these agents; it is recommended that 
practitioners familiarize themselves with specific 
side-effect profiles. Of particular note, carbamaze-
pine has a small risk of blood dyscrasia and hypo-
natremia, and lamotrigine has elevated risk for 
Steven-Johnson syndrome, as well as hemophago-
cytic lymphohistiocytosis (HLH) in certain popu-
lations, or when it is titrated too rapidly [133].

 Alpha-Adrenergic Modifying 
Medications

While evidence in the form of large, well- 
designed clinical trials is weak for this category 
of medications [134, 135], they are often used 
clinically off-label to decrease the sympathetic 
overactivation seen in patients with 
PTSD. Clonidine and guanfacine are both FDA 
approved for use in children and adolescents as 
an alternative or adjunct to stimulants for atten-
tion deficit hyperactivity disorder (ADHD) [136, 
137], especially in the hyperactive subtype, mak-
ing their use in younger children relatively com-
mon. Clinical tips and notes for these agents and 
prazosin would include the need for vital sign 
monitoring, cautioning the patient to remain well 
hydrated to potentially reduce hypotension and to 
avoid standing up quickly or engaging in signifi-
cant physical activity until the effect of the medi-
cation is known. Autonomic rebound can happen 
with rapid discontinuation of any of the three, but 
clonidine is regarded as being slightly more 
prone to this effect.

 Prazosin
Prazosin is an alpha-1 adrenergic antagonist with 
mixed evidence regarding efficacy for PTSD 
symptoms. Historically, prazosin was recom-
mended for the treatment of PTSD-related night-
mares, and there are several small studies with 
evidence of efficacy for improving sleep distur-
bances and trauma-related nightmares. Recently, 
though, a large, well-run randomized control trial 
was decisively negative in terms of efficacy 
between prazosin and placebo, raising significant 
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questions and leading the VA to change its rec-
ommendation to “insufficient evidence” to rec-
ommend for or against prazosin for nightmares 
related to PTSD [138–141].

There is limited data on prazosin in children 
and adolescents for treating PTSD. A systematic 
review of nine studies for the treatment of night-
mares with prazosin highlighted promising out-
comes, but six of the nine studies were case 
reports. Further research is needed as in most of 
the clinical questions discussed here [142].

 Guanfacine and Clonidine
Guanfacine and clonidine reduce sympathetic 
tone and response through activation of alpha-2 
presynaptic autoreceptors on adrenergic neurons. 
No strong data exist supporting either of their 
efficacy, but clinical experience and mechanistic 
overlap with prazosin have led to use in treating 
PTSD.

 Antipsychotics

No antipsychotic medications are approved for 
the treatment of PTSD. Due to their risk for meta-
bolic syndrome and movement disorders, it is 
generally recommended that, if prescribed, these 
are used near the end of the treatment algorithm 
and ideally in coordination with a provider expe-
rienced in their use. Laboratory monitoring, 
which includes a lipid panel, hgbA1c, compre-
hensive metabolic panel, and CBC, should occur 
at baseline. Additional recommendations are 
detailed in the table below (Table 8.3), adapted 

from the Center for Quality Assessment and 
Improvement in Mental Health’s guide to meta-
bolic monitoring in using antipsychotic medica-
tions [143] (http://www.cqaimh.org/pdf/
tool_metabolic.pdf), which represents a reason-
able schedule of metrics to monitor over time. As 
in the case of all medications mentioned in this 
chapter, clinicians should be aware of the moni-
toring recommendations and requirements before 
prescribing any medication.

 Chapter Summary

At baseline, TAY represent a heterogeneous 
grouping of individuals navigating a complex 
biologic and societal transition point, leaving 
them at increased risk to traumatic events and 
their sequelae. While a vast majority are resilient, 
for those that develop long-term trauma-related 
illnesses, certain general principles can assist in 
supporting them in treatment. These include 
gathering as much developmental history and 
context as possible and working, when appropri-
ate, to include family members and support sys-
tems in the treatment. In terms of specific 
interventions, using evidenced-based treatments 
is best, but due to the dearth of research specific 
to this population, no clear best practice exists. In 
general, referral to or consultation with experi-
enced providers, when available, is ideal. Though 
medication may provide significant symptomatic 
relief, remission of symptoms is likely best 
accomplished when taken in conjunction with 
therapy.

Table 8.3 Recommended schedule for monitoring patients on second-generation antipsychotics

Initial screening Continued screening
baseline 4 weeks 8 weeks 12 weeks Quarterly Annually Every 5 years

Personal and family history X – – – – X –
Weight (BMI) X X X X X – –
Waist circumference X – – – – X –
Blood pressure X – – X – X –
Fasting plasma glucose (or 
hgbA1c)

X – – X – X –

Fasting lipid profile X – – X – – X

Adapted from the Center for Quality Assessment and Improvement in Mental Health STABLE Resource Toolkit
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 Introduction

TAY may be at higher risk of developing com-
mon mental illnesses because they are often 
under significant stress as they transition from 
adolescence to adulthood [1]. In addition, these 
same developmental stressors occur at the chron-
ological age when mental health problems first 
occur [2]. Obsessive-compulsive disorder (OCD) 
was previously categorized as an anxiety disor-
der in the DSM-IV-TR [3, 4], but now is classi-
fied as one of the obsessive-compulsive spectrum 
disorders (OCSDs). This diagnostic category 
also includes body dysmorphic disorder, hoard-
ing disorder, trichotillomania (hair- pulling), and 
excoriation (skin-picking) disorder [5]. This 
change in categorization resulted from the body 
of evidence from genetic studies, neurological 
studies, and treatment outcome research that 
suggested nosological associations among those 
disorders. Thus, obsessive-compulsive disorder 
(OCD) is not currently categorized as an anxiety 
disorder in the DSM-5 [5]. Although OCD N. K. Okereke (*) 
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Key Points
• TAY with OCRD are at risk of worsen-

ing symptoms due to the stresses of liv-
ing independently, taking responsibility 
for medical treatment, and making the 
transition from pediatric to adult care.

• The assessment and treatment of TAY 
with OCRD is similar to that of children 
and adults. With permission, clinicians 
may be able to involve parents and other 
collateral supports in treatment.

• Cognitive behavioral therapy (CBT) and 
selective serotonin reuptake inhibitors 
(SSRIs) are recommended as safe, evi-
dence-based, and effective first-line 
treatments for obsessive- compulsive 
disorder (OCD) and body dysmorphic 
disorder (BDD). Cognitive behavioral 
therapy, particularly habit reversal train-
ing, is the recommended treatment for 
hoarding disorder, trichotillomania, and 
excoriation (skin picking) disorder.

• Acute residential treatment, deep brain 
stimulation, and transcranial direct cur-
rent stimulation are available for treat-
ment-resistant cases of OCRD.

• Careful planning when transitioning to 
college or starting a job can help transi-
tional age youth (TAY) avoid common 
pitfalls leading to deterioration in 
symptoms.
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 spectrum disorders are related to one another in 
terms of their range of diagnostically validated 
risk, it is noted that there are close relationships 
between them and the anxiety disorders [5].

Obsessive-compulsive disorder (OCD) is 
characterized by the presence of obsessive 
thoughts and/or compulsions. It is common, 
emerges early in life (most cases arise before age 
18 years), and tends to run a chronic, impairing 
course. OCD in children shows high rates of per-
sistence despite treatment. Reasons for the 
chronic, impairing course of OCD are varied, but 
include overall earlier age of onset and longer 
duration of untreated illness. The duration of 
untreated illness is attributed to various individ-
ual reasons such as shame and secretiveness [6], 
as well as family factors such as parental anxiety 
or psychopathology leading to limited insight 
into need for treatment. Environmental and psy-
chosocial factors such as limited availability of 
appropriate treatment may also play a role [7]. 
An early onset of illness and subsequent lag in 
initial OCD treatment is associated with poor 
outcomes. In addition, the duration of untreated 
illness for OCD can be up to 10 years in adults 
[7]. This is one of the highest for any serious 
mental disorder with the availability of effective 
treatments. Delays in treatment are associated 
with considerable suffering for the individual and 
the family [8], and various studies have docu-
mented a negative impact on clinical outcomes 
[6]. A longer duration of untreated OCD is asso-
ciated with increased clinical comorbidity and 
functional disability, as well as significantly poor 
treatment-related clinical outcomes including 
treatment response and remission [7]. With 
regard to neurobiology, children and adolescents 
with OCD have similar altered functional activa-
tions in brain regions with affective and cognitive 
cortico-striatal thalamic circuits as compared to 
adult OCD patients [9]. This suggests that OCD 
is underpinned by complex, nonlinear neurode-
velopmental mechanisms [10, 11].

Table 9.1 compares and contrasts the symp-
toms of obsessions versus compulsions.

Individuals with body dysmorphic disorder 
(BDD) become preoccupied with perceived 
bodily flaws and become convinced that other 

people are focused on these flaws. Preoccupations 
are unwanted and time-consuming and lead to 
various feelings of shame and overly critical 
self- evaluation which, in turn, leads to distress 
or impairment in functioning [5, 12]. In one 
study of adolescents with BDD, 18% of students 
with BDD dropped out of school entirely due to 
severe BDD symptoms that interfered with their 
ability to maintain certain academic standards 
[12]. In hoarding disorder, affected people have 
such difficulty parting with possessions that 
they accumulate and clutter living areas to the 
point of compromising their activities of daily 
life [5].

Hoarding often begins before adulthood, but 
hoarding symptoms are more often mild during 
childhood and adolescence [13]. This may be 
because parents can prevent clutter and children 
do not have the same financial means as adults to 
acquire items [14, 15]. Trichotillomania is char-
acterized by recurrent pulling out of one’s hair at 
various body sites leading to alopecia. It is also 
associated with marked distress and functional 
impairment [5, 16]. If hair is swallowed (a phe-
nomenon called trichophagia), there can be a 
resultant formation of gastrointestinal hair balls, 
which are called trichobezoars [16]. Excoriation 
disorder, or skin picking, is a type of body- 
focused repetitive behavior that is similar to 

Table 9.1 Obsessions vs. compulsions

Obsessions Compulsions
Recurrent and 
persistent thoughts, 
urges, or images that 
are experienced as 
intrusive and 
unwanted

Repetitive behaviors or 
mental acts that a person 
feels driven to perform in 
response to an obsession or 
according to rules that must 
be rigidly applied

Not pleasurable Not pleasurable, although 
many experience relief from 
anxiety or distress after 
completion

Not experienced 
voluntarily

Aim is to reduce distress 
triggered by obsessions or to 
prevent a third event from 
occurring

Cause marked distress 
or anxiety in most 
individuals

a(American Psychiatric Assn, DSM5) [5]
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trichotillomania, in which individuals engage in 
repetitive, habitual, picking at the skin [5, 17].

Symptoms of OCRDs can worsen during 
times of stress. Life transitions, such as, from 
high school to college or from high school to 
employment, are common times for symptom 
exacerbation. Novel environments with new 
people may trigger new worries about how one 
is being perceived by others. There may be an 
increase in  appearance- related preoccupations 
and an increase in related repetitive behaviors, 
rituals, or mental acts aimed at neutralizing 
these preoccupations. TAY experience increas-
ing independence, assuming new responsibili-
ties upon attaining the age of legal adulthood, 
adjusting to new physical environments, and 
navigating academic and learning pressures. 
These TAY also often have suboptimal physical 
health habits that can impact their psychiatric 
symptoms, such as poor nutrition, lack of sleep 
and exercise, increased use of caffeine and 
tobacco, and abuse of substances, such as alco-
hol and illicit drugs [1].

 Epidemiology

Historically, likely due to underreporting, many 
held the erroneous assumption that OCD is rare. 
It is now more commonly recognized that OCD 
is, in fact, the fourth most common mental disor-
der following substance abuse, phobias, and 
major depression [18]. The 12-month prevalence 
of OCD in the United States (US) is 1.2%, with a 
similar prevalence internationally (1.1% to 
1.8%). Females are affected at a slightly higher 
rate in males in adulthood, although males are 
more commonly affected in childhood [5]. OCD 
has an estimated lifetime prevalence of 2 to 3% 
under DSM-III, DSM-III-R, and DSM-5 criteria 
[18–20]. The most common age of onset of OCD 
was historically reported to occur around 
20–30 years of age. However, there appears to be 
two peaks of incidence, one with a pre- adolescent 
onset (mean age 11 years) and another in adult-
hood (mean age 23 years) [21].

Whereas OCD is overrepresented in females 
in community studies, males with OCD are over-
represented in those with early onset of the ill-

ness. Early-onset OCD is associated with a 
number of distinguishing features, of relevance 
for clinical intervention, including comorbidity 
with neurodevelopmental disorders, such as tic 
disorder and attention-deficit/hyperactivity disor-
der and familial clustering which suggests a 
greater genetic contribution in early-onset OCD 
(see Fig. 9.1) [21]. There is also a specific gene 
variant that supports this notion [22, 23].

For 80% of people with OCD, other symp-
toms began in childhood, with the first peak of 
onset being reported around age 11  years [21, 
24]. Early life factors including physical abuse, 
negative emotionality, prenatal insults, poor 
motor development, and personality or conduct 
problems have been reported to predict the inci-
dence of OCD [25]. The 12-month prevalence of 
OCD and related disorders among adults in the 
United States is 1.2% [19]. Although it is also 
important to note that many people with OCD 
may have a positive, loving upbringing, the pres-
ence of such early life factors has made the study 
of childhood environmental factors a potential 
target area of investigation. As noted with other 
adult studies, many patients with this disorder do 
not seek treatment and do not confide in others 
about their symptoms due to high levels of asso-
ciated shame.

The point prevalence of body dysmorphic dis-
order (BDD) in the United States among adults is 
2.4%, with a slightly higher female prevalence. 
There are notable higher prevalence rates of BDD 
among dermatology and cosmetic surgery 
patients. The mean age of onset for BDD is 
16–17  years, most commonly starting age 
12–13 years, with two-thirds having an onset of 

OCD

AD/HD
Tic

Disorders 

Fig. 9.1 Comorbid disorders associated with early- onset 
OCD
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BDD prior to age 18 years old [5, 26]. Hoarding 
disorder has a point prevalence of about 2–6% of 
individuals in the United States and in Europe 
based on community surveys [5, 27]. However, it 
should note that the prevalence of hoarding disor-
der in youth is not known and that lack of data 
could be due hoarding disorder’s relatively new 
recognition as a DSM disorder and to difficulty in 
ascertaining its presence in youth due to parental 
compensatory behaviors which may contain 
hoarding symptoms in children and adolescents 
[27, 14]. The 12-month prevalence for trichotil-
lomania in adults and adolescents is 1–2%, with 
females being more frequently affected than 
males at about a 10:1 ratio [28]. The lifetime 
prevalence of excoriation disorder in adults in the 
general population is about 1.4%, with female to 
male gender ratio of about 3:1 [17].

Sulkowski et al. [29] conducted a recent epi-
demiological study of obsessive-compulsive 
spectrum disorder symptoms in college students. 
In this study, about 358 undergraduate students 
were given the obsessive-compulsive inventory 
questionnaire revised version (OCI-R), and 
about 5% scored 27 or above, which is usually 
clinically significant. Other similar research sug-
gests that about 6% of college students may have 
pathological skin picking, 3% may have tricho-
tillomania, 5% may have body dysmorphic dis-
order, 5% may have obsessive-compulsive 
disorder, and 7% may have elevated health anxi-
ety symptoms [29].

OCD occurs across the world. There are no 
differences in rates of OCD related to race, socio-
economic status, marital status, intelligence, or 
educational level which is based on data from 
large epidemiological studies in the United 
States, Canada, Puerto Rico, Germany, Taiwan, 
Korea, and New Zealand, as well as the 
Epidemiological Catchment Area study from five 
US communities [18, 19, 30]. However, there 
may be disparities with regard to access to treat-
ment and involvement of minority group mem-
bers as subjects in OCD research. For example, 
epidemiological studies have shown that the 
number of African Americans who are suffering 
with OCD is the same as in the overall US popu-
lation, but African Americans have been less 

likely to receive treatment. Among those who did 
receive treatment, few received specialized treat-
ment, and only 20% were using an SRI medica-
tion [31]. Under-represented minorities are not 
fully represented in research studies on OCD as 
compared to their corresponding percentage 
numbers in the overall US population [32–34]. 
This may be, in part, due to barriers in providing 
culturally sensitive research recruitment efforts 
and a lack of research clinicians who are mem-
bers of the target research communities [35].

There are also a variety of reports on body 
dysmorphic disorder (BDD) from different parts 
of the world, including Germany, South America, 
Turkey, Africa, and the Indian subcontinent 
which suggests that BDD contains similar clini-
cal features [36]. Similarly, the clinical character-
istics of skin picking disorder are the same across 
many cultures—in various international coun-
tries throughout the world [17].

 Course of Illness

In the United States, the mean age of onset of 
OCD is 19.5 years, and 25% of cases develop by 
age 14 years. Onset after 35 years is unusual but 
does occur. Males have an earlier age of onset 
than females; nearly 25% of males of onset 
before age 10 years. The onset of symptoms is 
typically gradual. Without treatment, remission 
rates in adults are low (about 20% for those 
reevaluated 40 years later). Onset in childhood or 
adolescence can lead to a lifetime of OCD symp-
toms. However, 40% of individuals with onset of 
OCD in childhood or adolescence may experi-
ence remission by early adulthood without treat-
ment [5].

 Assessment

The assessment and diagnosis of OCD and 
related disorders in TAY, as with any adult, is 
approached in a multimodal fashion including 
clinical and diagnostic interviews with the patient 
and relevant informants (including family mem-
bers, if possible) and review of collateral infor-
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mation. Symptoms described in the DSM-5 
criteria should be explored completely. The clini-
cal interview may also identify internal and 
external symptom triggers which would be essen-
tial for the development and implementation of a 
treatment plan. Internal triggers, such as thoughts 
or images, can evoke obsessions or rituals. 
External triggers are environmental situations 
that may lead to intrusive thoughts or behaviors 
and may be easier for patients to identify. Given 
the secretiveness and shame that can be associ-
ated with OCD symptoms, the clinician needs to 
ask about symptoms in a neutral, non- judgmental, 
and non-shaming manner. There are a number of 
areas in which people tend to experience OCD 
symptoms, and these should be explored in detail. 
These include those of cleaning (contamination 
obsessions and cleaning compulsions); symme-
try (symmetry obsessions and repeating, order-
ing, and counting compulsions); and forbidden or 
taboo thoughts (e.g., aggressive, sexual, and reli-
gious obsessions and compulsions) [5]. Assessing 
avoidance behaviors is essential in providing a 
clear picture of compulsive behavior. Involving 
family members may be helpful, especially as 
parents or other family members may have been 
accommodating or providing reassurance. Active 
reassurance seeking behavior is truly itself a 
compulsion and should be interpreted and treated 
as such. Family members and others involved in 
the patient’s avoidance behaviors can help with 
this [37].

Interviewing and eliciting information from 
transitional age youth (TAY) patients can differ 
somewhat from doing so with adults. For exam-
ple, the elicited chief complaint for TAY patients 
may be filled with general statements such as 
“feeling stressed” or “having relationship prob-
lems.” These complaints are general and often 
imply underlying anxiety or depression. Often 
collateral informants (e.g., parents, college 
instructors, etc.) can assist with the assessment of 
symptoms, with the provision of informed con-
sent by the patient to obtain this information. It is 
important to also complete a safety assessment 
and to inquire about aggressive behavior. As pre-
viously mentioned, suicidal behavior has been 
reported in all the OCRDs [5]. Although assaul-

tive urges in OCD patients are usually part of 
their obsessional thinking and expressed 
inwardly, anger and rage expressed externally to 
others have been reported in OCD patients [38].

A complete standard medical and psychiatric 
assessment is essential for identifying comorbid 
conditions and excluding other possibilities of 
the differential diagnoses, including tics, psycho-
sis, or eating disorders. Medical assessments 
should be considered for the individual patient 
symptoms that are elicited. For example, in 
trichotillomania, stomach pains and various gas-
trointestinal complaints may lead one to consider 
hair-pulling with trichophagia. Thus, an appro-
priate physical exam and possibly GI studies may 
be warranted [16]. If obsessive-compulsive 
symptoms developed abruptly in the setting of an 
illness, further work-up to rule out pediatric auto-
immune neuropsychiatric syndrome (PANS) 
should be considered.

 Rating Scales and Structured 
Interviews

Rating scales can be used to aid in making a 
diagnosis and to follow progress through treat-
ment. Rating the baseline severity of OCD 
symptoms and co-occurring conditions is recom-
mended to assess the patient’s functioning. If a 
rating scale is not used for diagnostic purposes, 
it is helpful to document the patient’s estimate of 
the number of hours per day spent obsessing and 
performing compulsive behaviors, as well as the 
degree of effort needed to resist the behaviors 
[3].

The Yale-Brown Obsessive-Compulsive Scale  
(Y-BOCS) is a symptom checklist that provides 
an efficient structure for gathering information 
about obsessive-compulsive disorder [39]. This 
checklist covers the various areas of obsessions 
and compulsions. The Y-BOCS can be used as a 
diagnostic tool for OCD indicating a continuum 
of impairment from within normal limits to 
impaired or severe based on the total score [40, 
41]. There is also a computerized version avail-
able with good correlation with a clinically 
administered version, making the task of repeated 
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measures of treatment effectiveness more conve-
nient [42].

The Obsessive-Compulsive Inventory- 
Revised (OCI-R) is a self-report measure that 
uses a Likert scale that provides both scores on 
subscales of OCD symptoms and also a score on 
total OCD symptoms. It has been shown to have 
good internal consistency, convergent validity, 
and test-retest reliability [43] and has been 
 similarly validated and found reliable in nonclin-
ical college samples [44]. It has been translated 
into many non-English languages. It is relatively 
brief, as it only has 18 items. It can be used as an 
efficient screening tool, while it still assesses a 
broad range of symptoms that are most common 
in patients with OCD.

The Anxiety Disorders Interview Schedule-R 
(ADIS-R) is a semi-structured diagnostic interview 
which requires the diagnostician to make a severity 
rating for each diagnosis given. The severity rating 
is made on a 0 through 8 scale and indicates a level 
of distress and/or functional impairment associated 
with a diagnosis in the diagnostician’s judgment. It 
has been found reliable and has been validated in 
previous studies [45].

 Treatment Considerations in TAY

After reaching the age of maturity, many TAY 
with pre-existing OCD and related disorders must 
now make the transition from pediatric to adult 
care settings. It can be helpful for TAY who are 
college students to establish medical and psychi-
atric care with their campus student counseling 
center and/or student health center prior to their 
college enrollment and on-campus orientation 
[46]. In those settings without on-campus access 
to subspecialty care, families may need to make 
appointments with psychiatrists and psychothera-
pists in their surrounding area. Bringing copies of 
past treatment records and any past psychological 
testing or evidence of past school accommoda-
tions can also be helpful to secure needed ser-
vices. On-campus and local community support 
groups can be helpful for college students with 
OCD and related disorders, but they should not 
replace evidence-based psychotherapy [47].

Parental involvement can be helpful, but TAY 
must consent to have their parents involved in 
treatment. Also, parental mental health may play 
a factor, as many TAY with OCD and related dis-
orders also have family histories of OCD or other 
mental health issues that may make it harder for 
their parents to support their children. For TAY 
who are enrolled in college, increased unstruc-
tured time in college can worsen their psychiatric 
symptoms. Many find psychotherapy helpful in 
learning coping skills, including the ability to 
relinquish the need for tight control over their life 
circumstances and learn the value of “letting go 
and embracing uncertainty” [48].

As with all patients with OCD and related dis-
orders, establishing the goals for treatment of 
those disorders in TAY should include decreasing 
symptom frequency and severity, improving the 
patient’s functioning, and helping the patient to 
improve his or her quality of life [49]. The appro-
priate treatment setting typically is usually an out-
patient level of care although symptom severity 
may dictate the need for a higher level of care [3].

College accessibility (or disability services) 
offices may be able to help students access class-
room and campus accommodations. These ser-
vices typically require records that document past 
psychiatric diagnosis and treatment or past sec-
ondary school accommodations for support at the 
collegiate level. Title II of the American with 
Disabilities Act (ADA) and Section 504 of the 
Rehabilitation Act of 1973 both enable college 
students to access reasonable accommodations 
for OCD and related disorders at college. These 
laws also protect students from any discrimina-
tion on the basis of any disability (i.e., the stu-
dent’s psychiatric disorder). Some students find it 
helpful to be open with their college professors or 
their college Dean’s office about their condition in 
an aim to obtain more support, but disclosure of 
one’s psychiatric diagnosis and treatment is not 
required. One’s health information is protected 
from disclosure to others without express, written 
consent from the college student as by federal and 
state law, with certain exceptions [50]. For college 
students without a prior diagnosis who are experi-
encing symptoms of OCD or related disorders, 
getting an evaluation through their college’s stu-
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dent counseling center or college student health 
center is important.

In addition, some TAY, including college stu-
dents, do not have health insurance and the costs 
of an evaluation and any recommended psycho-
therapy and medications for OCD and related 
disorders may be prohibitive for them. The 
Partnership for Prescription Assistance  (www.
pparx.org) or NeedyMeds (www.needymeds.org) 
are two programs that may be of financial assis-
tance for TAY who cannot afford to pay for pre-
scription their psychiatric medications (see 
resources).

 Evidence-based Treatment of OCD

Cognitive behavioral therapy (CBT) and selec-
tive serotonin reuptake inhibitors (SSRIs) are 
recommended as safe and effective first-line 
treatments for OCD. Whether to utilize CBT, an 
SSRI, or combined treatment will depend on 
many factors. These include the nature and sever-
ity of the patient’s symptoms, any co-occurring 
psychiatric and medical conditions and their 
treatments, and the patient’s past treatment his-
tory. Additional considerations include the avail-
ability of CBT, current medications, and the 
patient’s treatment preferences [3].

 Psychotherapy

Cognitive behavioral therapy alone is recom-
mended as an initial treatment for OCD [51]. It 
may be best suited for a patient who is not too 
depressed, anxious, or severely ill to cooperate 
with this treatment modality or who prefers not to 
take medications and is willing to do the work 
that CBT requires [3]. Exposure and response 
prevention (ERP) is an effective behavioral ther-
apy for patients with obsessive-compulsive disor-
der [51]. In exposure, the patient is asked to 
confront the feared situation or thought. In 
response prevention, the patient is asked to delay 
or prevent the compulsion that assuages that 
feared situation or thought. There is consensus 
agreement that exposure and response prevention 

is considered a first-line treatment for obsessive- 
compulsive disorder [52].

Conducting psychotherapy for transitional age 
youth and college students with OCD using CBT 
with an exposure-based therapy involves using a 
Subjective Units of Distress Scale (SUDS) to 
make a hierarchy of intensity of their OCD symp-
toms to address in therapy. SUDS is based on 
each individual OCD symptom’s subjective dis-
tress, as rated by the patient. Some psychothera-
pists have more recently favored simultaneously 
conducting CBT with exposure-based therapy for 
OCD from an Acceptance and Commitment 
Therapy (ACT) framework, using value-based 
exposure exercises and using a Willingness Scale 
instead of a traditional SUD scale [53]. This is 
thought to emphasize willingness, or acceptance, 
toward uncomfortable OCD thoughts and feel-
ings rather than emphasize the more traditional 
reduction in discomfort, or habituation [53, 54].

Habit reversal training (HRT) is a behavioral 
therapy that has, for decades, been used for the 
treatment of nervous habits like skin-picking, 
hair-pulling, and tics. Habit reversal therapy con-
sists of several components, including awareness 
training with self-monitoring, relaxation training, 
and competing response training [55]. Awareness 
training and competing response training are 
widely accepted to be the two key components of 
this intervention [56].

 Psychopharmacology: First Line

The medications mostly commonly used in the 
treatment of OCD include tricyclic antidepres-
sants (TCAs), selective serotonin reuptake  
inhibitors (SSRIs), and selective serotonin-nor-
epinephrine reuptake inhibitors (SNRIs). Other 
medications and augmentation strategies are 
sometimes implemented, as warranted. Clinicians 
using medication treatments must be aware of 
possible medication side effects and must discuss 
these with the patient prior to and throughout 
treatment. Only antidepressants that potently 
inhibit presynaptic reuptake of serotonin appear 
to be effective in treating obsessive- compulsive 
disorder (OCD). Clomipramine (Anafranil) is the 
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only tricyclic antidepressant (TCA) with this 
property [36, 57, 58].

Tricyclic Antidepressants (TCAs) Clomipramine 
is FDA approved to treat in OCD. It is a diben-
zazepine compound that inhibits the membrane 
pump mechanism responsible for uptake of nor-
epinephrine and serotonin in adrenergic and 
 serotonergic neurons. Clomipramine affects sero-
tonin uptake, and it affects norepinephrine uptake 
when converted into its metabolite desmethyl- 
clomipramine [57].

Selective Serotonin Reuptake Inhibitors 
(SSRIs) These medications selectively inhibit 
the reuptake of serotonin at the presynaptic 
region of the neural membrane. SSRIs have the 
advantages of ease of dosing and low toxicity in 
overdose. Available SSRIs include fluoxetine 
(Prozac), fluvoxamine (Luvox), paroxetine 
(Paxil), citalopram (Celexa), escitalopram 
(Lexapro), and sertraline (Zoloft). Only fluox-
etine, fluvoxamine, and sertraline are FDA 
approved for the treatment of OCD [59].

SSRIs or clomipramine should be advanced 
as tolerated to a therapeutic dose. Clinical 
response may take 6–10 weeks to become appar-
ent. The clinician should review adequacy of 
dose, duration of therapy, and compliance 
before deciding that a medication is ineffective. 
The SSRIs are generally preferred over clomip-
ramine in treating OCD. The adverse effect pro-
files of SSRIs are less prominent, so improved 
compliance is promoted. SSRIs do not have the 
cardiac arrhythmia risk associated with TCAs; 
however, citalopram causes dose-dependent QT 
prolongation [60, 61]. Arrhythmia risk is espe-
cially pertinent in overdose, and suicide risk 
must always be considered when treating youth 
or a young adult up to age 25 years with a mood 
disorder.

Serotonin-Norepinephrine Reuptake Inhibitors 
(SNRIs) The dual serotonin-norepinephrine 
reuptake inhibitors (SNRIs) venlafaxine (Effexor) 
and duloxetine (Cymbalta) may also have effi-
cacy in OCD, and they have safety and tolerabil-
ity profiles comparable to those of the SSRIs. 

However, neither medication has yet been FDA 
approved specifically for the treatment of OCD.

The FDA issued a public health advisory in 
October of 2004 [62] mandating a black box 
warning for antidepressants. Antidepressant 
treatment of children and adolescents with 
depression then significantly decreased over the 
next 2 years, although apparently so did suicides 
for this population. In 2007, the FDA extended its 
warning to young adults up to age 24 years [63].

Currently, evidence does not exist to associate 
an increased risk of suicide in patients with OCD 
and/or other anxiety disorders being treated with 
SSRIs. However, physicians should closely attend 
to whether treated patients have unusual, uncom-
fortable adverse reactions (e.g., akathisia) or if 
they might have comorbid bipolar disorder and 
may have related kindling effects from the SSRI 
medication [57]. Caution may also be considered 
with use of SSRI medications for OCD in patients 
with comorbid major depressive disorder (MDD). 
The increased risk of suicidality in adolescents 
with MDD treated with antidepressants, compared 
to adults, is small, but consistent across most stud-
ies, although epidemiological studies do not sup-
port a clear relationship between use of 
antidepressants and the completed suicide rate [64, 
65]. Close monitoring is needed, and adequate 
follow-up care should be provided for patients 
after initiation of a new antidepressant [64].

The starting dose recommended for pharma-
cological treatment is that which is recommended 
by the medication manufacturer. For patients 
who are worried about medication side effects, 
one may consider starting at a much lower dose. 
Most patients will not experience substantial 
improvement until 4–6 weeks after starting medi-
cation, and some who will ultimately signifi-
cantly respond may experience little improvement 
for as many as 10–12 weeks. Medication doses 
may be titrated up weekly in increments recom-
mended by the manufacturer during the first 
month of treatment. When little or no symptom 
improvement is seen within 4 weeks of starting 
medication, the dose may be increased weekly or 
biweekly to the maximum dose comfortably tol-
erated and indicated. The treatment trial is to be 
continued at the dosage for at least 6 weeks [3].
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Successful medication treatment should be 
continued for 1–2  years before considering a 
gradual taper by decrements of 10–25% every 
1–2 months while observing for symptom return 
or exacerbation. In medication discontinuation 
trials, risks of relapse for medication trial discon-
tinuation for insufficient, but partial, clinical 
response are substantial, but vary widely because 
of major demographic differences across studies. 
Thus, discontinuation of pharmacotherapy should 
be carefully considered, and for most patients, 
some form of continued treatment is recom-
mended. Uncontrolled follow-up studies of OCD 
treatment trials suggest that CBT may delay or 
mitigate the risk of relapse when SSRI treatment 
is discontinued [3].

 Psychopharmacology-Augmentation 
Strategies

Antipsychotics Medications such as haloperi-
dol, olanzapine, and risperidone have been used 
with some success in augmenting SSRIs in 
patients with OCD, particularly in patients with 
comorbid Tourette disorder or other tic disorders 
[66]. A Cochrane review found some evidence of 
efficacy for quetiapine or risperidone as a general 
augmentation strategy (not specifically for those 
with comorbid tics) [67]. However, heterogeneity 
was noted in doses used and in response, and the 
number of subjects in these studies was generally 
small. Antipsychotic agents are not FDA 
approved for the treatment of OCD but may be 
beneficial.

Antianxiety Agents Augmentation with antianx-
iety agents such as buspirone may be beneficial in 
patients with OCD. Buspirone is a 5-HT1 agonist 
with serotonergic neurotransmission and some 
dopaminergic effects in the CNS. Buspirone is not 
FDA approved for the treatment of OCD [57].

Lithium While lithium is indicated for bipolar 
disorder, it also influences the reuptake of sero-
tonin and/or norepinephrine at cell membranes. It 
has been used in the treatment of OCD; however, 
it is not FDA approved for this indication [57].

Methylphenidate In one recent study, combined 
treatment with methylphenidate ER demon-
strated an enhanced clinical rate of response 
compared to placebo when given with SSRI 
treatment with fluvoxamine in treatment- 
refractory OCD [68].

D-Cycloserine This may be a promising CBT 
augmentation strategy, but only in antidepressant- 
free patients with OCD. Research findings suggest 
that antidepressants may interact with DCS to 
block its facilitating effect on fear extinction [69].

 Combined Psychotherapy 
and Psychopharmacology

Combined treatment should be considered for (a) 
patients with an unsatisfactory response to mono-
therapy; (b) those with co-occurring psychiatric 
conditions (e.g., major depressive or anxiety dis-
orders) for which treatment with traditional med-
ications, such as SSRIs, has been shown to be 
effective; and (c) those who wish to limit the 
duration of SSRI treatment by attempting to get a 
quick treatment response first with a medication 
and then continue treatment later on with psycho-
therapy alone [3]. Combined treatment has his-
torically been considered in patients with severe 
OCD symptoms, especially since medication 
treatment may diminish their OCD symptom 
severity sufficiently to allow the patient to engage 
in psychotherapy with CBT [3]. However, recent 
evidence has questioned the added value of phar-
macological interventions to psychotherapy [70].

Despite the availability of effective treatments 
for OCD, the treatment gap (the difference 
between individuals with OCD needing treat-
ment and those actually receiving treatment) was 
estimated, in Europe, to stand at 25% of cases in 
2004 [71]. The proportion of subjects not being 
treated worldwide in more recent epidemiologi-
cal studies was estimated to vary between 22% 
and up to 92%, with 30 to 90% of individuals not 
even seeking treatment or advice [72].

Recovery can be a realistic goal for sub-
groups of the OCD population, but the real-
world clinical outcomes are often disappointing. 
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Relapse rates are high; fewer than 40% of treat-
ment seeking adults with OCD are reported to 
achieve a sustained remission when followed in 
long-term follow-up studies. The median dura-
tion of OCD symptoms was 16  years in one 
study [73]. Roughly one-third of OCD cases 
did not remit, and a poor prognosis for remis-
sion was seen in those with more severe or lon-
ger duration of illness and psychiatric 
comorbidity, although seeking professional 
help [8, 74]. Even with the best available treat-
ments, about 10% of patients remain severely 
affected and experience treatment refractory 
OCD [75].

 Treatment-Resistant OCD

Short-Term Residential Treatment A higher 
level of care is considered when someone is not 
able to make any significant gains in an outpa-
tient setting. Patients may have a decrease in their 
basic functioning such that they are unable to 
meet basic needs like activities of daily living, 
nutrition, or hydration. They may struggle with 
taking medication or completing the recom-
mended outpatient behavioral therapy/ERP 
homework. Patients who live in underserved 
areas may be unable to access specialized OCD 
treatment. Still others may wish to work more 
intensively on ameliorating their OCD symptoms 
even after they have made some gains in treat-
ment in an outpatient setting [76].

Osgood-Hynes et  al. [76] studied short-term 
residential treatment in three different residential 
treatment programs for OCD across the United 
States (McLean Hospital, Rogers Memorial 
Hospital, and Menninger Clinic). All three pro-
grams used an approach based on ERP CBT and 
medication to reduce OCD symptoms. However, 
in contrast to more traditional once a week outpa-
tient management, all the residential programs 
studied offered more structured opportunities for 
repeat and prolonged ERP sessions in order to 
increase the probability of anxiety habituation. 
The average length of stay across the programs 
was between 1.5 and 2  months. Sometimes the 
duration of treatment was longer for adolescents. 

In addition to reducing OCD symptoms, all three 
residential programs emphasized the importance 
of discharge planning and follow-up for each 
patient [76].

Transcranial Direct Current Stimulation tDCS 
is a noninvasive neuromodulation technique 
which delivers low amplitude direct currents to 
the brain between two large surface electrodes 
(anode and cathode) positioned on distinct areas 
of the scalp with a rubber headband which report-
edly causes cortical excitability in relevant brain 
areas postulated to treat OCD symptoms [77, 78]. 
This technique may be efficacious in the treat-
ment of OCD, but future studies need to be con-
ducted to further elucidate its utility and role in 
treatment-resistant OCD [78].

Deep Brain Stimulation DBS is a treatment 
involving implantation of electrodes, which send 
electrical impulses to specific brain locations 
with the aim of attenuating altered activity in 
affected circuits. Stimulation targets for DBS in 
patients with OCD include the ventral anterior 
limb of the internal capsule, ventral striatum, 
subthalamic nucleus, and nucleus accumbens 
[79]. Despite the overall efficacy and tolerability 
of DBS and its potential to improve the lives of 
many patients with refractory OCD, the evidence 
for the effectiveness and deep of DBS and OCD 
patient remains limited due to the small total 
number of OCD patients who have been treated 
with DBS worldwide (probably not exceeding 
250 total patients) [79].

 Treatment of OCD-Related 
Disorders

 Body Dysmorphic Disorder

The treatments of choice in BDD are cognitive 
behavioral therapy (CBT), the selective serotonin 
reuptake inhibitor (SSRI) medications, and 
 clomipramine, which is a potent selective sero-
tonin reuptake inhibitor (SRI) [36, 51, 80]. The 
evidence for the use of SSRIs and clomipramine 
in BDD is based on three randomized controlled 
trials [81–83].
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 Hoarding Disorder

Hoarding disorder is treated primarily with psy-
chotherapy, mainly cognitive behavioral therapy 
[84]. A theory of the development of hoarding 
disorder posits that early experiences and cogni-
tive challenges in affected individuals result in 
mistaken beliefs about and attachments to pos-
sessions, with resulting negative emotions that 
lead to difficulty with letting go of items due to 
avoidance behavior and subsequent accumula-
tion of clutter [85]. The elements of mental health 
treatment for hoarding are based on the theoreti-
cal model for this multidimensional problem. 
The protocol uses a manualized cognitive behav-
ioral therapy (CBT) approach that incorporates 
assessment and goal setting, organizing and 
problem-solving skills training, exposure prac-
tice methods to reduce acquiring and remove 
clutter, and motivational interviewing to address 
patient resistance when it arises during treatment 
[85–87].

 Trichotillomania

There is a small evidence base for psychotherapy 
for trichotillomania, and it suggests that behav-
ioral therapy is the most promising. Habit rever-
sal therapy is the most commonly used treatment, 
but acceptance and commitment therapy and 
dialectical-behavioral therapy have also been 
explored [16]. Although no pharmacotherapies 
are considered first-line treatments [16], there is 
recent evidence to support efficacy for the treat-
ment of trichotillomania with clomipramine, 
olanzapine, and N-acetylcysteine [88]. 
N-Acetylcysteine in one study was given suc-
cessfully at a dose of 1200 mg twice a day, taking 
about 9 weeks to work [89].

 Excoriation Disorder

Treatment options for excoriation disorder are 
largely focused on cognitive behavioral ther-
apy, with evidence for habit reversal or 
acceptance- enhanced behavioral therapy. 

Psychopharmacological treatments are largely 
focused on SSRI medications, naltrexone, and 
N-acetylcysteine [17].

 Summary

Obsessive-compulsive and related disorders are 
common and life-impairing in transitional age 
youth (TAY). Obsessive-compulsive disorder 
(OCD), in particular, is common, has a chronic 
course, and tends to emerge early in life. 
Symptoms of these disorders can worsen in tran-
sitional age youth (TAY) as they begin to take on 
newfound independence, responsibilities, sur-
roundings, and circumstances. Knowledge of 
evidence-based diagnosis, assessment, and treat-
ment of OCD and related disorders in TAY is use-
ful to provide symptom stabilization in these 
young adult patients and to avoid many of the 
common pitfalls of managing these disorders in 
this age group.

 Resources for OCD and Related 
Disorders in TAY

• Mental Health America
 – http://www.mentalhealthamerica.net/con-

ditions/ocd
• National Alliance on Mental Illness

 – ht tps: / /www.nami.org/Learn-More/
M e n t a l - H e a l t h - C o n d i t i o n s /
Obsessive-Compulsive-Disorder

• International OCD foundation
 – https://iocdf.org

• Paying for treatment
 – Partnership for Prescription Assistance

www.pparx.org
 – NeedyMeds

www.needymeds.org
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 Introduction

Eating disorders (ED) are serious psychiatric ill-
nesses with mental, emotional, and physical 
implications. ED typically have their onset dur-
ing early adolescence and early adulthood. For 
this latter group of transition-age youth (TAY), 
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Key Points
• Eating disorders are serious psychiatric 

illnesses, and their prevalence is high in 
transition-age youth who face particular 
challenges around increased autonomy, 
decreased familial involvement, and 
increased external demands.

• Screening tools can be important in 
identifying individuals of concern, espe-
cially among transition-age youth where 
parental involvement is decreasing and 
autonomy is increasing. Appropriate 
assessment and accurate diagnosis by a 
multidisciplinary team are essential, as 
is intervention by providers specialized 
in the treatment of eating disorders.

• Eating disorders do not discriminate and 
affect a wide variety of individuals 
regardless of gender, race, sexual orien-
tation, and socioeconomic background. 
Clinicians working with this population 

are encouraged to be sensitive to their 
own biases and to support access to care 
for all those affected by eating 
disorders.

• For those individuals previously diag-
nosed with an eating disorder, advance 
planning regarding where to attend col-
lege and the type of support available is 
strongly recommended and can help 
mitigate many of the difficulties experi-
enced by patients and families during 
this transitional period.

• Respecting the increased autonomy of 
transition-age youth is essential, and 
they should always be informed about 
confidentiality and their rights as legal 
adults. At the same time, parents remain 
an important resource, and most young 
adults value the support of their family, 
especially when familial involvement is 
appropriately coordinated and planned.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_10&domain=pdf
https://doi.org/10.1007/978-3-030-62113-1_10#DOI
mailto:dcolborn@stanford.edu
mailto:hlevin@caps.ucla.edu
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navigating the developmental challenges of 
increased independence and less parental 
involvement makes them particularly vulnerable 
to the development of ED and can complicate 
issues around intervention and treatment. TAY 
are typically moving away from familiar familial 
environments, taking on more personal responsi-
bility, and frequently entering IHE with new 
demands and higher workloads. It is not surpris-
ing that the rates of ED are high in this popula-
tion, and it stands to reason that navigating 
assessment, diagnosis, and connection to treat-
ment requires unique consideration. In this chap-
ter, we describe the types of ED that may present 
in TAY and their prevalence in this population; 
provide information on assessment and treat-
ment, including considerations for newly versus 
previously diagnosed individuals; discuss issues 
related to medication; and provide guidelines for 
coordinating care.

 Overview of ED in TAY

There are five main types of ED that may present 
among TAY: anorexia nervosa, bulimia nervosa, 
binge eating disorder, avoidant restrictive food 
intake disorder, and other specified feeding or 
eating disorder. We describe each of them in 
more detail.

Anorexia Nervosa According to the Diagnostic 
and Statistical Manual of Mental Disorders 5th 
Edition (DSM-5), anorexia nervosa (AN) is char-
acterized by a restriction of intake leading to weight 
loss significantly below what is expected, an 
intense fear of gaining weight, a distortion in their 
perception of themselves, and/or a failure to recog-
nize the seriousness of their condition [1]. 
Individuals with AN often engage in rigid, bizarre 
eating rituals; exercise excessively; become 
socially isolated; and may develop secondary 
symptoms of depression, lethargy, and co- occurring 
medical complications. The latter may include loss 
of menses or failure to start menstruation, low heart 
rate and blood pressure, and loss of bone density 
leading to osteoporosis or osteopenia.

DSM-5 recognizes two subcategories of AN: 
restricting type and binge-purge type. Individuals 

with restricting-type AN primarily engage in 
restriction, while those with binge-purge subtype 
will also have episodes of binge eating, followed 
by compensatory behaviors such as self-induced 
vomiting or abuse of laxatives. Although it is the 
least common type of ED, AN is the most medi-
cally serious and has the highest mortality rate of 
any mental illness.

Bulimia Nervosa Bulimia nervosa (BN) 
involves restriction of intake in order to lose 
weight, along with episodes of binge eating, 
followed by compensatory measures to prevent 
weight gain, such as self-induced vomiting, 
excessive exercise, or use of diuretics and 
laxatives [1]. Binge eating is characterized by 
consuming an excessively large amount of food 
(more than what would be considered typical 
given the circumstances) in a relatively short 
amount of time (less than 2  hours) and 
experiencing a loss of control while doing so. It is 
this loss of control that separates binge eating 
from common overeating.

Individuals with BN have a distorted image of 
their bodies and place undue value on shape and 
weight. There are many medical complications 
involved with BN, including heart rate abnormal-
ities, electrolyte imbalances, and eroding of tooth 
enamel due to frequent vomiting-type purging 
episodes. Individuals with BN tend to be normal 
weight, which can make detection of their illness 
difficult and lead the individual to feel that they 
are suffering in isolation.

Binge Eating Disorder Binge eating disorder 
(BED) is the most common type of eating disor-
der and is characterized by recurrent episodes of 
binge eating but without the compensatory 
behaviors seen in BN. Binge episodes often occur 
in secret and can involve eating rapidly, eating in 
the absence of physiological hunger, and eating 
past the point of fullness. These episodes are fol-
lowed by negative feelings, including guilt, 
shame, regret, and significant distress about the 
episode [1].

Avoidant Restrictive Food Intake 
Disorder Avoidant restrictive food intake disor-
der (ARFID) is an illness characterized by 
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restricted food intake or lack of interest in eating 
due to sensory qualities of the food and/or anxi-
ety about negative consequences of eating, such 
as fear of vomiting or choking [1]. These issues 
with eating lead to significant impairment in the 
individual’s life and physical health. ARFID typi-
cally has onset during infancy or early childhood 
but may continue into adulthood and can be exac-
erbated during times of increased stress, such as 
the transition into young adulthood.

Other Specified Feeding or Eating 
Disorder Other specified feeding or eating dis-
order (OSFED), previously known as eating dis-
order not otherwise specified, is the category for 
disorders in which issues related to feeding and 
eating cause significant distress and impairment 
but do not meet the full criteria for any of the 
above categories. Individuals with OSFED may 
present with subclinical symptoms of one or 
more of the above illnesses or have a disorder 
that is not captured by the above categories, such 
as someone who purges in the absence of binge 
episodes.

 Vulnerabilities of TAY

Before we move into our discussion of how eat-
ing disorders present in TAY, we would like to 
discuss the unique vulnerabilities faced by TAY 
that make them susceptible to the development 
and exacerbation of ED. Transitions are, by their 
nature, times of uncertainty, excitement, vulner-
ability, and loss. Transitions involve leaving 
something that is familiar and moving toward 
something that is not yet known. We see this in a 
pronounced way in youth who are transitioning 
from adolescence into young adulthood, often 
leaving the familiarity of a home environment to 
move toward a future that is uncertain and still 
unfolding, and experiencing a significant increase 
in their level of independence. Youth in this 
developmental stage are leaving an environment 
that, ideally, has been fairly structured and famil-
iar and moving toward one that is typically more 
amorphous, with an increased degree of auton-
omy. The decrease in the level of support and 

increase in the level of expected personal respon-
sibility during this time period are exponential. 
This is true for individuals who go on to IHE as 
well as those who pursue other paths. This unique 
period of transition puts youth at risk of develop-
ing ED while also presenting challenges for con-
tinuity of care and exacerbation of symptoms in 
those previously diagnosed with ED.

For TAY who go on to university settings, the 
academic environment can bring added stress and 
pressure that can exacerbate preexisting ED and 
contribute to the development and onset of disor-
dered eating. Rates of ED are higher on college 
campuses compared to the general population 
[2]. In addition to academic challenges, students 
entering college face new eating environments, 
with many students finding themselves responsi-
ble for managing their own meals for the first 
time. The array of cafeteria food options can be 
overwhelming and may promote binging or over-
eating, while irregular schedules do not facilitate 
consistent meals. Schedules and class times may 
conflict with dining service hours [3]. A height-
ened body image culture on many college cam-
puses emphasizes an unrealistic thin ideal. 
Internalization of this thin ideal can lead to body- 
image dissatisfaction, increased dietary restraint, 
and negative affect, all of which can put individu-
als at an increased risk of development of ED [4].

Although there are many challenges to attend-
ing IHE, universities often have embedded sup-
port systems that can help detect students of 
concern and connect them to resources both on 
campus and in the surrounding community. 
Resident advisors in student housing are trained 
to recognize worrisome behavior in students as 
are academic advisors, and both can refer students 
to on-campus student health and counseling 
centers for assessment and treatment. While 
many universities are not fully equipped to treat 
the level of ED that can present in students, they 
are a good resource for identification and connec-
tion to broader community providers.

Not all TAY attend IHE after high school. 
Many opt to take a gap year and travel or volun-
teer. Some choose to enter the military, and many 
decide to directly enter the workforce [3]. For 
TAY who do not elect to attend college, detection 
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and engagement in treatment can be more chal-
lenging without the built-in support of an aca-
demic setting. Youth in this category still face the 
challenges of increased independence, change in 
lifestyle structure impacting eating and meal 
times, and the inherent uncertainty present in this 
transitional period. However, they do not have 
the same institutional support that is typically 
found in IHE that can allow for the detection of 
mental health challenges and connection to treat-
ment sources. Parents may struggle with how to 
enforce engagement in treatment without the 
motivation of being able to remain in school. 
Additionally, without the built-in social network 
that is found in university and college settings, 
TAY in other environments, particularly those 
taking a gap year or going directly into the work-
force, are at risk of isolation, which can further 
impact disordered eating.

Some youth with histories of ED may end up 
delaying entrance into higher education and other 
developmental tasks of young adulthood in order 
to recover from an eating disorder. They may opt 
to attend community college, work part time 
while engaging in outpatient treatment, or par-
ticipate in higher levels of care, such as intensive 
outpatient programs, partial-hospitalization pro-
grams, or residential treatment. While delaying 
matriculation to a university has the benefit of 
addressing eating disorder symptoms and thus 
increasing the likelihood of success in higher 
education, it does put individuals on a different 
developmental trajectory compared to their peers. 
It also requires thoughtful consideration by the 
youth, parents, and treatment team providers 
about how to support the individual and what fac-

tors determine when someone is ready to advance 
to a full-time academic setting.

 Prevalence of ED in TAY

 Epidemiology

Eating disorders have two time periods of typical 
onset: onset of puberty (ages 11–14  years) and 
transition from adolescence to young adulthood 
(ages 17–20  years). According to the DSM-5, 
12-month prevalence rates for EDs in females is 
0.40% for AN, 1–1.5% for BN, and 1.6% for 
BED. Less is known about the rates of AN and 
BN in males, but there is an approximate 10:1 
female-to-male ratio for both illnesses. BED has 
a prevalence of 0.8% in males. It is noteworthy 
that with the publication of DSM-5 in 2013, the 
rates of eating disorders shifted, with a signifi-
cant increase in the rates of AN, a decrease in the 
rates of ED-NOS/OSFED, and rates of BN stay-
ing the same [5]. This is likely reflective of the 
new diagnostic criteria for AN that capture indi-
viduals who previously would have received a 
diagnosis of OSFED.

In the TAY population, prevalence rates of ED 
suggest a higher percentage of BN and BED and 
a slightly lower prevalence of AN, which typi-
cally appear in earlier adolescence. A recent 
study looking at the prevalence rates of ED 
among adults using DSM-5 criteria found that 
18- to 29-year-olds had 12-month prevalence 
rates of 0.08%, 0.23%, and 0.45% for AN, BN, 
and BED, respectively [6] (Fig. 10.1). A longitu-
dinal study examining the natural history of eat-
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Fig. 10.1 Eating 
disorder 12-month 
prevalence rates (Data 
source: DSM-5; Udo 
and Grilo [6])
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ing disorders found, by age 20  years, a 0.6% 
lifetime prevalence for AN, 1.6% for BN, and 1% 
for BED [7]. This study also suggested a peak 
age of onset of 17–18 years for BN and BED.

Among college students, rates of ED are high, 
with some studies suggesting rates of 8–17% [2] 
and subclinical rates as high as 34–67% [8]. 
Research using the SCOFF, a very simple and 
easy-to-use screening questionnaire that follows 
an acronym (S  –  do you make yourself Sick; 
C – do you worry about losing Control over eat-
ing; O – have you recently lost One stone, i.e., 14 
lbs., or more; F – do you worry you are Fat when 
others think you are thin; F – does Food domi-
nate your life), found 13.5% of females and 3.6% 
of males screening positively for disordered eat-
ing among a sample of college students [2]. There 
is also evidence that rates of ED among college 
students are increasing over time in both females 
and males [9].

Given that most of the research on ED in 
young adults is done with college students, due to 
the convenience in sampling this population, 
there is limited information on ED prevalence 
specifically in non-college-bound TAY. However, 
there is reason to believe that youth going through 
this transitional time period are at risk of ED sim-
ilarly to those entering IHE.

 Underserved Groups

At one time thought to primarily affect affluent, 
heterosexual white females, there is now exten-
sive data showing that eating disorders do not 
discriminate. ED affect a wide range of individu-
als across gender spectrum, racial and socioeco-
nomic backgrounds, and sexual orientation 
identification. Clinicians working with individu-
als with ED are encouraged to be sensitive to the 
presentation of ED in underserved groups and to 
promote access to care for all individuals 
impacted by ED.

Males There is increasing data to suggest that 
ED are more prevalent among young adult 
males than previously thought. Previously, it 
was thought that ED affected males at a 10:1 

ratio compared to females; more recent data 
suggest that this ratio is much smaller, and in 
particular on college campuses may be closer to 
3:1 [2]. Another study found smaller gender dif-
ferences in reported eating disorder symptoms 
than previously thought, with males reporting 
similar rates of compensatory behaviors com-
pared with females (29% and 31%, respec-
tively). Weight status (i.e., being overweight or 
obese) is the most significant predictor of eating 
disorder risk regardless of gender [10]. Males 
are less likely to seek treatment for ED, given 
the shame and stigma about what has histori-
cally been considered a female illness. Males 
may be missed on screening measures that have 
been normed on females. Further, the reported 
shape and weight concerns presented by males 
are often different than females, with males 
more likely to express a desire for a lean, mus-
cular shape rather than a drive for thinness. 
However, the result can be the same in that 
efforts designed to achieve the desired physique 
can lead to excessive exercise, restriction, exces-
sive weight loss, body image disturbance, and 
compensatory behaviors.

LGBTQ ED can affect individuals across the 
spectrum of sexual orientation and gender iden-
tity. There is evidence that gay men are at greater 
risk for ED compared to straight men and lesbian 
females [11]. The reasons for this are likely com-
plex, with some studies suggesting that physical 
appearance may be central to sense of self in gay 
men. Transgender youth may be particularly vul-
nerable to disordered eating, with a recent litera-
ture review finding that the rates of ED were 
significantly higher in transgender compared to 
cisgender youth [12]. A consistent finding across 
studies in this review was that transgender youth 
often engage in restriction and weight loss 
attempts in order to delay the onset of puberty 
and the development of secondary sex character-
istics, suggesting that for these youth, ED symp-
toms may be a way to manage distress related to 
gender identity rather than the body image con-
cern that is typically seen in more traditional 
forms of ED.
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Ethnic Minorities Although some data suggest 
that AN and BN occur less frequently in African 
American women compared with Caucasian 
women, there is growing evidence that ED affect 
individuals regardless of ethnic background. A 
study found that symptoms of restriction, bing-
ing, purging, and amenorrhea did not differ sig-
nificantly across a wide variety of ethnic groups 
across college campuses [13]. Additionally, 
research has shown that ethnic minorities are less 
likely to seek treatment for ED, are less likely to 
be diagnosed with an ED, and are less likely to be 
referred for treatment compared to their 
Caucasian counterparts [14].

 Treatment for ED Among TAY

Although individuals presenting with ED symp-
toms may vary in their level of clinical severity, it 
is ideal that treatment be provided by clinicians 
specializing in the treatment of ED. Additionally, 
ED treatment requires thorough assessment by a 
multidisciplinary team involving psychological, 
medical, and nutritional consultation to ensure 
accurate assessment, diagnosis, and ongoing 
care. For practitioners working with students in 
university settings, we recommend a stepped- 
care approach that involves screening, preven-
tion, guided self-help, and treatment when 
indicated [4].

 Considerations for Newly Diagnosed 
Versus Already Diagnosed

There are unique considerations when addressing 
treatment needs for TAY previously diagnosed 
with ED versus those who have been newly diag-
nosed. For youth who have been previously diag-
nosed with ED, families and patients have the 
advantage of establishing appropriate care and 
creating new treatment teams prior to the indi-
vidual leaving home. We recommend as much 
advance planning as possible during this transi-
tion, including researching university treatment 
options for those TAY going on to IHE. Planning 
should start with a consideration of the institution 
itself—how far away from home is feasible for 

the individual? What is the campus setting and 
surrounding environment? What sort of treatment 
options are available? These are all important 
considerations when supporting people with ED 
in transitioning to college. While some universi-
ties have counseling centers and student health 
centers with multidisciplinary teams that can 
coordinate care among providers and may have 
specialists in ED on staff, many universities are 
limited in the amount of ongoing care they can 
provide for ED. The resources at counseling cen-
ters and student health centers vary significantly, 
often depending on the size of the school, geo-
graphic location, whether there is a medical cen-
ter on campus, and whether the school is privately 
or publicly funded; additionally, many counsel-
ing centers do not have therapists with the level 
of specialty training necessary to treat ED [15]. 
Also, some schools offer unlimited therapy ses-
sions on campus, while others have session lim-
its, which can typically range from 3 to 12 
sessions per year. For this reason, families are 
encouraged to become informed about treatment 
options in the surrounding areas and often need 
to factor in this cost when planning for college. 
Families should also explore whether it is benefi-
cial to obtain the student health insurance instead 
of or in addition to the family’s health insurance 
plan.

For TAY who are not college bound, whether 
it is to focus on continued recovery from ED or 
because they have chosen a different path, treat-
ment planning can still be complicated. 
Determining the level of support versus the level 
of autonomy is central to this decision-making 
process. Important considerations for patients 
and families include the person’s level of inde-
pendence with eating and feeding, their medical 
status, and how physically demanding their daily 
tasks will be, whether working or traveling.

For individuals newly diagnosed with ED, the 
primary concerns are identification and connec-
tion to treatment. As we discuss below, appropri-
ate screening measures are essential to identifying 
individuals of concern and connecting them to 
care. We recommend that IHEs make screening a 
regular process, particularly with incoming fresh-
men, to identify potential students in need of 
care.
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 Screening and Assessment

Because individuals with ED often do not think 
their difficulties warrant intervention or they do 
not desire help (as is often the case with AN), we 
recommend that clinicians implement screening 
tools to identify individuals of concern and con-
nect them to appropriate resources. This is par-
ticularly true for clinicians working in university 
settings, but screenings can also be implemented 
in community clinics or offered by individual 
practitioners or groups who advocate for inter-
vention and awareness of ED.  There are many 
widely available and easy-to-use screening tools, 
such as the SCOFF, that are brief, easy to admin-
ister, and well validated [16] (Table 10.1).

In addition to screening, ED require thorough 
assessment by a multidisciplinary team, which 
includes psychological evaluation, medical 
assessment, and registered dietitian consultation. 

The treatment team ideally together makes rec-
ommendations for ongoing care. Some universi-
ties, community clinics, and practitioners in 
private practice may not have access to a multi-
disciplinary team. When working with patients 
who have eating disorders, it is essential to col-
laborate with other necessary specialties and/or 
know when to refer out.

 Outpatient Clinical Treatment

Most patients with eating disorders are able to be 
treated on an outpatient basis. The following are 
outpatient psychotherapy interventions for each 
ED as specified.

Anorexia Nervosa As of this writing, there are 
limited evidence-based psychotherapeutic inter-
ventions for adults with AN. Family-based ther-
apy (FBT) is the treatment intervention with the 
most evidence base for adolescent AN and has 
been modified for use with young adults. 
Principle tenets of FBT include agnosticism to 
the cause of AN and seeing the illness as some-
thing separate from the patient. FBT puts primary 
focus on recovery through renourishment by 
charging parents with the task of refeeding. In 
young adult adaptations of FBT, the patient is 
typically allowed to choose whom to have as a 
supportive adult. The young person is more 
involved in the decision-making about food and 
meal times and is allowed more individual time 
with the therapist [17, 18]. Although dropout 
rates were high in two recent studies of FBT for 
TAY, those participants who did complete treat-
ment had good outcomes: participants were able 
to restore weight, and the treatment intervention 
was found feasible and acceptable [17, 18].

Adolescent-focused psychotherapy (AFT), 
also known as ego-oriented individual therapy 
(EOIT) in earlier versions, has been found to be 
effective for adolescents with AN. There is rea-
son to extrapolate that AFT can be effective for 
work with TAY when the level of parental 
involvement required for FBT may not be feasi-
ble or indicated. With its origins in psychody-
namic and developmental theories, AFT 

Table 10.1 Eating disorder screening tools

Screening tool Reference/resource
SCOFF Morgan JF, Reid F, Lacey JH. The 

SCOFF questionnaire: assessment 
of a new screening tool for eating 
disorders. BMJ. 
1999;04;319(7223):1467–8

Eating Disorder 
Examination 
Questionnaire 
(EDE-Q)

Fairburn CG, Beglin 
SJ. Assessment of eating disorders: 
interview or self-report 
questionnaire. Int J Eat Disord. 
1994;16:363–70

Eating Attitudes 
Test (EAT)

Garner DM, Garfinkel PE. The 
eating attitudes test: an index of the 
symptoms of anorexia nervosa. 
Psych Med. 1979;9:273–79

EAT-26 
(abbreviated 
version of the 
EAT)

https://www.eat-26.com/

Eating Disorder 
Inventory (EDI)

Garner DM, Olmsted MP, Plivy 
J. Development and validation of a 
multidimensional eating disorder 
inventory for anorexia nervosa and 
bulimia. Int J Eat Disord. 
1983;2:15–34

Female Athlete 
Screening Tool 
(FAST)

McNulty KY, Adams CH, Anderson 
JM, Affenito SG. Development and 
validation of a screening tool to 
identify eating disorders in female 
athletes. J Am Diet Assoc. 
2001;101:886–92; quiz 893–4
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conceptualizes AN as occurring in the context of 
developmental challenges that are overwhelming 
to the individual. Thus, AN serves as a maladap-
tive protectant against perceived psychological 
and emotional threats [19]. AFT treatment is 
based on collaborative case formulation, and the 
therapeutic relationship becomes a vehicle for 
developing a stronger sense of self. Increasingly, 
tolerance of varied affective states occurs, result-
ing in reduced reliance on AN behaviors [19]. 
Two randomized controlled trials of AFT have 
found improvement in weight and psychological 
variables comparable to FBT [20, 21].

Finally, cognitive behavior therapy (CBT) has 
been used with adults with AN, with mixed 
results. A recent study of enhanced cognitive 
behavior therapy (CBT-E) that used body mass 
index (BMI) as its primary outcome found 
 statistically significant weight improvement after 
12-month follow up, although the treatment had a 
high attrition rate (50%) that is common with this 
population [22]. Another study of CBT for adults 
with underweight ED found improvement in 
weight and psychological symptoms in subjects 
who completed the protocol, although this study 
again had a high dropout rate (46%) [23].

Bulimia Nervosa Cognitive behavior therapy 
remains the gold standard of care for adults with 
BN with a significant evidence base to support its 
effectiveness [24]. CBT for BN involves creating 
a model of how thoughts, feelings, and behaviors 
maintain the eating disorder; implementation of 
strategies to regulate eating and decrease binge-
ing and purging behaviors; and development of 
skills to restructure cognitions and regulate emo-
tions. Enhancements to CBT for eating disorders 
(CBT-E) have helped deepen our understanding 
of the core psychopathology of eating disorders 
and seem to be effective for patients with more 
severe comorbidity [24].

Interpersonal psychotherapy (IPT) has been 
shown to be an effective intervention for BN. IPT 
assesses interpersonal relationship patterns and 
their association with the development and main-
tenance of ED.  IPT for BN has been found to 
have similar long-term outcomes to CBT, 
although results tend to happen more slowly [24].

Dialectical behavior therapy (DBT) is a treat-
ment with promising results for BN that com-
bines behavioral therapeutic techniques with 
concepts rooted in eastern mindfulness. DBT tar-
gets specific behaviors and uses skills related to 
distress tolerance, emotion regulation, and inter-
personal effectiveness to promote behavior 
change. A version of DBT specifically modified 
for BN has led to a significant reduction in binge- 
purge symptoms with a rapid response rate [25]. 
DBT may be particularly effective for individuals 
with comorbid substance abuse and/or self-harm 
behaviors, and it has been found highly effective 
for these diagnoses as well [26].

Binge Eating Disorder Similar to bulimia ner-
vosa, CBT, IPT, and DBT appear to be effective 
interventions for BED.  Treatment should focus 
on the establishment of regular eating patterns to 
reduce vulnerability to bingeing, along with tools 
to address contributing stressors and negative 
emotions. It is worth noting that treatments for 
BED do not typically lead to weight loss.

Avoidant Restrictive Food Intake 
Disorder Although research on adults with 
ARFID is lacking, CBT (which is effective for 
younger children) appears to be the most practi-
cal and viable intervention, and it has been 
applied across age groups [27]. CBT for ARFID 
involves working to create a ranking of foods that 
the individual finds easy, moderate, or difficult to 
consume. Then shaping and chaining techniques 
are engaged to gradually increase exposure to a 
greater variety of foods and decrease anxious and 
aversive reactions to food.

Other Specified Feeding or Eating 
Disorder Because the presentation of OSFED 
can vary greatly from patient to patient, clini-
cians are advised to use their judgment about the 
most effective intervention in a given case. It can 
be reasonably concluded that OSFED may 
respond to specific interventions when presenta-
tions resemble subclinical variants of other 
ED. In general, therapies that focus on nutrition, 
skills to address emotions and cognitive distor-
tions, and relapse prevention are recommended.
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Novel Treatments There are several novel psy-
chotherapeutic interventions being developed for 
use with ED that show promise when working 
with TAY.  Three are described here. Cognitive 
remediation therapy (CRT) is a treatment that tar-
gets neurocognitive processes using exercises 
that aim to improve cognitive flexibility, global 
processing, and metacognition. Although not rec-
ommended as a stand-alone treatment, CRT has 
been shown to reduce attrition rates and improve 
cognitive flexibility when used in conjunction 
with other therapies [28]. Acceptance and com-
mitment therapy (ACT), which advocates for the 
acceptance of one’s thoughts, feelings, and 
adherence to values as motivation for change, has 
been found to be effective for young adults with 
ED. In one study, a group format of ACT led to 
decreased eating disorder pathology and lower 
risk of rehospitalization compared to treatment as 
usual [29]. Finally, motivational interviewing 
(MI) has been used as an effective adjunct to a 
variety of therapies and has been found particu-
larly effective for the treatment of ED. MI seeks 
to augment individual engagement in treatment 
and motivation for recovery by having the thera-
pist validate and empathize with reasons not to 
change, thus freeing the patient to explore the 
potential benefits of therapy. MI has been found 
useful in the treatment of ED, particularly in 
regard to enhancing readiness and motivation to 
change [30].

 Higher Levels of Care

Whenever possible, we recommend treatments 
that allow patients to stay in their normative envi-
ronment and involve the least disruption to daily 
life. This is particularly true for TAY who are 
navigating the transition to young adulthood. 
However, ED are serious illnesses with medical 
complications that may require participation in 
higher levels of care for a period of time. 
Additionally, some patients with ED do not 
respond to outpatient treatment and may need 
more intensive support.

Medical Hospitalization For some individuals 
with ED, their illness progresses to the point that 
they require admission to a hospital or other med-
ical facilities in order to stabilize their physical 
symptoms and prevent cardiac arrest or other 
life-threatening complications. There are a num-
ber of signs that may indicate hospitalization due 
to ED, including bradycardia (heart rate less than 
50 beats per minute (BPM) during waking hours), 
orthostatic vital signs (an increase of pulse 
20  bpm or decrease of systolic blood pressure 
20 mmHg from lying to standing), hypotension 
(blood pressure below 90/60 mmHg), extremely 
low body weight (less than 75% median body 
mass index (mBMI)), and electrolyte abnormali-
ties [31]. Being medically hospitalized because 
of ED constitutes a medical emergency. Academic 
institutions and employers are required to work 
with individuals in this situation so that they are 
not unduly penalized for absences due to 
hospitalization.

Residential Treatment For individuals needing 
continuous support, residential treatment pro-
grams have participants live on-site for weeks or 
months at a time in order to receive intensive psy-
chotherapy, nutritional support, and medical 
monitoring. We typically recommend residential 
treatment after an individual has not been suc-
cessful at lower levels of care and strongly rec-
ommend treatment programs with solid discharge 
planning to help reorient and integrate the patient 
back into daily life. In some cases, a step-down 
approach may be indicated where patients move 
from residential to partial hospitalizations, inten-
sive outpatient care (PHP/IOP), and then outpa-
tient care.

Partial Hospitalization (PHP) and Intensive 
Outpatient (IOP) Care PHP typically involves 
attending a treatment center 4–7 days per week 
for a full day up to 12 hours. While there, patients 
participate in individual and group therapy, 
receive mealtime and nutritional support, and 
have access to real-time intervention for eating- 
disorder- related distress. IOP is similar but 
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shorter in duration, with patients typically stay-
ing for several hours rather than a full day. PHP 
and IOP can be beneficial for individuals who 
need more consistent support than weekly outpa-
tient sessions in order to recover from ED.

 Psychopharmacology and Eating 
Disorders

General Principles In patients with eating dis-
orders, medication is considered an adjunctive 
treatment to psychotherapy and nutritional reha-
bilitation or is used for the treatment of 
 comorbidities. Prior to starting medication, 
patients need a thorough diagnostic assessment. 
Eating disorders can cause, exacerbate, or mask 
symptoms of anxiety and depression. History is 
crucial to determining if anxiety and mood symp-
toms are secondary to malnourishment or sepa-
rate; carefully assessing the chronology of 
symptoms and psychiatric family history is rec-
ommended. Patients with eating disorders are 
often very concerned about potential weight gain 
from medications, so this should be directly 
discussed.

It should be noted that almost all medications 
are off-label for eating disorders. The two excep-
tions to this are fluoxetine, which is US Food and 
Drug Administration (FDA)-approved for BN in 
adults, and lisdexamfetamine, which is FDA- 
approved for BED in adults. In the literature, 
there are very few randomized controlled trials of 
psychopharmacology, especially in AN, due to 
low enrollment and high dropout rates.

Anorexia Nervosa As previously stated, medi-
cation is not the initial or primary treatment for 
AN.  Medication should be considered only for 
patients who do not respond to nutritional reha-
bilitation and psychotherapy. Most treatment 
approaches use a “food is medicine” philosophy 
for anorexia nervosa, in which weight restoration 
is the initial primary goal since many symptoms 
will improve once a patient is no longer malnour-
ished. Energy, mood, and anxiety often improve 
with adequate nutrition. Pharmacotherapy has 
limited efficacy in AN and should be considered 

adjunctive [32]. The reasons for this are not fully 
known, but it is theorized that starvation may 
alter neurotransmitter function and lower the lev-
els of available serotonin which may impact 
medication response [33]. Also, restrictive eating 
behavior may become so neurobiologically 
entrenched that medications have minimal impact 
[34]. Often, obsessionality and depression only 
improve with weight gain [35]. Due to a higher 
risk of side effects in low-weight patients, any 
medication, if considered, should be started at 
low dosages [35]. In the literature, there are few 
randomized controlled trials of medication in AN 
due to difficulty with recruitment and medical 
fragility of these patients [36].

Second-generation antipsychotics (SGAs), 
also commonly referred to as atypical antipsy-
chotics, have been studied in patients with AN 
and refractory symptoms that have not responded 
to psychotherapy and nutritional rehabilitation, 
with the rationale that they may help to promote 
weight gain, address rumination, perseveration, 
anxiety and near-delusional thinking in anorexia 
[36]. There are several randomized studies which 
concluded that olanzapine is modestly effective 
for weight gain [35, 37–39]. Olanzapine may also 
help with obsessions and concerns about eating 
and body shape. However, a recent 2019 random-
ized controlled trial of olanzapine in adult outpa-
tients with AN did not show benefits in 
obsessionality or cognitive symptoms of AN 
despite improvement in weight [35]. Patients 
with very intense and rigid eating disorder cogni-
tions who have trouble tolerating or progressing 
with weight restoration may be appropriate can-
didates for olanzapine. Dosages of 2.5  mg to 
10  mg daily are commonly used [37, 38, 40]. 
Studies of other SGAs have shown limited effi-
cacy in AN. One retrospective study of aripipra-
zole showed some benefit [41], but no benefit 
was found in randomized trials of risperidone and 
quetiapine [42, 43]. Patients are often reluctant to 
take SGAs due to fear of weight gain, low insight 
into the illness, and ambivalence about recovery. 
The risk of adverse metabolic effects of SGAs 
may be less pronounced in patients with AN 
compared to other psychiatric illnesses. However, 
in medically fragile patients, there is greater 
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potential for QTc prolongation, which increases 
the risk of torsades des pointes and cardiac arrest, 
so cardiac monitoring is indicated with SGA use.

In the literature, there is a lack of evidence that 
selective serotonin reuptake inhibitors (SSRIs) 
are effective for the treatment of the core symp-
toms of AN [44, 45]. SSRIs may be used to treat 
co-occurring moderate or severe anxiety and 
depression that does not improve with weight 
restoration. While this class of medication is used 
to treat obsessive-compulsive disorder, unfortu-
nately, studies have not shown SSRIs to help with 
the obsessive thoughts in AN. Similarly, they do 
not help with weight restoration. It was initially 
shown that this class of medication could help to 
prevent relapse in adults with AN [46], but this 
was not supported by a larger study [47]. QTc 
prolongation can also be a concern with SSRI 
use.

Benzodiazepines are sometimes used prior to 
meals to reduce anticipatory anxiety, but there is 
no evidence in the literature to support this prac-
tice. A 2014 study did not show benefit of alpra-
zolam in reducing premeal anxiety in adults with 
AN but found that it did increase fatigue [48].

Bulimia Nervosa In contrast to AN, antidepres-
sants may be used as a first-line treatment in BN, 
in combination with therapy and nutritional reha-
bilitation. The neurobiology of bulimia and the 
mechanism of action for pharmacotherapy are 
not known, but it is theorized that central nervous 
system serotonin pathways are disturbed in 
patients with BN [49].

Fluoxetine, an SSRI, is FDA approved for 
adults with BN. It is the most studied and most 
effective medication for reducing urges to binge 
and purge, drive for thinness, and other psycho-
logical symptoms. These benefits are seen regard-
less of baseline mood status. Dosages of 60 mg 
daily are more effective than lower dosages, an 
early response in the first 3 weeks is predictive of 
treatment response, and a significant improve-
ment is expected by 4–8  weeks after starting 
fluoxetine [50, 51]. Fluoxetine is often continued 
for 6–12  months after symptom response or 
remission [52]. Other SSRIs are considered sec-
ond line to fluoxetine as they have shown symp-

tom improvement in small studies [53–56]. When 
considering SSRIs other than fluoxetine, a family 
history of positive response and potential for side 
effects guide the medication selection since they 
are considered interchangeable in terms of effi-
cacy. Paroxetine is usually avoided due to the 
common adverse effect of weight gain, which 
tends to make it less tolerable for eating disorder 
patients. Citalopram is generally avoided or used 
cautiously due to concern for the cardiac adverse 
effect of QTc prolongation since electrolyte dis-
turbances may occur in patients with BN.

Topiramate has also been shown to reduce 
binge-purge episodes in adults with BN. Its use is 
limited by sedation and cognitive side effects. 
Also, topiramate may cause a side effect of 
weight loss, so it should be avoided in patients in 
low or low-normal weight ranges [57–59]. 
Tricyclic antidepressants and monoamine oxi-
dase (MAO) inhibitors are usually avoided due to 
adverse side effects but may be used as third- or 
fourth-line medications with caution. Bupropion 
is contraindicated in BN due to increased risk of 
seizures found in a 1988 study and is generally 
not recommended in any formulation for eating 
disorder patients [60].

Binge Eating Disorder In BED, medications 
are a second-line treatment after psychotherapy 
since they are generally considered to be less 
effective. Medication may be preferred due to 
lower cost and less time requirement or if therapy 
is inaccessible. Medication can help with short- 
term reduction in binge eating but not necessarily 
weight loss. Most studies are short term in dura-
tion. Targets of medication treatment may include 
reduction of binge eating episodes, eating disor-
der cognitions, and weight loss [61].

SSRIs are recommended as a first-line medi-
cation (but are used off FDA label) due to demon-
strated efficacy and tolerability [62]. The 
stimulant medication lisdexamfetamine was FDA 
approved in 2015 for severe BED (four or more 
episodes/week.) It is a second-line medication 
option after failure of 1–2 SSRI trials. Studies 
showed weight loss and increased abstinence 
from binges over placebo. It carries a potential 
for misuse, abuse, and diversion [63, 64]. 
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Topiramate is another second-line medication 
option after failure of 1–2 SSRI trials. Like lis-
dexamfetamine, studies showed increased absti-
nence from binges over placebo. It may enhance 
outcomes in combination with cognitive behav-
ioral therapy. Possible side effects include pares-
thesias, cognitive impairment, and sedation [65]. 
Other medications that have demonstrated some 
efficacy for BED in trials include zonisamide, 
orlistat, acamprosate, atomoxetine, and dulox-
etine [61].

 Involving Family

Although TAY are often legally adults, they are 
usually still embedded in their families of origin. 
Families are often an essential source of support 
for individuals with ED.  When working with 
TAY, it is important to balance their need for 
increased autonomy and independence with 
appropriate familial support. It is also important 
as a provider to be clear with the individual from 
the outset about confidentiality and its limits. 
With the exception of emergency situations when 
individuals have become so medically or psycho-
logically compromised that they are in grave dan-
ger, adults typically must authorize permission 
for caregivers to communicate with parents or 
other family members through signed consent 
prior to any contact. It is recommended that insti-
tutions and private practitioners working with 
TAY with ED have open communication from the 
beginning about when and how it may be benefi-
cial for parents to be involved in treatment. Many 
providers in collaboration with TAY patients find 
it quite helpful to involve parents in treatment, 
and often, young adults are more open to this 
than expected. In both studies on FBT for TAY 
described in the treatment section, the majority of 
participants chose a parent as their supportive 
adult, suggesting TAY value support from con-
cerned family members [16, 17].

Many concerned parents struggle with how to 
support their adult children who are struggling 
with ED, especially when the patient is reluctant 
to engage in treatment or even acknowledge the 
need for intervention. While the autonomy needs 

and rights of young adults are different from 
those of children and adolescents, we often 
remind parents that they still have leverage in 
many areas—most TAY are still financially 
dependent on parents to some degree and often 
continue to live at home for several years after 
reaching the age of majority. Given the serious, 
often life-threatening nature of ED, parents have 
the option of making financial support and/or the 
ability to remain at home contingent on the youth 
getting treatment. It is worth noting that research 
studies on ED in TAY have found that youth often 
desire to have parents involved in their treatment 
and care and respond positively to limits that are 
coming from a source of deep concern and care 
[17, 18].

 Summary and Conclusions

TAY are a population particularly vulnerable to 
ED, given the complicated nature of transitions 
in general and the intricacies of transitioning 
from adolescence to young adulthood in particu-
lar. For those individuals previously diagnosed 
with ED, families are encouraged to plan well in 
advance for this transition and educate them-
selves as much as possible on the most appropri-
ate course of action and available resources for 
those TAY going onto university. Many IHE are 
not equipped to address the full range of ED that 
may present on campus, and families often have 
to seek resources outside of campus. For TAY 
not attending universities, special coordination 
and planning by parents and care providers can 
help determine the most appropriate course of 
action and set them up for success while mitigat-
ing challenges. Screening and assessment are 
essential to identifying individuals of concern 
who present at universities and community clin-
ics. Once identified, assessment and diagnosis 
by multidisciplinary teams specialized in the 
treatment of eating disorders is essential for 
accurate diagnosis and treatment recommenda-
tions. Institutions and community providers 
working with ED are encouraged to collaborate 
with appropriate resources in order to provide 
comprehensive care. When attending to the adult 
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autonomy and legal rights of TAY, it is important 
to remember that families remain an essential 
source of support, and most TAY value their 
input and involvement when appropriately 
coordinated.
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Spectrum Disorder

McLeod Frampton Gwynette, Natasha Marrus, 
and Roma A. Vasa

 Introduction

Autism spectrum disorder (ASD) is a lifelong 
neurodevelopmental disorder characterized by 
social and communication deficits, along with 
restricted/repetitive interests, behaviors, and 
activities [1]. Symptoms can vary considerably 
across individuals with ASD; for example, some 
individuals may have relative strengths in social 
motivation, whereas others may be socially indif-
ferent. Additionally, ASD is associated with 
varying cognitive and language abilities, as well 
as high rates of co-occurring psychiatric and 
medical disorders [2–4], which together with the 
core features of ASD create a heterogenous pro-
file of symptoms. Indeed, one common expres-
sion in the field that reflects this heterogeneity is, 
“If you have seen one person with ASD, you have 
seen one person with ASD.”

The prevalence of ASD has soared over the 
last several decades, with recent estimates indi-
cating that 1  in 59 children are affected by this 
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Key Points
• Transition-age youth with autism spec-

trum disorder (TAYASD) face chal-
lenges in health care, adaptive 
functioning, and quality of life. 
Psychiatrists can guide families in 
implementing highly individualized 
treatment interventions, thereby opti-
mizing clinical outcomes.

• The severity of co-occurring psychiatric 
and behavioral conditions is a major 
factor in determining an individual’s liv-
ing arrangements and daily activities.

• Medical conditions impact TAYASD to 
a greater extent than typically develop-
ing individuals, contributing to 
decreased life expectancy. Advocacy 
and appropriate medical care can have a 
significant positive impact for patients.

• Psychiatrists can guide TAYASD and 
their families during the transition pro-
cess by connecting them to resources in 
the areas of postsecondary education, 
living arrangements, finances, voca-
tional options, and decision-making.
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disorder [5]. This rising prevalence has resulted 
in a growing population of adults with ASD, with 
recent data indicating that approximately 50,000 
adolescents with ASD will transition into adult-
hood every year [6]. It is therefore important for 
psychiatrists to become familiar with how to help 
individuals with ASD and their families success-
fully navigate the transition process from adoles-
cence to adulthood. According to the Individuals 
with Disabilities Education Act (IDEA), transi-
tion planning should be incorporated within the 
IEP starting no later than age 16  years [7]. 

Nevertheless, since individuals with ASD have 
many complex and changing needs, it can be ben-
eficial for transition planning to begin even ear-
lier (e.g., age 13  years) and extend into young 
adulthood (e.g., age 30  years) to allow ample 
time for repeating developmental assessments, 
determining appropriate educational and residen-
tial placement, and identifying necessary multi-
disciplinary supports in each setting.

This chapter highlights key biopsychosocial 
factors (Table 11.1), including co-occurring psy-
chiatric and medical conditions, education and 

Table 11.1 Biopsychosocial factors to consider during transition planning for individuals with ASD

Factors Considerations for management
Co-occurring 
psychiatric/
behavioral 
conditions

Regularly assess current and emerging symptoms and disorders
Refer for specialized behavioral treatment or psychotherapies
Prescribe psychotropic medications judiciously as part of a larger multidisciplinary plan that 
addresses educational, medical, developmental, psychosocial factors

Medical 
conditions

Identify an adult primary care provider
Refer to appropriate medical specialists
Regularly assess medical risks when prescribing psychotropic medications (e.g., metabolic 
syndrome, obesity)
Encourage compliance with medical treatments
Recognize the interplay between medical and psychiatric disorders

Planning for 
socialization

Clarify social interests, as well as social strengths and weaknesses
Pursue developmentally appropriate socialization opportunities
Identify potential barriers to socialization (e.g., fixation on electronic screen media, social 
anxiety)

Educational 
options

Obtain appropriate assessments, including repeat neuropsychological testing, to assess 
interests, strengths, and weaknesses
Weigh formal postsecondary education (e.g., college, technical school) versus community-
based education (e.g., day programs)
Evaluate fit of each option relative to needs of the TAYASD (e.g., local versus long-distance, 
2-year versus 4-year programs)
Advocate for educational supports in college

Vocational 
options

Pursue day programs for individuals with intellectual disability
Assess the need for vocational assessment, training, or job search assistance.

Living 
arrangements

Evaluate independent, family- based, or residential living options based on the needs and 
interests of the TAYASD and family
Consider residential placement for those with more severe behavioral and developmental 
challenges
Provide support (e.g., necessary documentation) to access local resources and funding needed 
to coordinate housing
Implement structured activities and safety planning for the TAYASD at home

Decision-making 
options

Determine TAYASD’s capacity to make medical, legal, financial, and other business decisions
Pursue legal planning (e.g., power of attorney) to ensure family’s input in medical/legal 
decision-making

Developmental 
considerations

Determine TAYASD’s ability to drive
Implement supports needed for transportation
Evaluate TAYASD’s judgment related to romantic relationships, interpersonal boundaries, 
social norms, and risks for victimization
Review importance of medication adherence
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vocational programs, living arrangements, and 
determination of decision-making capacities, 
which should be considered during the planning 
period facing transition-age youth with ASD 
(TAYASD) and their families (Table  11.1). 
Clinicians often receive suboptimal training in 
ASD during psychiatric residency and fellowship 
[8], and currently, there is very little research in 
this age group to guide their clinical practice [9, 
10]. This chapter is therefore intended to review 
what is known about transition planning for indi-
viduals with ASD both with and without intel-
lectual disability (ID). Information in this chapter 
is derived from the available literature as well as 
the authors’ extensive experience in working 
with this age group. It is our hope that this chap-
ter provides a framework for clinicians to assist 
patients in achieving productive and meaningful 
lives in adulthood.

 Co-occurring Psychiatric/Behavioral 
Conditions

Individuals with ASD have high rates of co- 
occurring psychiatric conditions [11], which 
impact daily functioning above and beyond the 
core symptoms of ASD [12]. The presence of 
psychiatric disorders in TAYASD can impact 
decisions about work, postsecondary education, 
and independent living. Very few studies focus 
exclusively on the TAYASD population, and 
therefore most data on the prevalence and types 
of psychopathology in this age group are 
gleaned from studies of children that include 
older adolescents or studies of adults that 
include TAYASD.  Research suggests that 70% 
of children and adolescents (up to age 18 years) 
[13] and 79% of adults (ages 19–79 years) with 
ASD have a co-occurring psychiatric disorder 
[2]. Although longitudinal studies are lacking, 
these data suggest that psychopathology in ASD 
appears to be prevalent in TAYASD and, as 
noted in the sections below, can manifest with 
classic or atypical presentations of DSM-based 
disorders [14].

Accurate diagnosis of psychiatric disorders in 
individuals with ASD can be challenging and 

requires attention to several special consider-
ations in order to avoid overdiagnosis and unnec-
essary exposure to medication trials or 
underdiagnosis which can lead to persistent 
impairments. The first challenge is realizing that 
some TAYASD may have compromised self- 
report due to cognitive and language impairments 
associated with ASD, which can make it particu-
larly difficult to assess internalizing symptoms, 
such as depression and anxiety. Second, core 
symptoms of ASD can overlap with those of psy-
chiatric disorders, which can result in diagnostic 
overshadowing [15], whereby the clinician misat-
tributes the patient’s symptoms to ASD rather 
than a separate psychiatric disorder. Misdiagnosis, 
a second diagnostic pitfall, can also occur and 
refers to incorrectly attributing certain behaviors 
to a psychiatric disorder rather than ASD [3]. For 
example, symptoms of increased social with-
drawal in a young adult with ASD could be attrib-
uted to their social/communication deficits, 
rather than an emerging depressive or social anxi-
ety disorder. Conversely, mood lability or behav-
ioral outbursts may lead a clinician to diagnose 
bipolar disorder, even though this presentation 
actually stems from inflexibility in routines, 
which is a core symptom of ASD [16].

The third factor to consider when conducting 
a psychiatric evaluation is that many factors can 
contribute to psychopathology in TAYASD 
including medical illness, inability to communi-
cate, and lack of educational supports, among 
others. It is therefore critical that clinicians take 
the time to carefully query and recognize the con-
text and precipitating factors related to emotional 
or behavioral symptoms. Last, it is important to 
remember that other psychiatric conditions can 
exacerbate ASD symptoms. Hence, it is impor-
tant to understand the baseline profile of ASD 
symptoms (e.g., the individual has always been 
socially disinterested) and what constitutes an 
acute change in baseline (e.g., the individual now 
will not leave their room), as the latter can signal 
the presence of an emerging psychiatric disorder. 
In this regard, multi-informant collateral and 
handoff of any childhood psychiatric records to 
adult mental health providers is important, as is 
planning for this step in advance.
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Treatment of psychiatric disorders in 
TAYASD requires a multidisciplinary approach 
that includes pharmacotherapy, psychotherapy, 
environmental modifications, treatment of med-
ical conditions, and other engagements in devel-
opmentally appropriate activities. Here, it is 
important to remember that psychotropic medi-
cations are considered one part of the treatment 
of psychopathology in TAYASD.  As noted 
below, there is a limited evidence base for the 
use of psychotropic medications in TAYASD, 
and the existing literature in children indicates 
high rates of side effects. Hence, decisions 
about medications are often based on evidence 
of their use in children with ASD or from typi-
cally developing (TD) adults. In each case, the 
risks and benefits of medications need to be 
weighed carefully in the context of the overall 
health and level of supports available for each 
individual.

 Attention-Deficit/Hyperactivity 
Disorder

Until publication of the Diagnostic and Statistical 
Manual of Mental Disorders-5 (DSM-5) [14], 
attention-deficit/hyperactivity disorder (ADHD) 
could not be co-diagnosed in patients with ASD, 
who frequently display overlapping ADHD 
symptomatology. ADHD is now recognized as a 
highly prevalent co-occurring condition in 
approximately 41–78% of children with ASD 
[13, 17]. The only known study of ADHD co- 
occurrence in TAYASD found a 15% prevalence 
rate [18]. While longitudinal studies in adults 
with ASD have not been published, cross- 
sectional data from several adult studies found 
varying ADHD prevalence rates (11–68%) [18–
21], suggesting a prevalence similar to children 
with ASD. The presence of co-occurring ADHD 
in TAYASD has a profound effect on social func-
tioning, communication, adaptive functioning, 
and executive functioning, which are all critical 
skills for navigating employment, relationships, 
and possibly independent living during the tran-
sition period. Therefore, optimizing ADHD treat-
ment is crucial for TAYASD to improve both 

ADHD symptoms and overall developmental 
functioning [22].

Establishing an ADHD diagnosis in individu-
als with ASD can be challenging because symp-
toms of inattention, hyperactivity, emotional 
impulsivity, and decreased executive function 
can also arise from ASD [23]. For example, inat-
tention in individuals with ASD could be due to 
preoccupation with internal thoughts rather than 
difficulties with sustained focus. Similarly, 
hyperactivity could reflect the need for sensory 
input rather than primary difficulties with motor 
inhibition. Guidelines for diagnosing and treating 
ASD have been developed in children and can be 
applied to TAYASD. Key principles emphasized 
include the importance of conducting a multi- 
informant assessment that includes information 
obtained from teachers, parents, and other pro-
viders. If ADHD-focused questionnaires, such as 
the Conners scale [24] and Vanderbilt scale [25], 
are to be used, they must be interpreted in the 
context of an individual’s developmental level 
and ASD symptoms. Another important diagnos-
tic pearl is to first rule out whether other factors 
could be contributing to ADHD symptoms such 
as medical problems, sleep disorders, or other co- 
occurring psychiatric conditions (e.g., anxiety). 
Symptoms of ADHD must also be present across 
two settings to support the diagnosis.

In terms of treatment, there are very few pub-
lished pharmacological trials for TAYASD with 
ASD/ADHD. The few trials that exist in adults 
indicate efficacy and good tolerability in adults 
with ASD/ADHD [22]. Data on methylphenidate 
for children with ASD/ADHD indicate lower 
response rates (49% in children with ASD versus 
69% in children without ASD) and higher rates of 
discontinuation due to side effects, with emo-
tional lability (18%) being the most common rea-
son for study dropout [26–28]. Given the limited 
research base and concern for potential side 
effects, it is recommended that physicians pre-
scribe stimulants carefully for ADHD, starting at 
low doses and titrating slowly with close moni-
toring of side effects. Potential side effects 
include irritability, insomnia, and anxiety, all of 
which are often associated with ASD itself; thus, 
careful monitoring is needed to avoid aggravating 
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any pre-existing comorbid symptoms. Non- 
stimulants, including guanfacine [29], clonidine 
[30, 31], and atomoxetine [32], have significant 
evidence in children with ASD/ADHD, but no 
published trials in adults with ASD/ADHD.

Evidence for non-pharmacological interven-
tions in adults with ASD/ADHD is scarce. 
Internet-based coaching and physical exercise 
may be beneficial for adolescents and adults with 
ASD/ADHD [33, 34]. While cognitive behav-
ioral therapy [35] and neurofeedback [36] have 
moderate effect size in children with ADHD 
without ASD, at this time they are not well- 
studied in patients with ASD/ADHD. Physicians 
and families therefore need to weigh the low 
 likelihood of side effects with the modest evi-
dence for treatment response.

 Irritability/Aggression

Irritability can be defined as an increased prone-
ness to anger relative to peers at the same devel-
opmental level [37]. Irritability can result in 
aggressive and self-injurious behaviors; in some 
studies, this trio of irritability, aggression, and 
self-injury are often clustered together and 
referred to as irritability/aggression (IA). 
Although the exact prevalence of IA in adults 
with ASD is unknown, rates of IA in children 
with ASD are significant, with up to 65% exhibit-
ing some aggression toward parents or peers [38], 
45% having high levels of angry mood and tan-
trums [39], and 20% having moderate to severe 
IA [40]. Based on one prospective study, IA does 
not appear to decrease in TAYASD [41] but may 
wane later in adulthood [42].

IA has a profound impact on daily functioning 
in TAYASD because it can result in behaviors 
that pose a danger to self and others. This con-
stant concern about safety places tremendous 
stress on the family, particularly for parents who 
are older and have health problems. For this rea-
son, the presence of severe IA may necessitate 
discussions about out-of-home placement.

IA in ASD can stem from many factors, and 
hence it is critical that the clinician first address 
potential underlying contributors [43]. Guidelines 

for treatment of IA emphasize the importance of 
evaluating five contributing factors: medical 
problems, functional communication deficits, 
psychosocial stressors, maladaptive reinforce-
ment stressors, and co-occurring psychiatric dis-
orders [43]. If IA is acute, medical problems are 
always the first to consider in the differential 
diagnosis. Individuals with ASD may have diffi-
culty reporting bodily experiences, and therefore 
medical symptoms may lead to IA.  Common 
conditions that can trigger IA include headaches, 
dental pain, constipation, upper respiratory infec-
tions, and musculoskeletal pain. Second, children 
with ASD often struggle with changes to daily 
routines or surroundings. Therefore, unexpected 
changes such as weather-related school closures, 
a substitute teacher, or even changes in one’s per-
sonal appearance can trigger IA.  Additionally, 
psychosocial stressors such as divorce, death of a 
loved one, or new members in the household can 
contribute to IA. Operant factors are also impor-
tant to consider, including the desire to escape 
from a non-preferred activity, engage in a pre-
ferred activity (such as screen time), gain atten-
tion, self-stimulate, or attain other goals. 
Simultaneous, multifactorial etiologies can often 
contribute to IA. Explaining this formulation to 
the family can enable their engagement in devel-
oping an individualized multidisciplinary treat-
ment plan. Safety monitoring throughout the 
process is critical.

Once underlying precipitators have been 
addressed, the next step in treatment for IA due to 
operant factors is behavioral therapy [43–45]. 
This includes applied behavioral analysis (ABA) 
and ABA-derived behavioral modification inter-
ventions designed to identify the function of 
problem behaviors and reinforce more appropri-
ate behaviors through intense practice. While 
ABA in ASD is often thought of as only for 
young children, ABA can also be prescribed for 
older individuals with ASD to target maladaptive 
behaviors, adaptive functioning, and core ASD 
symptoms [46]. ABA and ABA-based therapies 
can be intensive and costly. Clinicians may there-
fore need to advocate (e.g., write letters to insur-
ance companies) on behalf of their patients in 
order to secure access to these services.
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When behavioral therapies alone do not result 
in substantial improvement, psychotropic medi-
cations should be considered (see guidelines put 
forth by Fung et al. [47]). Risperidone and aripip-
razole are both US Food and Drug Administration 
(FDA)-approved medications for the treatment of 
irritability in children with ASD ages 6–17 years 
and have moderate to large effect sizes [47]. 
These medications, however, are associated with 
significant weight gain in both short- and longer- 
term trials (e.g. risperidone and aripiprazole 
caused a 1.6 kg and 1.1 kg weight gain in short- 
term studies up to a maximum of 8 weeks, respec-
tively) [47]. Therefore, their use requires careful 
consideration in individuals with ASD who have 
pre-existing obesity and metabolic problems 
[48]. Other first- and second-line antipsychotic 
medications can also be considered for the treat-
ment of IA although formal studies in TAYASD 
have not been conducted. Similarly, stimulants, 
alpha-agonists, mood stabilizers, and 
N-acetylcysteine (NAC) could also be considered 
for the treatment of IA. Given the scarcity of evi-
dence for pharmacological treatment of IA in 
TAYASD, physicians should use medications 
judiciously and only after detailed review with 
the family of the limited data on risks and bene-
fits. Close follow-up is required to establish any 
signs of improvement and potential adverse 
effects, and such monitoring is also key for avoid-
ing unnecessary polypharmacy.

 Anxiety and Obsessive-Compulsive 
Disorders

Anxiety disorders are one of the most common 
co-occurring conditions in ASD. A meta-analysis 
of studies of adults with ASD indicates that the 
current and lifetime prevalence of any anxiety dis-
order was 27% and 42%, respectively [49]. These 
studies included adults with and without ID who 
were assessed in community and clinical settings; 
most studies relied on self-report except when ID 
was present, in which case clinician interviews 
were conducted to ascertain diagnosis. This prev-
alence of anxiety disorders in adults with ASD is 
considerably higher than in adults in the general 

population, which is estimated to be between 1% 
and 12% [50]. Precise reasons for this heightened 
prevalence of anxiety disorders in adults with 
ASD remain unknown; however, preliminary data 
indicate that younger age and greater ASD sever-
ity may confer increased risk [2].

A wide variety of anxiety disorders can pres-
ent in adults with ASD, with specific phobia and 
social anxiety disorder being the most common 
current disorders and generalized anxiety disor-
der and specific phobia being the most common 
lifetime disorders [49]. Other disorders that can 
manifest in this population include separation 
anxiety, panic disorder, agoraphobia, and post-
traumatic stress disorder, although these are less 
prevalent. Finally, obsessive-compulsive disorder 
has been reported in adults with ASD with evi-
dence showing that individuals with ASD exhibit 
the same types of compulsions as TD individuals 
(e.g., cleaning, checking, hoarding, ordering).

Diagnosing anxiety in individuals with ASD 
requires careful attention to two factors. First, it 
is important to assess an individual’s self-report 
capacity of fear and worry, which can vary 
according to developmental level. Some individ-
uals with ASD are self-aware of their emotions 
and can report worry and internalizing experi-
ences [51]. When self-report capacity is compro-
mised, however, behavioral information from 
sources such as parents, teachers, employers, or 
loved ones is needed to establish an anxiety dis-
order diagnosis. Signs of anxiety can include irri-
tability, aggression, fearful affect, avoidance of 
the anxiety-provoking stimulus, withdrawal, and 
sleep disturbances [52, 53]. Another factor to 
consider in the evaluation process is the overlap-
ping symptomatology between anxiety and ASD 
[54]. Symptoms such as social avoidance, poor 
eye contact, and need for sameness can be fea-
tures of both anxiety and ASD. Repetitive behav-
iors are also common to both anxiety and 
obsessive-compulsive disorder (OCD). An 
increase in severity of these overlapping symp-
toms can suggest the presence of an anxiety dis-
order. One particular disorder that deserves close 
attention in the diagnostic process is OCD, which 
can be difficult to diagnose, as obsessions are 
hard to elicit in individuals with ASD.  Some 
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caregivers may express concern that preoccupa-
tion with overfocused interests, which are a sign 
of ASD, are obsessions. Education about the ego- 
dystonic nature of obsessions versus the ego- 
syntonic nature of overfocused interests is 
therefore important [55]. Repetitive behaviors 
are likely compulsions when they appear ego 
dystonic and have an anxious quality (i.e., the 
individual appears distressed until the compul-
sion has been completed) and anticipatory anxi-
ety prior to the compulsion is present [64]. 
Repetitive behaviors in ASD, in contrast, are 
pleasurable and not associated with anticipatory 
anxiety, but may cause disruption if interrupted. 
Uncontrolled worry due to stressors, which also 
has a repetitive quality, is more consistent with 
anxiety versus the repetitive behaviors in ASD.

Case Vignette 1 Peter graduated high school 
and within 1 year obtained a job at a manufac-
turing plant. His duties included working a spe-
cific section of the products as they passed 
through the assembly line. Peter was performing 
at a high level for several months, until the proce-
dure at his workstation was altered significantly. 
He struggled to accommodate to the new proce-
dure and began to fall behind on his work, result-
ing in a slowdown for the entire assembly line. 
Peter received some modest support from his 
employer, but he developed significant anxiety 
about his competence on the job, fearing he 
would fall behind and get fired. He worried 
excessively about his ability to live independently 
and be successful in relationships, always feeling 
that he would never be good enough. After sev-
eral weeks of experiencing persistent job anxiety, 
Peter decided to quit his job and has not worked 
since. His parents are very eager for him to find 
another job soon, but he is demoralized and does 
not want to fail again.

As seen in the above vignette, anxiety disor-
ders have a profound impact on a young adult’s 
ability to socialize, develop mature relationships, 
and be successful at work or in day programs. 
Promptly recognizing and treating these condi-
tions is therefore imperative. Research on psycho-
therapies for anxiety in adults with ASD is slowly 

growing and has primarily focused on treatments 
for individuals with average or above-average 
cognitive functioning [56]. These data indicate 
that modified cognitive behavioral therapy, which 
refers to therapies that focus more heavily on 
behavioral exposures and relaxation versus cogni-
tive restructuring, may be helpful for some adults 
with ASD [57–59]. In Peter’s case, modified cog-
nitive behavior therapy could be implemented to 
decrease his anticipatory anxiety about falling 
behind during his workday. Mindfulness- based 
interventions also show promise and provide 
symptom relief through guided meditation and 
focus on awareness of emotions and bodily sensa-
tions without active efforts to reduce symptoms 
[60]. Research on treatments for anxiety in 
TAYASD with ID are lagging; however, findings 
from case studies indicate that behaviorally-based 
interventions including exposure therapies com-
bined with modeling and behavioral reinforce-
ment may be effective [61–63].

Few psychotropic medication trials for anxi-
ety have been conducted in the ASD population. 
Medication choices are therefore based on evi-
dence in TD children and adults. SSRIs, which 
have proven efficacy in TD individuals, can be 
tried in individuals with ASD, particularly if anx-
iety is severe and psychotherapy is ineffective or 
unavailable [64]. Titrating slowly and close mon-
itoring of side effects is warranted given data on 
high rates of SSRI-induced behavioral activation 
in the ASD population [65]. Medications to 
address specific anxiety symptoms can also be 
used, including alpha-agonists for hyperarousal, 
melatonin for sleep problems, and, if necessary, 
atypical antipsychotics for severe behavioral dis-
turbances that are triggered by anxiety [66].

 Mood Disorders

 Major Depressive Disorder
Patients with ASD are four times more likely to 
develop major depressive disorder (MDD) in 
their lifetime compared to TD individuals [67]. 
MDD impacts an estimated 26–70% of adults 
with ASD [21, 68, 69] and is associated with 
increased rates of suicidal ideation and attempts 

11 Transition-Age Youth with Autism Spectrum Disorder



218

compared to TD individuals [70, 71]. While stud-
ies of risk factors for suicide in adults with ASD 
are limited, data in children and adolescents indi-
cate that lower ASD severity and average to 
above-average cognitive functioning can increase 
risk for depressive symptoms and suicidality [67, 
71, 72]. One reason for these findings may be that 
individuals with higher cognitive functioning are 
potentially more aware of their disability [73] 
and may be interested in friendships but feel 
socially isolated. Other identified risk factors for 
depression are similar to those in TD adults, i.e., 
a family history of depression, recent losses, or 
family stressors [72].

Individuals with ASD can exhibit the typical 
syndrome of MDD as defined by the DSM-5 
diagnostic criteria [14]. Some individuals are 
capable of reporting low mood and anhedonia, 
and therefore it is important to ask these ques-
tions. Behavioral symptoms such as avoidance of 
activities can also signal a depressive episode in 
patients with ASD.  In some cases, including in 
individuals with ID, atypical presentations of 
depression have been reported. These symptoms 
include increased irritability and aggression, self- 
injury, increased social isolation, and a regres-
sion in adaptive skills such as personal hygiene 
[70, 74].

Diagnosing MDD can be challenging because 
of similarities in symptom presentations between 
MDD and ASD. For example, isolative behaviors 
and blunted affect may be attributed to core ASD 
symptoms rather than depression. Similarly, 
diminished appetite and poor sleep may be attrib-
uted to food selectivity and primary insomnia, 
respectively, which are both common in individu-
als with ASD who do not have a depressive 
disorder.

In patients with ASD, rates of suicidal ideation 
are up to nine times that of the general population, 
with increased risk for suicide attempts [21, 69, 
75, 76] and use of lethal means to attempt suicide 
[77]. One study of adults with ASD presenting to 
a specialty diagnostic clinic found that 66% 
reported suicidal ideation, plan, or attempt [75]. 
Loneliness and lack of social supports are major 
risk factors for both major depressive disorder and 
suicidal ideation [69]. In adults with ASD, unmet 

social needs, non-suicidal self- injury, and social 
camouflaging, the latter defined as the use of strat-
egies by autistic individuals to minimize the visi-
bility of their autism in social situations [78], are 
associated with suicidality [79]. Suicidality is 
therefore a crucial area of assessment and inter-
vention in the care of TAYASD.

Case Vignette 2 Tammy is a 24-year-old woman 
with ASD and moderate ID. She graduated from 
a public high school with a certificate of atten-
dance at age 21  years and currently lives with 
her parents who are in their early 60  years of 
age. Tammy has some interest in being with oth-
ers but struggles with reciprocal relationships. 
She often blurts out inappropriate statements or 
engages in perseverate self-talk. She is very pre-
occupied with animals, particularly dogs. Since 
completing high school, Tammy has struggled to 
make friends and is quite isolated socially. Her 
parents have noticed that she is increasingly irri-
table and reactive when events do not go as 
expected. Tammy seems more distracted in recent 
months and has had more trouble keeping up 
with aspects of her self-care routine, including 
bathing. She sleeps after coming home from her 
day program and does not want to join her par-
ents on weekend outings, which she previously 
enjoyed. Her self-talk has decreased, and she 
seems less interested in dogs. Recently, her ver-
balizations are often dwelling on animals dying.

In the case above, Tammy’s depressive epi-
sode may be triggered by difficulty adapting to 
life after high school and having fewer structured 
opportunities to engage in activities that can pro-
vide enjoyment and a possible source of friends. 
Her depressive symptoms should be treated using 
either individual or group therapy or a combina-
tion of modalities. Tammy is also a good candi-
date for a half-day community college program 
where she can participate in life skills workshops, 
community service, and physical activity (e.g., 
dance class). This could alleviate her social isola-
tion, a major risk factor for depressive symptoms 
in adults with ASD.  Antidepressant medication 
may be considered, although evidence for adults 
with ASD and MDD is limited.
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Research on psychotherapy for depression in 
adults with ASD is limited but slowly growing. 
Group cognitive behavioral therapy (CBT) can 
be useful for depressive symptoms in high- 
functioning TAYASD [57]. Preliminary evidence 
suggests that social skills training and vocational 
training could also be potentially effective in 
decreasing depressive symptoms in young adults 
with ASD [80].

There is limited evidence investigating the 
efficacy and safety of antidepressant medication 
in adults with ASD [81]. Some studies suggest 
that anti-depressant medication may cause 
 irritability or even exacerbate core symptoms of 
ASD [82]. Clinicians should therefore use cau-
tion when prescribing antidepressants for MDD 
in adults with ASD.

Brain stimulation, including repetitive tran-
scranial magnetic stimulation (rTMS) and elec-
troconvulsive therapy (ECT) may also be an 
option for TAYASD with MDD, since these treat-
ments have both been cleared by the FDA for 
adults. Preliminary evidence indicates that rTMS 
is feasible and well tolerated in depressed adults 
with ASD [83], although more definitive trials 
are needed to establish efficacy.

 Bipolar Disorder
Patients with ASD also have an elevated risk for 
bipolar disorder, which has a point prevalence of 
approximately 6–9% in adults with ASD [19, 68] 
and an estimated lifetime prevalence of 20% or 
more [19, 84]. As in TD individuals, the core fea-
tures of mania, including decreased need for 
sleep with resulting increased goal-directed and/
or pleasurable activities with risky consequences, 
are required for diagnosis of bipolar disorder 
(BD) and ASD.  Compared to youth with BD 
alone, youth with bipolar disorder and ASD (BD/
ASD) more frequently present with distractibil-
ity, racing thoughts, depressed mood, social with-
drawal, and a lack of improved mood in response 
to pleasant activities [85]. Patients with BD/ASD 
are also less likely to exhibit euphoric mood and 
more likely to appear irritable, anxious, and agi-
tated while in a manic state [84].

ASD and bipolar disorder can be very chal-
lenging to differentiate, as ASD can overshadow 

symptoms of bipolar disorder. For example, epi-
sodes of irritability, insomnia, impulsivity, or 
other manic symptoms consistent with bipolar 
disorder may be inaccurately attributed to 
ASD. Conversely, patients with ASD exhibiting 
intermittent irritability triggered by changes in 
routine may be incorrectly diagnosed with bipo-
lar disorder [3]. Clinicians can differentiate ASD 
from bipolar disorder by keeping in mind that 
apparent mood symptoms stemming from ASD 
are likely to be chronic, while those attributable 
to bipolar disorder are episodic [3]. Gathering a 
thorough family history can be highly informa-
tive, as relatives of patients with BD/ASD have 
significant elevated prevalence of BD.

Non-pharmacological interventions, including 
individual therapy and family therapy are logical 
approaches, given the minimal risk of harm, but 
studies on non-pharmacological treatment of BD/
ASD are lacking. From a pharmacological stand-
point, there are no controlled trials for adults with 
BD/ASD.  It is reasonable for clinicians to use 
medications that have been shown to be effective 
in case series and open trials for BD/ASD, includ-
ing risperidone, aripiprazole, and mood stabiliz-
ers [84]. Antidepressants may be effective in 
treating depressive episodes in patients with BD/
ASD, but carry a high risk of activation and/or 
manic switch [81, 82, 84], and therefore warrant 
cautious usage in collaboration with the family 
and other providers.

 Schizophrenia/Psychotic Disorders

Schizophrenia (SCZ), a disorder which most 
commonly emerges in adolescence and young 
adulthood, has a prevalence of approximately 1% 
in the general population [86]. Cohort studies of 
children with childhood onset schizophrenia 
(COS), which is highly rare (estimated preva-
lence of 1  in 40,000) [87], have shown that 
28–55% children with COS have a pre-existing 
or co-occurring ASD diagnosis. A recent meta- 
analysis involving almost 15,000 individuals 
with ASD indicated that SCZ occurs in an esti-
mated 3–4% of individuals with ASD [88]. 
Another recent meta-analysis of studies of adults 
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with ASD and average IQ showed a pooled prev-
alence of 6.4% for schizophrenia spectrum disor-
ders, which includes SCZ as well as 
schizophreniform disorder, schizoaffective disor-
der, and schizotypal personality disorder [89].

The assessment of SCZ in ASD is complicated 
by the phenotypic overlap of these neurodevelop-
mental disorders, which also share some com-
mon genetic risk factors and underlying 
neurobiology [90]. Both ASD and SCZ are asso-
ciated with social cognitive deficits, social with-
drawal, impaired emotional expression and 
recognition, executive function deficits, and 
 elements of thought disorder [91–94]. 
Additionally, correlations between ASD and 
schizotypal traits (e.g., paranoid thinking, con-
stricted affect, atypical speech, and eccentrici-
ties) have been observed in individuals with ASD 
[95] as well as in nonclinical control populations 
[96]. These behavioral similarities increase the 
likelihood of both diagnostic overshadowing and 
misdiagnosis. For example, in the case of diag-
nostic overshadowing, psychosis in an individual 
with ASD could be missed due to misattributing 
social withdrawal, paranoid ideation regarding 
others, responding to internal stimuli, and disor-
ganized speech to core ASD-related social com-
munication deficits or because descriptions 
suggestive of hallucinations are misattributed to 
sensory atypicality. The same set of symptoms 
could alternatively lead to misdiagnosis if 
unusual social behavior, including perseverative 
self-talk and sensory experiences representative 
of ASD, are misconstrued as a separate psychotic 
disorder.

To differentiate psychotic symptoms from 
manifestations of core ASD symptoms in 
TAYASD, it is critical to understand an individu-
al’s functional baseline by obtaining a thorough 
and careful developmental history that clarifies 
the TAYASD’s level of cognition and adaptive 
functioning. The clinician should also inquire 
about any deviations from baseline and, when-
ever possible, gather information through collat-
eral sources. Longitudinal mental status 
examinations are also helpful, as well as repeat 
neuropsychological testing if cognitive decline is 
suspected. Of note, lower baseline verbal func-

tion has been associated with features suggestive 
of thought disorder [97], and functional decline, 
i.e., regression in adaptive, social, and communi-
cation skills, has been noted to precede the emer-
gence of psychosis in adults with ASD [98]. 
Evaluating the progression and context of any 
behaviors concerning for psychosis, i.e., whether 
such behaviors reflect emotional or sensory reac-
tivity secondary to ASD, new and acutely pro-
gressing psychotic symptoms, or another 
emerging diagnosis (e.g., mood disorder), is also 
important for diagnostic clarification. A stable 
behavioral pattern featuring preoccupation with 
unusual ideas, perseverative self-talk, and con-
crete speech, with exacerbation of these behav-
iors in the context of transitions or changes in 
routine, would be more consistent with ASD than 
psychosis [99]. However, new onset or rapid 
escalation of these behaviors, associated with 
increasing agitation, vague or illogical speech, 
impaired reality testing, and cognitive decline, 
would be more concerning for a schizophrenia 
spectrum condition. The development of negative 
symptoms is another possible presentation, with 
some work reporting this may be more common 
in individuals with ID [100].

The use of atypical antipsychotics, the main-
stay of current treatment in SCZ, has not been 
examined empirically in individuals with ASD 
and SCZ, although these medications are com-
monly used in clinical practice. Some literature 
has noted concerns for a greater likelihood of 
suboptimal response to antipsychotics in individ-
uals with psychosis and ASD, including an 
increased risk of motor side effects in adults with 
SCZ and ASD [101] and multiple antipsychotic 
treatment failures in first-episode psychosis 
among children and adolescents with ASD [102, 
103]. Psychotherapeutic interventions for SCZ 
spectrum conditions, such as CBT, have also not 
been formally tested in individuals with ASD and 
SCZ spectrum disorders, although it is reason-
able to consider these interventions in TAYASD, 
as increasing evidence supports the effectiveness 
of modified CBT in individuals with ASD and 
anxiety and depression [104]. Generally, practi-
tioners should recognize the increased likelihood 
of SCZ spectrum conditions in TAYASD versus 
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the general population and that characterizing the 
patient’s baseline, including the period prior to 
adulthood, will be key for diagnostic clarification 
and assessing treatment response.

 Substance Abuse Disorders

Substance use disorder (SUD) has recently 
started to receive increased recognition and atten-
tion in the ASD population. The prevalence of co- 
occurring SUD in ASD (SUD/ASD) has been 
estimated to range from 0.7% to 36% based on 
the few studies that exist. The largest study, 
which reviewed nearly 27,000 individuals with 
ASD, found a prevalence of approximately 4% 
[105] and a twofold elevation in risk compared to 
TD individuals [105]. Similar to data in TD indi-
viduals, adults with SUD/ASD have a high prev-
alence of psychiatric comorbidities including 
anxiety, depression, and ADHD; these conditions 
are independently associated with higher rates of 
SUD [105, 106]. Other risk factors for SUD 
include social isolation, reduced insight second-
ary to theory of mind deficits, lack of motivation 
in the context of impaired executive functioning, 
and a sense of feeling overwhelmed by emotions 
[107]. Despite these risk factors, clinicians may 
overlook SUD while focusing on other clinical 
symptoms associated with ASD [108].

Research is needed to establish treatment rec-
ommendations that are customized for TAYASD 
with SUD [106].Treatment of SUD/ASD can be 
particularly challenging, since patients with ASD 
may not be amenable to traditional interventions, 
such as group therapy and 12-step interventions. 
Barriers may include social communication dif-
ficulties, diminished capacity for motivation and 
insight, and other obstacles to treatment engage-
ment, e.g., social anxiety symptoms that may 
interfere with participation in group therapy 
[108]. Reviewing objective facts about the 
patient’s substance use and criteria for SUD in 
concrete language, such as the number of alco-
holic beverages used per occasion or the number 
of days per week using other substances, during 
sessions can be beneficial [108]. Depending on 
the patient’s communication abilities, parents or 

family members can be immensely important in 
gathering a history [105, 109]. Extra care should 
be taken to identify emotional or physiological 
triggers for SUD [108], keeping in mind how 
these are related to stress reactivity in the context 
of ASD. These patients may require more tangi-
ble reinforcers in order to stay abstinent [108], 
and finding healthier peers who are less likely to 
expose the TAYASD to substance use can be a 
significant help to overcoming SUD in patients 
with ASD.  Individuals with SUD/ASD may 
require more supervision and monitoring of 
activities by family members in order to maxi-
mize the chances of recovery from 
SUD. Preliminary evidence suggests that modi-
fied CBT can be effective in the treatment of 
adults with SUD/ASD [110]. The field of SUD/
ASD is just emerging, and more comprehensive 
and customized treatment options are needed.

 Sleep Disorders

Patients with ASD are at significant risk for sleep 
disorders across the lifespan [111–114]. Forty to 
80% of children and adolescents with ASD suffer 
from sleep problems, particularly insomnia, a 
higher rate than TD children [115]. Up to 80% of 
adults with ASD have sleep problems [116], 
including insomnia, low sleep efficiency, short 
sleep duration, long sleep latency, frequent night- 
time awakenings, poorer refreshment scores on 
awakening, and daytime sleepiness [111, 113, 
117, 118].

Sleep disorders can have a cascading effect 
on core ASD symptoms [117] and other comor-
bid conditions in patients of all ages. In children 
with ASD, sleep problems are associated with 
behavioral problems, social and cognitive diffi-
culties, and increased parental stress [119–121]. 
In adults with ASD, sleep problems are one of 
the most important predictors of quality of life 
[122]. Risk factors for insomnia in children with 
ASD include ASD symptom severity, gastroin-
testinal problems, sensory sensitivities, epilepsy, 
depression, and anxiety [123–126]. Social, 
school, and vocational challenges, along with 
sensory sensitivities, can all contribute to the 
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risk of insomnia in adults with ASD, as the lack 
of daily social interactions, school or work rou-
tines, and avoidance of bright light can disrupt 
circadian rhythms [127–129]. Furthermore, core 
ASD symptoms and sleep problems appear to 
impact one another in a bidirectional manner, as 
ASD symptoms can cause and exacerbate sleep 
problems, while sleep problems can exacerbate 
ASD symptom severity [130].

When evaluating and treating sleep problems 
in ASD, clinicians should use a multidisciplinary 
approach. A comprehensive assessment is recom-
mended including a sleep log and actigraphy, the 
latter being a recording of activity via a wearable 
device while awake and/or asleep [131]. 
Cognitive behavioral therapy is the first-line 
treatment for insomnia in patients with ASD 
[132]. Research on pharmacological treatments 
for sleep in adults with ASD is limited. Melatonin 
can be combined with behavioral therapy [132] 
or used alone and appears to be very well toler-
ated, with minimal, if any, side effects in children 
and adults with ASD [133, 134]. In children with 
ASD, numerous studies have demonstrated that 
exogenous melatonin given at bedtime leads to 
improved sleep and decreased ASD severity 
[126]. For children needing to advance timing of 
sleep onset, low doses (300  μg) of melatonin 
given 3–5 hours before bedtime can be used as a 
chronobiotic [135]. Although melatonin has not 
been studied sufficiently in adults [136], avail-
able evidence of its benefit and tolerability make 
it a reasonable adjunct to a multidisciplinary 
treatment approach [134].

 Co-occurring Medical Conditions

Individuals with ASD have higher rates of medi-
cal morbidity and mortality and a life expectancy 
16  years shorter than TD individuals [4, 137–
140]. Reasons for this disparity may include dif-
ferential funding of child and adult services, 
differing eligibility criteria for care, and limited 
awareness of adult neurodevelopmental disorders 
[141]. Medical problems are often underrecog-
nized in individuals with ASD, particularly those 
with limited communication abilities, and as such 

can present as a worsening of ASD symptoms or 
new onset anxiety, irritability, and behavioral 
problems. For example, problems such as dental 
pain, constipation, and headaches can manifest as 
irritability and aggression. It is therefore espe-
cially important for clinicians to assess for medi-
cal problems when there is a sudden change in 
behavior in an individual with ASD.

Chronic medical conditions occurring at 
higher rates in patients with ASD include epi-
lepsy, obesity, hypertension, diabetes mellitus, 
inflammatory bowel disease, and numerous oth-
ers. It is therefore immensely important for the 
family to find an adult primary care physician 
(PCP) who can assess for and manage medical 
problems in close collaboration with the psychia-
trist. Evaluation of TAYASD in the transition to 
an adult provider should include a full medical 
history, physical examination, and consideration 
of known genetic associations with ASD [141], 
which may be useful for informing risk for co- 
occurring conditions and family planning [142].

Physicians should also be aware of medication- 
induced medical sequelae. A significant number 
(60%) of adolescents and adults with ASD take 
psychotropic medications, with antipsychotics 
being the most commonly prescribed medication 
class (39%) [143]. Antipsychotics pose signifi-
cant risks for metabolic syndrome and/or extra-
pyramidal side effects, a particular concern for 
younger adults who potentially accumulate risk 
of side effects over many years. It is therefore 
important for clinicians to provide informed con-
sent, continuously weigh the risks and benefits of 
medications, and consider tapering medications 
if symptoms have remitted.

 Psychosocial Planning for Transition 
Age Youth with Autism Spectrum 
Disorder

 Planning for Socialization

Social deficits are a major challenge facing indi-
viduals with ASD of any age. They are particularly 
impactful when an individual with ASD is inter-
ested in friendships but unsuccessful in having 
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friends [144]. These deficits tend to become more 
apparent during adolescence [145] and adulthood 
[146] as social demands increase at this stage of 
life, e.g., in terms of recognizing and following 
more sophisticated social conventions or interact-
ing in situations that entail more accountability. 
Major life events such as prom and high school 
graduation, which are symbolic of growing inde-
pendence in TD individuals, can be extremely 
stressful or avoided altogether by 
TAYASD. Bullying, either overtly or exclusionary, 
can peak during adolescence and also carry over 
into adulthood [147, 148]. Experiences of bullying 
can contribute to social isolation in late adoles-
cence and early adulthood, which can in turn com-
promise psychological and adaptive functioning.

Case Vignette 3 Thomas is a 17-year-old male 
who is in 11th grade. He was diagnosed with 
ASD at age 4 years. Thomas is verbal, with intel-
lectual functioning in the average range. He 
attends mostly general education classes at 
school, with two class periods each day in a self- 
contained/resource classroom. Thomas has 
expressed interest in friends; however, he has vir-
tually no friends at school, and he mostly keeps to 
himself during recess and lunch time, preferring 
to draw quietly alone rather than interact with 
peers. Thomas reports that he can feel over-
whelmed in social gatherings due to the noise 
level and how close people stand to each other. 
He also reports feeling confused about what to 
say when talking to other teenagers. Thomas has 
a diagnosis of ADHD which has responded well 
to stimulants without complication. Thomas has 
recently articulated that he wants to go the Junior 
Prom at school, but “he doesn’t know how to go 
the prom.” His mother notes that there are some 
major obstacles, including Thomas’s lack of a 
date or friends to accompany him to the event 
and that he has no information about any pre- or 
post-prom events.

For TAYASD such as Thomas, who are moti-
vated to have friendships, social skills training 
(SST) can be effective in treating social and com-
munication deficits, enhancing adaptive func-
tioning, and decreasing social anxiety [149–152]. 

For example, the UCLA Program for Education 
and Enrichment of Relational Skills (PEERS®) 
program is a well-studied form of SST for 12- to 
24-year-olds with ASD utilizing a standardized, 
published treatment protocol and parent coach-
ing. Research on PEERS has shown improve-
ment in social skills, social anxiety, and feelings 
of parental effectiveness, with gains lasting as 
long as 5  years posttreatment and generalizing 
outside the clinical setting [149, 151].

SST focuses on making and keeping friends 
by teaching basic social and conversational skills, 
finding common interests with peers through the 
exchange of information, and frequent practice of 
emerging social skills through social get- 
togethers. One mainstay of SST for TAYASD is 
joining peer activities, such as sports teams, 
video game clubs, or robotics teams. With 
encouragement through SST, a TAYASD may 
find and join clubs of interest (e.g., Dungeons 
and Dragons role playing game, anime) to enjoy 
an activity while simultaneously establishing 
peer connections. In the case of Thomas, SST 
could help him find a friend group, ask a date to 
the prom, and successfully navigate the prom 
event itself. When local social skills groups are 
unavailable, clinicians are advised to encourage 
TAYASD to increase and maintain their engage-
ment with peers who have common interests.

The use of electronic screen media (ESM) is 
an important topic for TAYASD. Data shows that 
children with ASD spend more time on ESM than 
TD peers [153, 154] and have difficulty disen-
gaging from ESM.  Social skills deficits cause 
youth with ASD to be vulnerable to cyberbully-
ing and social isolation while online [155]. Most 
youth with ASD do not use ESM in a social way, 
preferring to play video games alone or with 
strangers online [156]. This pattern begins during 
childhood and continues into adulthood. Data 
shows that individuals with ASD appear more 
engaged and motivated when using ESM [157]. 
This affinity for ESM makes technology a poten-
tially powerful interventional tool for 
TAYASD. While data show that ESM poses some 
risks and challenges, target symptoms in ASD, 
including social skills, executive functioning 
skills, academic skills, and even restricted/repeti-
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tive behaviors, can be positively impacted by 
technology-based interventions [155].

There are no evidence-based medications tar-
geting social and communication deficits in 
patients with ASD. Several agents such as intra-
nasal oxytocin, memantine, and intranasal vaso-
pressin have demonstrated potential in treating 
social skills deficits in patients with ASD, but 
require further study [158–160]. Overall, 
although social deficits make up a significant por-
tion of core ASD symptoms, evidence-based 
treatments are currently quite limited, and no 
proven biological treatments exist.

 Planning for Postsecondary 
Education

Although transition planning for postsecondary 
education ideally begins years before the end of 
high school, the coordination of educational 
goals continues through adulthood [161]. 
TAYASD have several postsecondary education 
options including traditional college programs, 
specialized transitional college programs geared 
for students with ASD, and vocational or techni-
cal school. For individuals requiring more hands-
on supervision, such as those with ID, ongoing 
education may be pursued through day programs 
or job training in a supportive employment set-
ting. Effective transition plans should reflect the 
TAYASD’s cognitive level, unique interests, cur-
rent skills, and areas for growth, to ensure that the 
TAYASD participates in an educational environ-
ment that is a good fit for their abilities and needs. 
Prior academic experiences (e.g., general educa-
tion settings or homeschooling) and current lev-
els of academic and adaptive functioning are thus 
important factors to consider in the planning pro-
cess [162].

IEPs are common (but not necessarily univer-
sal) among TAYASD and provide an important 
platform for transition planning. Under the 
Individuals with Disabilities Education Act [7], 
part of the IEP includes creating a transition plan 
by the age of 16 years, as well as annual review 
of this plan until the end of high school, which 
for TAYASD with IEPs may continue through the 

age of 21  years. The transition plan is created 
based on a review of the student’s current perfor-
mance, use of services, community experiences, 
and objectives for employment or other aspects 
of postsecondary living, with the aim of aligning 
schooling with the student’s goals and aspirations 
[163]. TAYASD require updated developmental 
evaluations to inform the transition plan. This 
includes neuropsychological testing of cognition 
and adaptive function, vocational assessments, 
and if necessary physical therapy, occupational 
therapy, or speech therapy evaluations for stu-
dents with ongoing deficits in these areas. 
Transition planning under an IEP should ensure 
that coursework fulfills college prerequisites for a 
TAYASD who is college-bound, and document 
eligibility for programs designed for TAYASD 
requiring more extensive support. The TAYASD’s 
active participation in transition planning should 
be strongly encouraged to enhance self-advocacy 
skills and self-determination as part of evidence- 
based practice [164].

For TAYASD without an IEP, there is a need 
for greater initiative and resourcefulness to iden-
tify appropriate postsecondary programs and 
resources, as well as to collect any necessary 
documentation of eligibility. In these cases, clini-
cians can recommend transition practices that 
have been linked to greater likelihood for post-
secondary success, such as inclusion in general 
education settings, paid work experience while in 
school, training in self-care and independent liv-
ing skills, and family and peer social support 
[165]. Clinicians can direct TAYASD and their 
families to several online transition planning 
toolkits that are available from organizations 
including agencies focused on ASD, such as 
Autism Speaks, as well as governmental agencies 
including the US Department of Education and 
the Office of Disability Employment [166–168]. 
Clinicians should also be prepared to provide 
documentation supporting the TAYASD’s dis-
ability and recommended supports or 
accommodations.

College and vocational training are frequent 
choices among TAYASD.  In one study of data 
from the National Longitudinal Transition 
Study-2 (NTLS-2) [169], 6  years post-high 
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school, 28.0% and 12.1% of TAYASD had 
attended a 2- or 4-year college, respectively, and 
9.3% had attended a technical school. For 
TAYASD with comorbid ID, some states have 
“Transition Postsecondary Education Programs 
for Students with Intellectual Disabilities,” 
through which students may engage in educa-
tional and social experiences within the college 
environment. In some cases, students may have 
options for course credit, to promote inclusion 
and increased employment opportunities.

Figure 11.1 illustrates the various factors to 
consider when selecting a postsecondary school. 
Factors such as program location and duration 
strongly influence the degree of adjustment 
required as part of the college transition. The 
absence of local family support and longer, more 
intensive degree programs demand more matu-
rity, persistence, and flexibility from the 
TAYASD.  Local community college offers the 
advantages of exposure to college-level course-
work, greater access to family support, and 
reduced educational expenses. According to data 
from the NTLS-2, 2-year college programs were 
more commonly attended by TAYASD than 
4-year programs [167]. The level of institutional 
support for disabilities is also a key consider-

ation, since this may vary across institutions. 
After high school, educational accommodations 
within institutions receiving federal funding are 
no longer regulated under IDEA, but rather under 
the less well-specified guidelines of the 
Americans with Disabilities Act [170] and 
Section 504 of the Rehabilitation Act of 1973 
[171]. TAYASD must therefore self-identify to 
the school’s office of disability services to estab-
lish eligibility for accommodations. This is a 
potential barrier, as described below.

Case Vignette 4 Sandra is a 19-year-old female 
with ASD and social anxiety disorder. In high 
school, she had a 504 plan and demonstrated 
consistently strong academic performance. 
Sandra is enrolled in full-time in a 4-year college 
and is taking 12 credit hours during her first 
semester. She considered letting her college know 
about accommodations she received under her 
prior 504 plan, but because she previously had 
good grades and was nervous about self-disclos-
ing her diagnosis, she decided not to pursue 
accommodations. One of her classes was a mar-
keting class in which the entire grade for the 
course was based on a small group project that 
required working with four other students. As the 
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Fig. 11.1 Diagram 
illustrating challenges of 
living at home versus 
living at school for 
transition-age youth 
with ASD who take 
college classes
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other students all formed groups, Sandra was 
embarrassed that no one chose her to be in their 
group. She hesitated to reach out to her professor 
because she felt like an outcast for not being 
selected. As the semester progressed, Sandra 
realized that she was inevitably going to fail her 
marketing class and became increasingly anx-
ious and depressed. Her performance in other 
classes suffered. Sandra ultimately failed the 
marketing course and multiple other courses that 
semester. She withdrew from school and has not 
returned in 2 years since.

College students with ASD have been reported 
to feel confident academically [172], but those 
with additional diagnoses are at risk for poor psy-
chological outcomes [173]. College coursework is 
generally more complex and time-consuming. 
Co-occurring ADHD or executive function deficits 
associated with ASD may compromise TAYASD’s 
time management, leading to falling behind and 
feeling overwhelmed. Social communication defi-
cits associated with ASD can make it challenging 
to interact effectively with professors or negotiate 
group assignments [174, 175]. In Sandra’s case, 
informing her school’s Office of Disability 
Services about her diagnosis could have facilitated 
accommodations like promoting communication 
with professors, more distributed pacing of her 
coursework, and assistance with finding a study 
group. Sandra would have benefited from hands-
on guidance, ideally before college, about the pro-
cess for obtaining accommodations. She also 
could have learned how to effectively communi-
cate with her school’s disability services office, 
and process with family and clinicians any distress 
associated with disclosing her learning needs. 
Sandra’s story also illustrates the importance of 
continuing mental health care during the transition 
process [176]. By regularly discussing self-advo-
cacy, problem-solving, and resources as part of 
clinical care, providers can guide TAYASD in 
obtaining the services needed to manage setbacks 
during the postsecondary transition.

 Vocational Options

Adults with ASD have very low rates of employ-
ment, with only 55% holding paid jobs during the 

first 6 years after high school [169]. This is due to 
a wide range of challenges, including intellectual 
and functional impairment, organizational and 
motivational difficulties, difficulty coping with 
the interview process, and lack of on-site job 
coaching. It is important for the clinician and 
family to bear in mind that a job need not be 
long-term to be a positive experience for 
TAYASD.  As with educational options, it is 
important for the TAYASD to consider factors 
that promote a good fit when seeking employ-
ment. These include not only the type of job, for 
example, a clerical or manual job, but also the 
day-to-day pace, total number of hours, physical 
environment, and task complexity. Features such 
as the physical setting (e.g., indoors and climate- 
controlled or outdoors with varying temperature), 
the social demands (e.g., people-intensive, such 
as a cashier, or more independent, such as filing 
books at the local library), and the extent to which 
duties are straightforward or repetitive versus 
multistep and administrative (e.g., data entry ver-
sus project coordinator) can influence the 
TAYASD’s likelihood of success. Most impor-
tantly, the TAYASD should be aware of how 
much support geared to adults with ASD will be 
available in the work environment. Many of the 
social communication deficits that are at the core 
of ASD can potentially alienate TAYASD from 
work teams, requiring significant coaching and 
education of the other employees.

Case Vignette 5 David is a 20-year-old male who 
recently started working at a radio station. His 
work includes event planning and marketing for 
the station. David has been performing well over-
all at his job, although he often requires redirec-
tion from his supervisors in order to stay on task 
and complete projects. David is well-liked by 
everyone at the radio station and brings a cheer-
ful attitude to work each day. David struggles 
with social boundaries. Sometimes, he will ask 
co-workers about personal information that is not 
welcomed or appropriate. One day, David inter-
rupted a large team meeting to tell a co- worker 
that he had romantic feelings for her in front of 
the entire group. Feeling embarrassed, David’s 
co-worker immediately left the room. It took sev-
eral months for David to understand the inappro-
priate nature and timing of his comments. David 
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was ultimately able to keep his job and is now on 
good terms with the female co-worker he had pre-
viously embarrassed. Without the coaching, sup-
port, and redirection available to him in this work 
setting, David would otherwise have likely been 
dismissed. David has steadily learned appropri-
ate boundaries in the work setting and has even 
started to mentor other peers in this area.

As illustrated in David’s example, successful 
vocational approaches offer support for TAYASD, 
where they are given feedback, coaching, and 
opportunities to practice emerging skills in an 
environment that is autism friendly. There are 
numerous local programs that offer vocational 
training for TAYASD that have used this model 
successfully. One national program, the nonPa-
reil Institute (npitx.org), provides work opportu-
nities for adults with ASD to build digital 
products such as video games. Several online list-
ings of disability-friendly employers, including 
from the US Department of Labor’s Office of 
Disability Employment Policy (www.dol.gov), 
are also available.

 Living Arrangements

The majority of adults with ASD live either with 
their family of origin (47%) or in a group home 
(27%) [177]. Only approximately 9% live inde-
pendently without support [177]. The family’s 
decision regarding whether the TAYASD will live 
at home or away from family is a crucial one and 
is based on the patient’s functional skills, finan-
cial resources, and the ability of family members 
to provide in-home support for the patient. 
Significant challenging behaviors, such as IA, 
elopement, and severe impulsivity, may lead to 
safety risks, particularly as the TAYASD’s par-
ents are aging. Residential placement may be a 
consideration in this case. Many residential 
homes are associated with vocational programs, 
which can be beneficial.

One complex aspect of residential placement 
is availability. Obtaining placement in a residen-
tial facility can be an arduous and time- consuming 
task, taking up to a year or even longer, even in 

cases of severe and dangerous behaviors. 
Therefore, if a family is considering residential 
placement, starting the application process early 
and involving a case manager or care coordinator 
are paramount. In the event of a critical need, 
involving a state or county case worker with the 
disabilities board can help expedite placement. 
Even for acute cases requiring hospitalization, 
the patient is not likely to be maintained on an 
inpatient psychiatric unit indefinitely pending 
placement, since insurance carriers are likely to 
deny funding for an extended inpatient stay. This 
underscores the importance of advanced plan-
ning for residential placement.

If a TAYASD is transitioned to residential 
placement, it is important to clarify who will be 
making medical decisions on behalf of the 
patient. In most cases of residential placement, 
the family will maintain medical decision- 
making power given the TAYASD’s higher need 
for support. With respect to the treatment plan in 
residential care, the wishes of the family must be 
balanced with the safety needs of the staff and 
other patients within the facility. For example, 
families may wish to minimize their loved one’s 
psychotropic medication dosages, whereas resi-
dential home staff note aggression that has been 
refractory to behavioral interventions. This is an 
opportunity for the psychiatrist to help build a 
consensus between the family and the residential 
facility staff and to adjust psychotropic medica-
tions to maximize benefit and minimize adverse 
side effects. Reminding all parties of the com-
mon goal to maximize the patient’s quality of 
life, by combining behavioral interventions and 
psychotropics, is a reasonable first step for the 
psychiatrist during treatment team discussions.

 Decision-Making

When a youth with ASD turns 18 years old, they 
will by default gain decision-making power. The 
family needs to carefully consider the child’s 
capacity for medical, legal, and financial 
decision- making. The adaptive functioning diffi-
culties associated with TAYASD mean that even 
with normal intelligence, TAYASD may not have 
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the necessary judgment to integrate information 
needed for making sound decisions related to 
personal care involving health, finances, and 
housing. If this is the case, TAYASD may not be 
capable of full independence, and guardianship 
or other legal arrangements to support 
 decision- making are indicated. While guardian-
ship allows broadest coverage for decision-mak-
ing, the family can consult with a special needs 
attorney over other arrangements (e.g., power of 
attorney, limited guardianship, conservatorship) 
that are more specific to a particular aspect of 
decision-making.

Parents should plan well in advance if they 
wish to retain decision-making authority for the 
TAYASD after age 18  years, given the time 
needed to put legal guardianship in place. Some 
parents may overlook the importance of main-
taining decision-making for their child, including 
being able to assist with educational planning or 
medical care, as parents no longer have automatic 
access to educational or health records after the 
age of majority. Others may overestimate their 
child’s cognitive capacity and believe their child 
is capable of making medical decisions. Providing 
families with an understanding of what medical 
decision-making entails, i.e., with an example of 
a medical emergency (such as an appendectomy), 
can be useful to illustrate the point that they will 
likely want to be involved by law in any of their 
TAYASD’s decision-making even after age 
18 years. The family should also name a backup 
decision-maker in the event that the parents are 
unavailable or deceased. In cases where patients 
clearly do not have the capacity to make deci-
sions, psychiatrists may elect to help the family 
complete the requisite evaluation documents 
from the court. In more subtle cases, deferring to 
a court-appointed evaluator for neuropsychiatric 
testing may be appropriate.

Financial decision-making is another topic 
that will need to be discussed with the family. 
For example, a TAYASD may or may not be 
able to manage their own finances when they 
receive income from a job or disability benefits. 
In such cases, parents will ideally have a writ-
ten, legal plan in place to ensure that the 
TAYASD patient’s finances are within their pur-

view and that their child is not able to make 
large purchases (such as vehicles or houses) 
without their parents’ or trustee’s consent. 
TAYASD may be vulnerable to financial scams, 
so parents maintaining financial decision-mak-
ing can be protective. In the event that the 
TAYASD will be managing their finances inde-
pendently, encouraging the patient to maintain 
an open and supportive relationship with par-
ents is generally advisable. Families may con-
sider opening a tax-advantaged savings account 
for individuals with eligible disabilities to help 
pay for certain qualified expenses while not 
negatively impacting public benefit eligibility, 
in accordance with the Achieving a Better Life 
Experience (ABLE) Act of 2014 [178].

Case Vignette 6 Violet is a 21-year-old female 
with ASD and ADHD.  She is currently taking 
two college classes and living at home with her 
parents. She drives herself to and from classes 
using her parents’ car. Violet’s parents gave her 
a credit card for incidental expenses at school, 
such as meals and parking while she is on cam-
pus. One day after classes, a group of classmates 
asked Violet to attend a dinner at a nearby res-
taurant. Violet was very excited to be invited, 
since she previously had only minimal interac-
tion with college classmates. At the conclusion of 
the dinner, several of Violet’s classmates sug-
gested that she pay for the dinner. Violet agreed 
and paid for the meal, totaling almost $500. On 
another occasion, Violet went to a car dealership 
to have her car repaired and ended up being sold 
a new vehicle because she had good credit. 
Violet’s parents are extremely concerned about 
her financial decision-making, and the car pur-
chase caused tremendous financial strain on the 
family.

In the case above, the family may consider 
financial coaching or money management classes 
for the patient. It may also be beneficial to create 
a special needs trust for the TAYASD. This will 
ensure that assets left to their child will be placed 
in the special needs trust and not given personally 
to the child. If assets are passed on to the TAYASD, 
this could disqualify them from critical resources 
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such as Medicaid health insurance and disability 
income. Within the trust, the family should name 
a trustee in the event that the parents pass away. 
This trustee would make medical, legal, and 
financial decisions on the patient’s behalf.

 Developmental Considerations

Many TAYASD strive to meet milestones in con-
cert with their TD peers. These include driving 
and dating. With support, TAYASD can meet 
these desired goals in many cases. However, 
many patients with ASD exhibit a discrepancy 
between cognitive functioning and adaptive func-
tioning, especially in cognitively-able individu-
als. Social deficits are a major driver of this 
disconnect [179], impairing the TAYASD’s abil-
ity to effectively access activities and exercise 
judgment expected for adults, which can affect 
mobility, intimate relationships, and manage-
ment of their mental health care.

Transportation and driving are major compo-
nents of independence and significant barriers for 
many TAYASD.  The decision about whether a 
TAYASD drives is ideally a consensus between 
the clinician and the family weighing the risks 
and benefits. A low percentage of TAYASD actu-
ally drive, and this is due to a variety of factors, 
including deficits in attention, high levels of anxi-
ety, sensory processing difficulties, and financial 
barriers. Technology interventions may be useful 
in this area, as there is a significant amount of 
research underway aimed at assisting TAYASD 
in learning to drive through the use of virtual 
reality training [180, 181]. Ride-hailing mobile 
applications (e.g., Uber, Lyft) can alleviate some 
of the burden of transportation, but these services 
are not available in all areas and require financial 
resources for their utilization. Public transporta-
tion in the United States can require significant 
executive skills to navigate, so hands-on teaching 
and opportunities to practice can significantly 
reduce stress and promote more efficient use.

Sexuality is another topic that often requires 
attention during care of TAYASD, who may need 
guidance from family and clinicians as they seek 
to enter into romantic relationships either online 

or in person [182]. Patients may require coach-
ing regarding safe sexual practices and appropri-
ate sexual boundaries, as TAYASD are at risk 
to be both victimized sexually and potentially 
accused of inappropriate or illegal behaviors, 
largely due to a lack of understanding of social 
norms, expectations, and laws. Psychiatrists 
should encourage and facilitate these discussions 
between TAYASD and their families. TAYASD 
can be highly vulnerable to sexual predators 
either online or in person and require significant 
supervision. Online tools can be useful for sex-
ual education and maximizing safety while using 
social media [183].

Gender dysphoria (GD) (or gender variance) 
appears to be more common in individuals with 
ASD compared to TD individuals [184]. GD 
symptoms can pose an additional layer of chal-
lenges to clinicians, and attempts to transition 
outwardly can contribute to social isolation, bul-
lying, and family conflict. As a result, patients 
with GD and ASD (GD/ASD) are potentially at 
elevated risk for depressive symptoms, anxiety 
symptoms, and suicidality. Ideally, clinicians are 
able to assist individuals in understanding their 
gender identity and facilitate an exploration of 
gender roles [185]. Consultation and ongoing 
follow-up with endocrinology is recommended 
for individuals with GD/ASD in order to discuss 
options for puberty suppression or other hormone 
therapies. In clinical practice, community pro-
grams with multidisciplinary teams to support 
individuals with GD can be helpful for TAYASD 
with GD.

As young adults, TAYASD often have the 
opportunity to assume more autonomy managing 
their medications, which can result in poor com-
pliance, particularly if family members or the 
school were very involved in administration of 
medications during childhood. It is therefore 
important for providers to engage TAYASD in 
being aware of the benefits and risks of their 
medications, how to take them appropriately, and 
the need for regular follow-up with treatment 
providers. Providers also need to plan in advance, 
transfer records, and closely communicate to 
ensure a smooth hand-off between clinicians at 
transition age.
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 Conclusion

Individuals with ASD require intensive transi-
tion planning as they approach adulthood. 
Multiple factors need to be considered in the 
planning process including the individual’s 
developmental level, severity of psychiatric and 
behavioral disorders, living arrangements, 
capacity for postsecondary education, and plans 
for guardianship. It is important for psychiatrists 
working with individuals with ASD to begin the 
conversation with families about the transition 
process as early as possible to ensure that indi-
viduals with ASD have the best possible out-
comes in adulthood.
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AD/HD & Learning Disorders
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 Introduction

Attention-deficit/hyperactivity disorder (ADHD) 
is a chronic, disabling neurodevelopmental con-
dition that is highly treatable across the lifespan. 
Functional impairments associated with ADHD 
go far beyond school performance. Adults with 
ADHD have more financial stress compared to 
matched controls, get fired and quit jobs more 
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Key Points
• Untreated ADHD is dangerous. ADHD 

is associated with early mortality, obe-
sity, and hypertension [1]. It is corre-
lated with more police contacts, arrests, 
car accidents, substance abuse prob-
lems, and a greater risk of teen preg-
nancy [2]. Life expectancy of children 
with combined-type ADHD is shortened 
by more than 8 years [3].

• ADHD and learning disorders (LD) are 
correlated with low educational attain-
ment. Adults with LD are much less 
likely to attend 4-year colleges, and 
adults with ADHD are seven times less 
likely to earn a bachelor’s degree [2].

• ADHD and LD are common, with one 
in ten school-aged children affected [4, 
5]. Up to 40% of individuals with 

ADHD also have an LD diagnosis [6]. 
Among college students, 2–8% have 
been diagnosed with ADHD and 3% 
with LD [7].

• ADHD most often persists into adult-
hood. Three in four children with ADHD 
continue to have impairing symptoms in 
young adulthood, with about half still 
meeting full diagnostic criteria [8, 9]. 
Therefore, treatment is often required 
into adulthood.

• Young adults with ADHD and LD may 
struggle starting college or joining the 
workforce when existing deficits related 
to self-regulation, planning, and task 
completion become magnified in the 
setting of increased independence and 
decreased support and scaffolding from 
families and schools.
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often, have shorter durations of employment, and 
experience a higher likelihood of needing public 
assistance.

Treating young adults with ADHD and LD 
presents unique challenges. Symptoms of ADHD 
often change over time, with inattention persist-
ing as hyperactivity lessens. School, work, and 
relationships may become unmanageable in the 
setting of significant symptoms of inattention 
such as getting distracted, making careless errors, 
not listening when spoken to, and procrastinating 
on tasks requiring high levels of cognitive con-
trol. As the organization and instrumental support 
provided by secondary school and family lessens, 
many young adults with ADHD realize for the 
first time during their transition to adulthood that 
their deficits in planning, attention, and organiza-
tion are more significant. College students with 
ADHD are at increased risk of failing, withdraw-
ing from classes, and not graduating because of 
underdeveloped self-management skills [7].

Unfortunately, there are not enough psychia-
trists in the USA to meet the demand for treat-
ment of this high-risk population. In fact, most 
ADHD treatment is delivered by primary care 
providers. In 2007, 49% of ADHD medications 
were prescribed by primary care physicians and 
pediatricians, whereas psychiatrists oversaw 30% 
of ADHD medication management [10].

Increasingly, general practitioners, family 
doctors, nurse practitioners, and physician assis-
tants are tasked along with adult psychiatrists 
with assuming the care of young adults with 
ADHD and LD as they seek to gain greater inde-
pendence and autonomy. With the rise in rates of 
ADHD seen in this population, practitioners are 
faced with new clinical challenges: Can new 
ADHD be legitimately diagnosed in young 
adults? How is the diagnosis made for a 20-year- 
old? What else could account for similar symp-
toms? What if they are seeking to misuse 
amphetamines? Where is a good place to start 
when prescribing medications and what are the 
options? How effective are cognitive behavioral 
therapy (CBT), coaching, cognitive training, and 
mindfulness?

This chapter will explore the research behind 
these questions. While the treatment of ADHD 

and LD in adulthood is supported by far less data 
than treatment in childhood, there are now many 
effective evidence-based interventions that may 
help modify risks and improve quality of life for 
adults with ADHD and LD. This chapter will pro-
vide an overview of diagnosis, treatment, and 
important considerations in providing treatment 
to this age group.

 New Diagnosis in Young Adulthood

Longitudinal Case, part 1: Tina is an 18-year-old 
female college freshman living away from home 
for the first time. She is afraid of failing her first 
semester classes and is struggling to focus for 
long enough to finish her reading and assign-
ments. She earned straight As in high school 
without studying much but now reports unfin-
ished assignments, procrastination, feeling over-
whelmed, and poor-mediocre grades. She is 
convinced her problems are due to ADHD and is 
seeking an evaluation and help.

If someone makes it through childhood with 
excellent grades and no clear academic problems, 
could ADHD be the issue? Tina presents a com-
mon scenario: a young adult seeking treatment 
after environmental demands have changed. Her 
abilities may have been sufficient to meet the 
demands of high school, when school assign-
ments were less challenging, and her teachers 
and parents likely reminded her of tests and 
assignments and helped her to organize her 
studying. But now, in college, with less oversight, 
increased academic demands, and more distrac-
tions, she is falling further and further behind.

Why might ADHD be missed in childhood? 
There are many reasons. Bias is one. As a girl, 
Tina is less likely to be referred for ADHD evalu-
ation or treatment. Less is known about how 
ADHD presents and impairs girls and women 
most likely because of gender bias in prior 
research [6]. Moreover, girls have fewer behav-
ioral problems than boys. As a result, they are 
referred less frequently for being disruptive or 
misbehaving.

Tina’s intelligence is another barrier to getting 
diagnosed with ADHD. Excellent grades make it 
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difficult for teachers or parents to recognize that 
there is a problem that may warrant treatment. 
When academic demands were easier and teach-
ers would go over the same concepts repeatedly, 
Tina’s inattention and forgetfulness didn’t affect 
her grades because her intelligence was high and 
expectations were relatively low. Now, expecta-
tions are higher, and help and structure have 
decreased. While intelligence may partially com-
pensate for ADHD, there often comes a time 
when demands rise to the point where this is no 
longer possible. Research has shown that while 
teachers are less likely to note attentional con-
cerns in students with high intelligence, issues 
with attention may be noted more frequently and 
be more impairing in other environments, like at 
home. There is a particularly large discrepancy 
between what teachers and parents observe in 
both low and high intelligence students, which 
creates a risk for delayed identification and treat-
ment of ADHD [11]. Transitions to grade school, 
high school, college, graduate school, and the 
workplace are typical times when expectations 
shift and previously masked inefficiencies and 
deficiencies suddenly become visible and 
impairing.

Misunderstandings about ADHD might also 
delay the diagnosis. Many people falsely believe 
that hyperactivity and disruptive behavior are 
required for an ADHD diagnosis and don’t real-
ize that quiet inattention can be equally impair-
ing. Another common misunderstanding is that 
the ability to concentrate on certain things rules 
out ADHD. Parents often think their child cannot 
have ADHD if they can focus on video games or 
fun tasks. However, intense focus and difficulty 
shifting attention are consistent with an ADHD 
diagnosis. In fact, hyper-focus in specific areas 
can be a feature of ADHD [12]. Tina’s parents 
and teachers may not have realized there was a 
problem due to not knowing about the inattentive 
symptoms of ADHD or, more generally, not 
understanding or believing in mental health 
treatment.

Because ADHD requires symptoms to have 
been present since childhood, these long- standing 
tendencies may be misattributed to personality 

characteristics or oppositionality rather than seen 
as an impairment arising from a neurodevelop-
mental disorder. Tina’s parents might have seen 
her as lackadaisical, absent-minded, or even lazy. 
They might have told her to “grow up” or “get her 
act together” when she said or did things impul-
sively, forgot obligations, missed deadlines, or 
lost her license, keys, or cell phone repeatedly.

Despite these valid reasons why Tina’s pre-
sumptive ADHD might have been missed in the 
past, it is also possible that her symptoms are not 
due to ADHD. She might be depressed, anxious, 
using illicit drugs, or seeking to misuse prescrip-
tion drugs. Or she might simply be unprepared 
for college due to “immaturity” or to insufficient 
self-management skills. These are seen in indi-
viduals with ADHD but are not unique to the dis-
order. There are many disagreements about the 
validity of the new diagnosis of adult ADHD with 
delayed presentation as arguably reflecting a mis-
diagnosis of other complex comorbidities [13].

Mood disorders, anxiety, learning disabilities, 
and substance use disorders occur frequently 
with ADHD, further confusing the diagnostic 
picture when attention, organization, and learn-
ing difficulties are the presenting complaints 
[14]. Depression can mimic ADHD, with mem-
ory impairment, poor concentration, and 
decreased interest. By the same token, ADHD 
can create symptoms of depression, especially in 
the setting of poor self-esteem and guilt about 
being a failure or a disappointment. Similarly, 
anxiety may impair attention and memory and 
cause symptoms of restlessness that mimic 
ADHD, but ADHD can also cause performance 
anxiety from anticipating making errors and dis-
appointing others. Malnutrition secondary to dis-
ordered eating can lead to poor concentration and 
focus. Someone using marijuana may seem for-
getful, and someone using cocaine may be hyper-
active, but pre-existing undiagnosed ADHD is 
associated with increased likelihood of illicit and 
prescription drug abuse. Because of this diagnos-
tic complexity and confusion between cause and 
effect, conducting a full psychiatric and medical 
evaluation is essential and is explained in detail 
below.
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 Diagnosis

ADHD is a heterogeneous disorder. A wide con-
stellation of symptoms may appear in different 
combinations over time. The quality and degree 
of resulting impairments may also change in 
response to environmental triggers and expecta-
tions. While the most well-recognized symptoms 
of ADHD are hyperactivity and impulsivity, a 
combined presentation including both 
hyperactive- impulsive and inattentive symptoms 
is the most common.

The fifth edition of the Diagnostic and 
Statistical Manual of Mental Disorders (DSM-5) 
includes the symptoms, which must occur often 
and have been present for at least 6 months [15]:

Symptoms of hyperactivity 
and impulsivity Symptoms of inattention
Fidgets or squirms in 
seat

Doesn’t pay attention to 
details, makes careless 
errors

Doesn’t stay seated Can’t hold attention to 
tasks or play, easily 
distracted

Runs or climbs 
inappropriately (teens 
and adults may only feel 
restless)

Does not listen when 
spoken to

Can’t play or do leisure 
activities quietly

Does not finish things, 
poor follow-through

Always on the go, moves 
excessively

Avoids, dislikes, or 
procrastinates difficult 
activities requiring focus 
and concentration

Talks excessively Loses things
Blurts out answers too 
soon

Easily distracted

Interrupts or intrudes 
impulsively

Forgetful

Struggles to wait their 
turn

Difficulty organizing

Hyperactive children may run, climb, or leave 
their seats inappropriately. They do not like to sit 
still or engage in quiet activities. They talk a lot, 
blurt things out, do not wait for their turns, and 
interrupt others. These symptoms of impulsivity 
and the resulting disruption often prompt an 
ADHD evaluation in children.

Symptoms of hyperactivity often lessen as 
children age. Running, jumping, and climbing 

may turn into fidgeting by young adulthood. 
However, impulsivity can remain and is very dan-
gerous in adulthood, related to the higher rates of 
car accidents, sexual partners, and substance use 
disorders in adults with ADHD.

The inattentive symptoms of ADHD may be 
more subtle and harder to recognize. Symptoms 
of inattention are quiet. Diagnosis may be delayed 
because daydreaming and forgetfulness do not 
disrupt homes and classrooms as do running, 
jumping, and interrupting. Inattentiveness is 
harder to recognize because the deficits lie in 
what is missing, rather than what is present. In 
this case, what is not done is the problem. 
Distraction results in careless errors and not 
understanding, remembering, or being able to 
follow through on expectations. Complex or 
detail-oriented tasks are avoided, delayed, com-
pleted with errors, or never finished. Poor organi-
zation results in things being frequently lost and 
forgotten.

Daydreaming may be noticed, but this alone is 
often insufficient to prompt medical evaluation if 
grades are decent or behavior is not disruptive. 
Teenagers and adults may have irritable moods, 
anxiety, frustration, and low self-esteem, as they 
struggle to meet the demands of school and work 
environments. When they achieve less than their 
peers despite putting in more effort and working 
longer hours to achieve the same results, they 
may blame themselves and wonder why they are 
not “living up to their potential.” Adolescents and 
young adults may have car accidents due to 
lapses in attention. They may experience rela-
tionship or marital issues from not listening or for 
failing to follow through on obligations. They 
may encounter performance issues in the work-
place due to excessive procrastination or poor 
attention to detail.

The DSM-5 requires six symptoms from 
either cluster up to age 16 years and five symp-
toms for ages 17 years and older to meet criteria 
for the diagnosis. Several symptoms must have 
been present before age 12 years because ADHD 
is a neurodevelopmental disorder, related to how 
the brain is “wired.” Symptoms should persist 
across multiple settings, including school, work, 
home, and leisure activities, and must interfere 
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with functioning. DSM-5 stipulates “presenta-
tion” (i.e., primary symptom constellation) at the 
time of diagnosis: inattentive, hyperactive- 
impulsive, or combined.

For the diagnosis to be made, ADHD must be 
the best explanation for the presenting symptoms 
as many other disorders can mimic ADHD.  If 
someone is often distracted, forgetful, and avoid-
ant because they are having flashbacks from 
trauma, PTSD is the more likely diagnosis. If a 
top student suddenly loses interest in school, 
sports, and friends, and cannot concentrate in 
ways they were able to do before, depression is a 
more likely diagnosis. If a person’s behavior 
becomes erratic, they cannot sustain focus on 
their work, and they are less motivated to engage 
in their usual activities, a substance use disorder 
should be suspected. If someone starts losing and 
forgetting things for the first time in old age, cog-
nitive impairment or dementia is a more likely 
diagnosis.

While ADHD is a clinical diagnosis and does 
not require formal psychological testing, it should 
always be confirmed with information detailing 
the presence, scope, and impairments related to 
relevant symptoms in different environments, 
including home, school, or work. Data must be 
collected from others who observe deficits that 
may not be visible during the examination. 
Parents, teachers, family, romantic partners, 
bosses, and co-workers can often provide rele-
vant details and vignettes that may help to con-
firm the diagnosis, or bring other concerns like 
depression or substance use to light.

In evaluating Tina, some questions to ask her 
parents might include the following: How messy 
was her room growing up? How often did she 
lose things? How often did you have to remind 
her to do things like homework or chores? How 
hard was school for her? What did she have trou-
ble focusing on and what held her focus? Did she 
seem to have to work harder than her peers, or 
harder than she should have, considering her 
intelligence? What things did you do to help her 
organize? How did she manage when this support 
was reduced? How much risk taking did she 
engage in? How was her driving record? How 
many car or bicycle accidents has she had?

Relevant questions for teachers might include 
the following: Do her grades match her intelli-
gence? Where are points being lost? Does she 
struggle to finish assignments? Does she lose 
credit from careless errors or unfinished assign-
ments? How does she act during class? Is she on 
time for class and with assignments? Information 
from past teachers can be gathered via report 
cards and behavior cards. A serial examination of 
past report cards or changes in grade point aver-
ages over time may highlight when difficulties 
arose. Symptom scales sent to relevant parties 
and returned electronically or by mail, or inter-
views conducted by phone or in person, may help 
clarify the frequency and extent, as well as the 
longevity, of the impairments.

All interviews should explore present func-
tioning as it relates to performance, health, and 
mood. Some questions might include the follow-
ing: What is an average day like for you? How 
hard is it to get things done? Who helps you? 
How do you remember what you need to do? 
How many reminders are needed and how do you 
get them? How are your grades (if in school) or 
performance reviews (if working)? What do your 
teachers or bosses criticize you for? What obliga-
tions are not being met now?

A complete medical history should be gath-
ered to rule out potential medical causes for 
symptoms like inattention, impulsivity, and aca-
demic and social difficulties. Hearing impair-
ments, head trauma, in utero exposure to drugs or 
alcohol, dementia, and seizures are just a few 
examples of the many medical conditions that 
can mimic ADHD.

Sleep, diet, exercise, mood, and anxiety 
should be assessed as they may be contributing to 
impaired functioning. Insufficient sleep can make 
it difficult to focus on or retain information. 
Insufficient caloric intake can impair attention 
and focus. Insufficient exercise can cause rest-
lessness and difficulty sitting still. Relevant ques-
tions might include the following: Do you get 
angry at yourself or feel down when you struggle 
to get things done? Do you get nervous that you’ll 
make mistakes? Do you beat yourself up for the 
errors you’ve made? Do you ever lose sleep or 
get tense from worrying that you’ll mess up or 
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forget something? Do you feel your mood has 
been more negative than usual?

As already stated, ADHD is a clinical diagno-
sis that does not require psychological testing. 
However, in cases that are complicated by medi-
cal factors, physical disabilities, or psychiatric 
comorbidities, psychoeducational testing can be 
a useful reference point. In any case, validated 
symptom rating scales are standard tools to help 
clinicians confirm a diagnosis of ADHD. There 
are currently 14 adult ADHD rating scales avail-
able for use. The Conner’s Adult ADHD Rating 
Scale (CAARS), the Barkley Scales (Symptoms 
and Impairment), and the Wender Utah Rating 
Scale (short version) are preferred, based on data 
from analyses of 35 validation studies [16].

Learning disabilities (LD) are distinct from 
ADHD in that formal psychoeducational testing 
is required as an integral part of the diagnosis. 
Testing is used to detect learning differences and 
to compare intelligence to performance to dem-
onstrate that a significant discrepancy exists.

The DSM-5 characterizes “specific learning 
disorders” as struggling with reading, under-
standing what is read, spelling, written expres-
sion, math, or mathematical reasoning for at least 
6  months despite interventions being made. 
Academic skills must be substantially below 
what is expected for a child’s age and intelli-
gence, and the difficulties must have started at 
school age and caused problems at home, school, 
or work. As with ADHD, there are many other 
things that can mimic LD, which must be 
excluded. Intellectual disability is a common 
cause of difficulty in learning that must be 
excluded. Head trauma resulting in concussions 
or traumatic brain injuries can impair learning, 
but these are considered acquired rather than 
innate (i.e., developmental) learning disorders. 
Language barriers, poor vision, and hearing are 
other potential confounders for LD. Insufficient 
instruction (such as can be seen in under- 
resourced schools) may also cause underperfor-
mance or difficulties with learning that are 
correctable but not related to LD.

A diagnosis must be based on a “comprehen-
sive evaluation,” which may have variable com-

ponents and can be performed by multiple 
specialists including teachers, psychologists, 
social workers, school nurses, school administra-
tors, guidance counselors, speech pathologists, 
physical therapists, and occupational therapists 
[17]. Educational history, classroom observa-
tions, and diagnostic testing should be included 
in this evaluation.

For both ADHD and LD, neuropsychological 
and educational testing is critical to access learn-
ing and testing accommodations. This entails a 
battery of validated measures and examinations 
using scales, surveys, as well as tests of intelli-
gence, attention, and problem-solving abilities. 
Testing is usually performed over several days 
with an in-depth report that describes the indi-
vidual’s academic performance in comparison to 
their intelligence and to the general population. 
This report normally outlines diagnoses, specific 
areas of deficits, and suggested learning accom-
modations. Colleges often require such a report 
to grant academic accommodations.

While school districts often provide and fund 
testing for younger children as part of an evalua-
tion for special education, getting testing as an 
adult can be expensive and difficult to obtain. 
While testing is commonly available at universi-
ties and major medical centers, as well as via pri-
vate practitioners in individual and group 
practices, there may be obstacles to obtaining this 
testing including long wait times, limited person-
nel, and high fees.

 Medication Treatment

Why do we use medications to treat children with 
ADHD? Is it worth treating into adulthood? 
While there is sparse data on the long-term effi-
cacy of treatment with stimulants for ADHD, and 
resulting debate about the appropriate length of 
treatment, far more robust data exists supporting 
short-term outcomes [18].

Medications for ADHD treatment go beyond 
mitigating present distress with a goal of protect-
ing the future. Children treated with stimulants 
for ADHD are less likely to later develop mood, 
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anxiety, or disruptive behavior disorders or to 
start smoking or develop other addictions, 
according to longitudinal studies [9, 19]. ADHD 
treatment may also be lifesaving. Stimulants 
reduce the risk of car accidents by about 40% 
[20]. Medication also lowers social risk factors, 
including criminality, in young adults with 
ADHD [21, 22].

ADHD responds robustly, and often rapidly, 
to evidence-based treatments. There is a growing 
body of evidence that suggests adults benefit 
from the same ADHD medications as children, 
albeit with slightly smaller effect sizes [21]. 
However, the data is less robust, with meta- 
analyses including a maximum of 2204 partici-
pants, 10% of the size of the studies described 
above related to childhood ADHD [23].

A meta-analysis of 26,114 children with 
ADHD from 190 randomized controlled trials 
investigating 52 interventions established basic 
treatment principles. Efficacious treatments 
include stimulants (i.e., methylphenidate, 
amphetamine), non-stimulants (i.e., atomoxetine, 
guanfacine, and clonidine), and behavioral ther-
apy. The most effective treatment for children 
with ADHD is combined stimulants and behavior 
therapy, which also has superior treatment reten-
tion. Stimulants are the most effective single 
intervention, superior to non-stimulants, behav-
ioral therapy, or cognitive training [19].

For adults, stimulants are also the most effec-
tive treatment, with some meta-analyses citing a 

75% response rate. Non-stimulants are also 
highly effective in treating adults with ADHD, 
with a 60% response rate, and bupropion is 
nearly as effective as stimulants. Patients can be 
assured there is an excellent chance that pharma-
cotherapy can greatly improve their ADHD 
symptoms.

Longitudinal Case, part 2: Tina goes for test-
ing since her primary care doctor is not comfort-
able making the diagnosis of ADHD in an adult. 
She returns with a 22-page report with the diag-
nosis ADHD, inattentive type, asking to start a 
medication that will help her with final 
examinations.

With so many effective options for treating 
ADHD, it can be difficult to know where to start. 
A practical, stepwise approach to starting medi-
cation treatment for ADHD is described here.

 ADHD Medication Prescribing Guide

This is a simplified approach for prescribing 
medications for ADHD. Both amphetamine and 
methylphenidate preparations (steps 1 and 2) 
come in liquids, in transdermal patches, and in 
pills using “beaded technology” to combine 
immediate and extended-release formulations. 
They are less likely to be covered by insurance, 
so it is most reasonable to try them only after 
identifying specific issues with compliance or 
tolerability in steps 1 and 2.

Step Medication
Starting 
dose

Max. 
dose Increase by Notes

1 Extended-release mixed amphetamine 
salts (amphetamine-dextroamphetamine)

10 mg 30 mg 5 mg

2 Methylphenidate extended osmotic 
release

18 mg 72 mg 5 mg Skip to step 4 if step 2 was 
favorable to step 1

3 Lisdexamfetamine 20 mg 70 mg 10 mg
4 Dexmethylphenidate extended release 10 mg 40 mg 5 mg
5 Atomoxetine 40 mg 100 mg 10 mg Not abusable
6 Bupropion (SR or XL) 150 mg 450 mg 150 mg Off-label for ADHD. Also 

used for depression and 
smoking cessation
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Question 1 Is there a relative contraindication to 
using a stimulant?

With robust data supporting stimulants as the 
single most efficacious treatment for ADHD in 
both adults and children, treatment with long- 
acting methylphenidate or amphetamine should be 
considered first. In addition to being less effective, 
non-stimulants have the disadvantage of being 
slower to take effect, generally requiring weeks or 
months for clinically observable effects as com-
pared with hours or days for stimulants. While 
there are no absolute contraindications to stimu-
lants, non-stimulants should be considered in the 
setting of substance use disorders, eating disor-
ders, or psychotic disorders to minimize the poten-
tial harm caused by stimulants. The risks and 
benefits of choosing a stimulant or non- stimulant 
medication should be discussed with patients and 
the treatment decision made collaboratively.

Question 2 Are short-acting or long-acting for-
mulations preferable?

Long-acting formulations have multiple 
advantages in that they are less likely to be mis-
used and can be given once daily, which is more 
convenient and may improve adherence [25]. 
Psychiatrists prescribe long-acting stimulants 
about twice as frequently as short-acting stimu-
lants, whereas the reverse is true among primary 
care providers [10].

Question 3 Should an amphetamine or methyl-
phenidate compound be tried first?

All stimulants are derived from two-parent 
compounds: amphetamine and methylphenidate. 
Amphetamines are slightly more effective than 
methylphenidate for adults, but evidence is lim-
ited [24]. Individuals may have a more robust 
response or fewer side effects to amphetamine or 
methylphenidate formulations. This is generally 
clarified through trial and error. During medica-
tion titrations, it is important to monitor for side 
effects and for changes in weight, blood pressure, 
and heart rate during titration.

Longitudinal Case, part 3: Tina reports 
increased focus and productivity after increasing 
extended-release mixed amphetamine salts to 
15 mg but lost 8 pounds due to decreased appe-
tite. She also had some benefit from methylpheni-
date 36 mg, but it took her hours to fall asleep. 
She wants to know about other options.

Question 4 What are next steps if the first stim-
ulant trials fail or are not tolerated?

Tina experienced common side effects of 
stimulants, appetite suppression, and insomnia. 
Since Tina benefitted from an amphetamine prep-
aration with fewer side effects, it would make 
sense to try another amphetamine derivative to 
see if the positive benefit can be maintained with 
reduced adverse effects.

If subsequent trials are also not tolerated, there 
are three non-stimulants with proven efficacy in 
adults with ADHD that may be reasonable alter-
natives: atomoxetine, bupropion, and desipra-
mine [26–29]. Of the non-stimulants, atomoxetine 
has the most significant data supporting its effi-
cacy in adults, but the results are still modest. 
About one in three adults with ADHD treated 
with atomoxetine has a response after 12 weeks 
[30]. It has no potential for abuse, so it may be an 
appropriate choice for patients with substance 
use disorders.

 Medications for LD

Compared with ADHD, medications for LD 
have far less demonstrated efficacy and mark-
edly less data supporting their use, particularly 
for adults. In a randomized controlled trial of 
209 children and adolescents (10–16 years) with 
dyslexia only, combined ADHD and dyslexia, 
and ADHD only, atomoxetine (ATX) treatment 
had positive effects on reading performance. The 
dyslexia- only subjects treated with ATX showed 
strong improvements in word attack, reading 
skills, and reading vocabulary with effect sizes 
ranging from 0.48 to 0.73 (p ≤  0.02). Similar 
results were seen in subjects with combined dys-
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lexia and ADHD [31]. There are no comparable 
studies of ATX in adults with dyslexia.

Studies have shown some benefit from stimu-
lant medications for children with LD and ADHD 
in terms of attention, concentration, and aca-
demic performance, but it is unclear if this is 
solely due to improvement in ADHD symptoms 
or if this finding translates to adults. Other agents 
that have been investigated for LD, like pirace-
tam, have limited data supporting their use and 
no demonstrated efficacy in adults [32].

 Medication Adherence

As with other chronic conditions, medication 
adherence in patients with ADHD is a major clin-
ical challenge. Estimates of non-adherence in 
published reviews of clinical trials range from 13 
to 64%, although these are likely underestimates 
of actual incidence since many studies relied on 
patient reports [33, 34]. With respect to stimu-
lants, adherence to regimens with short-acting 
medications was worse than with longer-acting 
agents. Stated reasons for discontinuation of 
treatment include adverse effects, ineffective 
symptom control, or suboptimal response, costs, 
dosing inconvenience, social stigma, negative 
perceptions of medication, insufficient physician- 
patient communication, and assessment that 
ADHD symptoms were not of sufficient impor-
tance to warrant medication.

Symptoms of ADHD, like forgetfulness, dis-
organization, and executive functioning deficits, 
also contribute to difficulties with adherence. 
Patients who stopped their treatment most often 
decided that the negatives outweigh the positives. 
In addition to stopping, a sizeable proportion of 
adult patients with ADHD modify the dosing 
schedule, taking the medication “as needed” 
rather than daily [34].

College students with ADHD are especially 
selective about taking medications as recom-
mended. In general, they take half the medication 
doses they are prescribed, which can cause these 
individuals to underperform in school and which 
contributes to the nonmedical use of stimulants 
via “sharing” (see next section) [35]. Often, such 

modifications of treatment reflect a developmen-
tally appropriate attempt to take charge of their 
lives and to assert their autonomy.

Case Vignette: Charlie is an 18-year-old col-
lege freshman with combined presentation ADHD 
and mild dyslexia. From elementary through high 
school, he took medications and had learning 
and testing accommodations. In college, he did 
not make use of his assigned ADHD coach, his 
academic accommodations, or the learning cen-
ter, and he “adjusted” his medications as he saw 
fit. He also admitted to excessive online gaming, 
staying up late, and missing morning classes. As 
a result, he failed two classes and was put on 
academic probation. When asked why he did not 
take advantage of his available help, Charlie 
replied, “I wanted to see if I could make it on my 
own” [36].

Charlie’s statement of wanting to see if he 
could succeed without reliance on either medica-
tion or academic accommodations is an effort to 
normalize himself by minimizing the impact of 
ADHD on his chances for success in college. His 
“positive attributional bias” (i.e., believing he 
could manage without help) led him to underesti-
mate the importance of treatment adherence. 
With ongoing conversations and the use of moti-
vational interviewing techniques, Charlie eventu-
ally chose to restart his medication and sought 
academic help from the learning center.

Strategies for improving treatment adherence 
include (1) enhancing clinician-patient commu-
nication and focusing on alliance-building; (2) 
creating a collaborative framework for working 
together on “issues”; (3) defining realistic goals, 
expectations, and time frame for treatment; (4) 
addressing predictable sources of treatment resis-
tance (e.g., side effects, forgetfulness, desire to 
do it on one’s own); (5) staying ever mindful 
about new or persistent barriers to adherence; (6) 
sustaining a focus on patterns of avoidance 
underlying non-adherence; (7) adopting a non-
judgmental, compassionate, hopeful engagement 
in the change process; and (8) re-evaluating treat-
ment practices to foster realistic outcomes. With 
respect to the use of motivational interviewing 
techniques, clinicians should always “roll with 
the resistance,” express empathy, avoid argumen-
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tation, point out discrepancies in the patient’s 
goals and behaviors, and support self-efficacy 
and self-management in whatever forms the 
patient is most likely to accept. It is also impor-
tant to maintain frequent and regular contact with 
the patient and family in order to support what-
ever steps the patient is willing to take toward 
engaging with treatment in a sustained and mean-
ingful way [37].

 Nonmedical Use of Prescription 
Stimulants

Nonmedical use (NMU) refers to the use of a 
medication without a prescription or in a way 
other than prescribed [38]. NMU includes both 
medication misuse and abuse [36].

The NMU of prescription stimulants is highly 
prevalent in the USA and has been increasing 
recently with especially high rates among college 
students. A review of 111 studies providing 
empirical data about NMU of stimulants in ado-
lescents and adults found rates varying from 
2.1% to 58.7% with highest levels seen among 
college students, 17–31%, primarily because of 
easier access and greater acceptance of NMU in 
this population [39].

Factors contributing to the rise of NMU over 
the past two decades include pre-college access 
to prescription drugs, greater availability of pre-
scription drugs, higher rates of ADHD diagnosis 
in young adults, increased pressures to achieve in 
college, the perception that “everybody does it,” 
peer culture, and marketing/media messages sug-
gesting that stimulants are safe to use. The most 
cited reasons for prescription NMU among col-
lege students include performance enhancement, 
euphoria seeking, self-medication of suspected 
ADHD, curiosity, weight control, and reducing 
sleep need or fatigue. The most common means 
of obtaining stimulants include obtaining them 
from friends and family members, purchasing 
them from others, and engaging in fraudulent 
behavior (e.g., “faking ADHD”) to obtain a pre-
scription from a healthcare provider [39].

The medical consequences of prescription 
stimulant NMU can range from mild symptoms 

(appetite suppression, heartburn, diarrhea, vomit-
ing, sleep disturbance) to severe ones (including 
seizures, agitation, psychosis, tachycardia, chest 
pain, hypertension) and even death. Life- 
threatening symptoms are most often associated 
with non-oral route of administration (e.g., insuf-
flation or intravenous) but can also be seen with 
chronic and excessive oral dosing [39]. In addi-
tion to medical risks, there are legal and ethical 
risks of NMU of stimulants. It is against the law 
to share one’s medications with others, and there 
is a risk of suspension/expulsion from school and 
dismissal from work. Moreover, there is liability 
associated with sharing one’s prescriptions if 
harm results.

Clinicians should always be mindful of the 
potential risk of their patients engaging in NMU 
or participating in stimulant diversion (i.e., shar-
ing or selling their medication). Red flags that 
might indicate a patient is at risk for NMU 
include demands for immediate release rather 
than extended-release preparations, repeatedly 
discordant pill counts, frequently lost prescrip-
tions, requests to increase dosage, and attempts 
to secure prescriptions from more than one 
healthcare provider. Controlled substance pre-
scribing databases have been adopted in some 
states to address these concerns.

Patient education is the first line of interven-
tion in confronting NMU. Explaining the medi-
cal, ethical, and legal risks of NMU and insisting 
that patients agree to refrain from misusing, 
abusing, or diverting their medication are essen-
tial steps. Prevention strategies such as not letting 
others know about the prescription, keeping the 
medication in a lock box or safe, and refraining 
from leaving loose pills in plain view of others 
should be emphasized. Asking patients to sign an 
“appropriate medication use contract” can rein-
force the message that NMU is seen as a serious 
issue and that violating the contract is enough to 
terminate the doctor-patient relationship. Last but 
not least, clinicians should use extended-release 
formulations, should keep track of pills and 
refills, and should obtain urine toxicology to 
determine if the patient is actually adherent with 
the treatment regimen or is engaging in substance 
misuse/abuse.
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 Psychosocial Interventions

Longitudinal Case, part 5: Tina has been taking 
her medication as prescribed and finds it helps 
her to focus on schoolwork and other important 
tasks. Despite significant improvements in her 
ADHD symptoms, she is still struggling with pro-
crastination, time management, organizational 
challenges, and keeping up with her assignments. 
She is feeling overwhelmed and wants to know 
about other treatment options.

Evidence-based psychosocial interventions 
for young adults with ADHD include academic 
accommodations (for college or university stu-
dents), possible workplace accommodations 
(addressed later in the chapter), coaching, and 
cognitive behavioral therapy (CBT) [23]. 
Academic accommodations include formal mod-
ifications of curriculum, teaching and testing 
approaches, and the incorporation of assistive 
technology and educational support. These are 
generally available to students with documented 
physical, sensory, or learning disabilities; ADHD; 
and psychiatric conditions (anxiety or mood dis-
orders). The purpose of each accommodation is 
to compensate for specific aspects of the stu-
dent’s learning profile that puts them at a disad-
vantage in the usual academic setting. Examples 
include reduced course load, priority course reg-
istration, extended time on tests and long-term 
assignments, preferential seating, note taking, 
recordings of lectures, and test administration in 
a quiet room.

The amount of documentation that is required 
for academic modifications varies from school to 
school and often requires recent psychoeduca-
tional testing results (within the past 2  years). 
Informal modifications such as study groups, 
tutoring sessions, organizational skills instruc-
tion, and coaching sessions are more easily 
accessed than formal ones and usually do not 
require extensive documentation. The effective-
ness of academic accommodations and assistive 
technologies for students with ADHD and LD 
has not been well studied. Nevertheless, given 
anecdotal reports of their helpfulness, and in 
view of existing policies and practices at institu-
tions of higher learning, it is reasonable to rec-

ommend that students with learning challenges 
make use of them.

ADHD coaching has become a widely 
accepted, evidence-based intervention to improve 
executive functioning in individuals with ADHD 
[40]. It aims to help individuals develop skills, 
strategies, and behaviors to better cope with the 
impairments in executive functioning that are 
commonly associated with ADHD: planning, 
time management, goal setting, organization, and 
problem-solving [41].

Coaching is highly collaborative and aimed at 
providing practical guidance and accountability 
for tackling common obstacles to successful 
attainment of personal, academic, and other val-
ued goals. Coaching sessions are provided in per-
son or remotely via telephone or video 
conferencing and consist of helping the individ-
ual with ADHD identify their goals; set objec-
tives and priorities; define key responsibilities; 
develop implementation plans; manage distrac-
tions; maintain motivation and focus; and work 
in a consistent fashion so as to complete priori-
tized tasks. Coaches monitor their clients’ prog-
ress toward task completion and offer suggestions 
for overcoming barriers to success. Coaching is 
offered in either individual or group formats, and 
increasingly, colleges and universities are offer-
ing skills-based coaching in their student learn-
ing centers. Published studies of formal coaching 
programs based in institutions of higher learning 
have documented positive outcomes for students 
who attend sessions regularly and practice the 
skills and coping strategies provided. There are a 
growing number of studies of ADHD coaching 
for adults who are not enrolled in higher educa-
tion. Preliminary results indicate generally posi-
tive outcomes and favorable perceptions of these 
services [42].

Cognitive behavioral therapy for adults with 
ADHD is an adaptation of CBT, which addresses 
the common problems faced by adults with 
ADHD.  It differs from coaching insofar as it 
helps individuals understand how ADHD is 
affecting their lives (especially with respect to 
daily functioning), explores the impact of dys-
functional thinking and behavior, assists patients 
to develop more effective coping strategies, 
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explores how events influence the completion of 
tasks and goals, and provides a framework for 
building resilience and adaptation. Several manu-
alized treatments have been developed in both 
individual and group formats. Two recent meta- 
analytic reviews of CBT for adult ADHD report 
strong evidence for its effectiveness in reducing 
symptoms and improving functioning using a 
variety of outcome measures [43, 44]. Standard 
mean differences from 32 studies ranged from 
0.51 to 1.00, indicating a medium to large effect 
size for the intervention, with variations seen 
depending upon whether the control group was 
active or passive.

Elements of 
CBT for adult 
ADHD [23, 
45]
Education Psychoeducation, accepting the 

diagnosis, understanding the cognitive 
model (including how negative beliefs 
and distortions affect emotions and 
behaviors)

Planning Managing time, developing 
organizational skills, setting priorities, 
modifying the environment so as to 
reduce distractions

Goal setting Committing to change, minimize 
procrastination, adaptive thinking, 
manage stress, think before acting 
(i.e., improving impulse control), 
reduce risks, handle frustration, 
develop and sustain motivation in the 
face of obstacles, improve 
relationships

Healthy 
lifestyle

Managing diet, sleep, and exercise

Specific 
inventions

Cognitive modification, behavioral 
modification and coping skills, 
acceptance, mindfulness, persistence, 
and implementation strategies

In addition to CBT, other “possibly effective” 
psychosocial interventions for adults with ADHD 
include neurofeedback, cognitive remediation 
therapy, mindfulness meditation training, and 
computer-assisted cognitive training [46]. While 
more research is needed before these can be con-
sidered evidence-based, preliminary studies 
(mostly open-label) indicate that these approaches 
can be helpful as adjunctive treatments for this 
population.

 Transition Preparation

Case: Pablo is an 18-year-old senior in high 
school who was diagnosed with ADHD at age 
8 years. His parents wake him up every day and 
remind him about important school obligations, 
which they check on the school’s online system 
and through communications with teachers. He is 
also not particularly attentive about keeping his 
room clean or putting away his clothes after they 
have been laundered by his mother. Next year, he 
is planning to go away to college. In view of his 
difficulty managing day-to-day responsibilities, 
his parents are worried about his readiness for 
school and are asking for advice.

Teenagers with ADHD and/or LD struggle 
more than their peers with disorganization, lack 
of self-management skills, substance use, and 
emotional problems as seniors in high school. 
Boys also report more disengagement, partying, 
and time spent on TV, video games, and com-
puter games [47]. These difficulties along with 
other concerns about executive functioning 
should be addressed well in advance of the young 
person’s senior year in college through a process 
referred to as transition planning. This includes 
educational transition planning (i.e., making sure 
realistic goals educational goals are set, suitable 
college choices are made, appropriate resources 
are available and in place prior to arrival at 
school) and self-care transition planning (i.e., 
managing daily routines; getting proper sleep, 
exercise, and diet; preparing for the demands of 
college life; and demonstrating appropriate 
knowledge and skills to manage specific mental 
health challenges such as medication and psy-
chosocial treatment adherence). It is important 
that sufficient psychoeducation be provided to 
ensure that both the young adult and family 
members are aware of the potential pitfalls and 
problems that can arise on campus and to identify 
appropriate resources (academic supports, coun-
seling, medical and psychiatric care).

It is also important to identify potential mind-
set barriers that might interfere with successful 
transition to college [48]. “Fear of not belonging” 
leads some students to pursue relationships in a 
reckless fashion and succumb to peer pressure. 
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Others avoid social situations out of concerns 
about being rejected which is especially true if 
they have been discriminated against, ostracized, 
or bullied in the past. “Fear of not making it” 
arises when students feel unprepared for the aca-
demic challenges of college and/or when they 
experience less-than-desired grades. If their 
expectations are too high (e.g., straight As in 
every course), it is easy for them to mistakenly 
believe that they are not suited for college. They 
may equate these setbacks as indicators that they 
will never succeed in the future. “Fear of being 
different” arises when students with ADHD, LD, 
or mental health issues experience stigma about 
their differences and feel ashamed of themselves. 
This may arise from a perception that others are 
intolerant of individuals with differences or from 
a self-rejecting mindset that inhibits feelings of 
self-compassion and self-acceptance. 
Overcoming these mindset barriers is an impor-
tant developmental milestone for young adults 
with ADHD/LD to master.

Along with overcoming mindset barriers, suc-
cessful transition to college requires that young 
people develop social-emotional readiness skills, 
including [49]:

 1. Conscientiousness – the ability to “own” one’s 
actions and to take responsibility for their 
behavior. Reliability, predictability, honesty, 
integrity, and trustworthiness are all vital 
aspects of conscientiousness.

 2. Self-Management – the ability to take care of 
day-to-day activities on one’s own. This 
means being able to wake up on time, prepare 
for the day, remember tasks and carry them 
out, develop routines, adjust one’s schedule as 
needed, and fall asleep at a reasonable time 
each night.

 3. Interpersonal Skills – the ability to form the 
basis for getting along with others such as 
working in teams, making and keeping 
friends, maintaining good communication 
with classmates, handling conflicts appropri-
ately, and participating in the social events at 
school.

 4. Self-Control (or “willpower”) – the ability to 
set limits on oneself and to resist urges/desires 

when necessary. It results from the interaction 
of two sets of forces: those that trigger us to 
seek rewards and those that help us to hold 
back as needed.

 5. Grit – the ability to cope with frustration, dis-
appointment, and failure and to persist in the 
face of setbacks and obstacles to success. The 
ability to keep going in the face of delayed 
gratification or of unexpected hardship is 
highly predictive of success in later life.

 6. Risk Management – This involves the ability 
to have fun and experiment with risky behav-
iors without taking foolish or dangerous 
chances. Individuals have to decide how much 
they will allow themselves to engage in activi-
ties like smoking, drinking, partying, and hav-
ing sex and how to draw the line when it 
becomes necessary to avoid harm.

 7. Self-Acceptance (or “self-compassion”) – the 
ability to accept one’s faults, tolerate one’s 
mistakes, and deal with one’s shortcomings 
without excessive amounts of guilt and shame. 
It is a cornerstone of mental health and has 
been found to be highly protective against 
anxiety disorders and depression in college 
students.

 8. Open Mindset/Help-Seeking  – This involves 
the ability to recognize when things aren’t 
going well and to ask for help when problems 
appear to be impossible to solve. It involves a 
willingness to overcome “denial” that any-
thing could be wrong and to accept the idea 
that “tincture of time” isn’t always the best 
way to approach potential problems.

The ideal way to prepare for a successful 
transition to college is for patients, family mem-
bers, and healthcare providers to structure a 
series of sessions aimed at identifying critical 
steps to enable the young adult to practice readi-
ness skills and to formulate concrete plans for 
engaging helping professionals at school. 
Facilitating a discussion about the parameters of 
continued family involvement and help is critical 
since the loss of parental “scaffolding” may 
make it difficult for the young person to manage 
on their own. Finally, healthcare providers 
should draw up the transition plan and share it 

12 AD/HD & Learning Disorders



250

with the helping professionals with whom the 
patient will be working next (i.e., “warm hand-
off”). Constructing an effective social safety net 
that provides the right amount of support and 
supervision to the college student with ADHD, 
LD, or other mental health concerns is now 
widely considered to be an evidence- based stan-
dard of care for vulnerable youth [47].

 Workforce Issues

Case: Mark is a 22-year-old man with a history 
of ADHD and dyslexia brought in for an evalua-
tion by his parents. They say he “flunked out of 
college” and has worked at a grocery store, bank, 
and fast-food restaurant since. He was fired by 
two jobs and quit the third. Methylphenidate 
helped with some symptoms but has not 
 significantly altered his trajectory. They are 
thinking of “shipping him off to the army” and 
are worried, frustrated, and seeking advice.

Mark’s story is not uncommon. Adults with 
ADHD struggle in the workforce. They are more 
likely to be unemployed [9] and less likely to 
have full-time jobs [2].

Mark was unable to succeed in the transition 
to college, likely due to the combination of 
increased demands on his executive functioning 
and decreased support from school and home 
compared to childhood. The accommodations he 
had received through his 504 plan to assist him in 
high school are not likely to be extended to the 
workplace. Workplace modifications are usually 
limited to those that do not create significant 
financial hardship for his employers [50].

The same factors that impacted Mark’s transi-
tion to college have likely affected workforce 
performance. Children diagnosed with ADHD 
are more likely to be financially dependent on 
their parents as adults and attain a lower social 
class than their families [9]. Mark may have been 
overly dependent on parents and teachers for sup-
port with planning, organization, and follow- 
through. He is anticipated to require support to 
earn and budget money, pay bills, figure out 
taxes, and carry out a variety of other activities 
required for adult life.

Entering the job market is challenging with 
ADHD. Poor organization skills and difficulties 
with completing tasks will likely impair job per-
formance. Adults with ADHD may struggle to 
find a good job “fit” despite being highly intelli-
gent and motivated. Highly structured or seden-
tary jobs that require repetitive and detail-oriented 
work, like many office-based jobs, challenge the 
core symptoms of ADHD and may result in more 
errors and unmet expectations. With Mark’s dif-
ficulty sustaining focus, especially on repetitive 
or detail-oriented tasks, it is easy to understand 
why entry-level jobs he attempted quickly 
became boring. Frustrated with the monotony 
and inflexibility of work, adults with ADHD may 
quit or act out impulsively. Adults with ADHD 
get fired and quit more often and have shorter 
employment [2].

Like Mark, adults with ADHD change jobs 
more often [51]. This may be related to the need 
to explore more careers in order to find the right 
fit. Novelty-seeking related to impulsivity and 
easy boredom, along with suboptimal job perfor-
mance, is highly associated with getting fired or 
quitting more frequently. People with ADHD 
tend to gravitate toward flexible jobs that are 
stimulating and challenging and allow for inde-
pendence [50].

While ADHD itself presents challenges to 
finding employment, treatment may also, ironi-
cally, limit job prospects. Some organizations 
ban those who have been diagnosed with ADHD 
regardless of the level of their impairment. Other 
organizations may employ people with ADHD, 
but only under the condition that they do not take 
medications to treat their condition.

The Armed Forces and certain law enforce-
ment jobs are not an option for Mark. While 
amphetamine preparations were used to improve 
performance and reduce fatigue in armed forces 
in World War II, the use of these medications is 
now banned for military personnel, even when it 
is prescribed for ADHD and used as directed by a 
physician [52, 53]. The military requires no stim-
ulant use for 2  years prior to recruitment [29]. 
Pilots (commercial and private) cannot have 
ADHD – they must be tested by an approved neu-
ropsychologist after at least 90 days off stimulant 
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medications to confirm the absence of ADHD 
[54]. Higher-level sports either ban or require 
therapeutic use exemptions for stimulants for 
ADHD [55].

This can be frustrating for adults with ADHD, 
as treatment can improve workplace outcomes.

Stimulant treatment positively impacts work-
place productivity for adults with ADHD [56], 
though data is limited and general improvement 
in occupational functioning has not been demon-
strated [50].

If stimulants are banned from a sector or 
industry, non-stimulant medications should be 
considered, and non-medication treatments 
should be maximized. CBT and coaching may be 
useful to adults with ADHD entering the work-
force, or when navigating issues that arise from 
work. Job training programs and assistance in job 
searching and placement have been found to be 
beneficial for young adults with ADHD [57].

 Legal Rights and Protections

Case continued: Pablo and his family have 
worked together to improve his self-management 
skills and have fashioned a realistic transition 
plan to facilitate his entry into college. At this 
point, their main concerns center on the avail-
ability of resources, services, and accommoda-
tions at his future school. They wonder if he is 
entitled by law to receive academic modifications 
in college like those he was granted in high school 
under his individualized education plan (IEP).

Children, adolescents, and young adults 
between the ages of 3 and 21 years who have a 
qualifying disability that adversely affects their 
education are covered by the Individuals with 
Disabilities Education Act (IDEA) of 2004 [58]. 
IDEA stipulates that schools are required to pro-
vide individualized specialized educational plans 
(IEPs), services, and accommodations in the least 
restrictive learning environment in order to guar-
antee that disabled individuals receive an ade-
quate education. Disability is defined as a 
“physical or mental impairment that substantially 
limits one or more aspects of a person’s life” 
[59]. Specific learning disabilities are among the 

qualifying criteria for IDEA, but ADHD is not 
specifically named and is not always protected. It 
is listed in the statute as an “other health impair-
ment,” a category which includes chronic health 
problems like asthma, diabetes, epilepsy, Tourette 
syndrome, and lead poisoning, among others. 
Young adults lose the legal protection of IDEA 
(including IEPs) when they either graduate from 
high school or when they turn 22 years old.

The Rehabilitation Act (RA) of 1973 and the 
Americans with Disabilities Act (ADA) of 1990 
are two important Congressional statutes that 
were passed to protect individuals with disabili-
ties. The Rehabilitation Act made discrimination 
against individuals with disabilities unlawful in 
three areas: (1) employment by the executive 
branch of the federal government, (2) employ-
ment by most federal contractors, and (3) activi-
ties that are funded by federal subsidies or grants.

Section 504 of the RA provides access to ser-
vices to individuals with physical or mental 
impairment at any age but does not support or 
fund these services [60]. Schools that receive fed-
eral funding must provide accommodations such 
as increased support, extended testing time, 
behavioral plans, and mental health and health 
services. Compared to IEPs, 504 plans are less 
restrictive and allow students to participate in 
regular education; hence, they are expected to 
meet regular educational standards. Educational 
institutions that do not receive federal funds are 
not subject to the RA. Colleges that accept fed-
eral funding must continue to comply with 
Section 504, but eligibility criteria for disability 
and availability of accommodations vary in sec-
ondary and higher education, and most colleges 
do not provide the extent of assistance that stu-
dents may have received under their IEPs. Pablo 
and his family need to be advised of this fact so 
they can approach his future school with realistic 
expectations.

Post-secondary institutions are regulated by 
the RA and ADA in three key domains: (1) test-
ing (for admissions, evaluation of academic per-
formance and graduation), (2) delivery of 
curriculum/course materials, and (3) non- 
academic aspects of campus life (residential set-
tings, recreational facilities, dining areas, etc.). 
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Case law regarding the definitions and boundar-
ies of the requirements for accommodations 
under RA/ADA is highly complex and beyond 
the scope of this chapter. In general, there is an 
expectation that “discrimination against individ-
uals with disabilities is prohibited, and qualified 
individuals with disabilities are entitled to rea-
sonable accommodations in meeting the essen-
tial requirements of the educational program” 
[59]. The italicized terms indicate where legal 
disputes have been centered. For instance, col-
leges are not obliged to provide an individualized 
course of study for a disabled individual. They 
are required to provide equal access to classroom 
and course materials. They are also mandated to 
select and administer tests in ways that enable the 
individual to demonstrate the disabled 
 individual’s aptitude or achievement level. While 
these issues are subject to interpretation, post- 
secondary institutions are not required to lower 
their curricular content, academic standards, or 
their requirements for graduation. Furthermore, 
individuals with disabilities are required to 
request accommodations and must provide rea-
sonable documentation to support the requested 
modifications. Returning to Pablo’s case, it is 
important that he and his parents fully understand 
the college’s academic requirements, that he 
request only those accommodations that he can 
legitimately verify, and that he make available the 
necessary documentation to substantiate his 
request. This can entail providing prior testing 
results, evaluations, and IEPs or 504 plans, as 
well as supporting letters from qualified health 
professionals.

With respect to employment, the ADA stipu-
lates that employers, state and local governments, 
employment agencies, and labor unions cannot 
discriminate against qualified individuals with 
disabilities regarding job applications, hiring, fir-
ing, career advancement, compensation, or train-
ing. Employers may not ask applicants about the 
existence, nature, or severity of a disability, and 
may only query their ability to perform specific 
job functions. Employers must allow reasonable 
accommodation like job restructuring, modifying 
work schedules, use of equipment or devices, 
adjusting examinations, and training.

 Conclusion

ADHD and LD are often incorrectly viewed as 
disorders exclusively of childhood. Instead, 
ADHD and LD represent inherent differences in 
understanding and processing information, 
acquiring skills, and solving problems. These dif-
ferences are neurologically “hard-wired,” emerge 
in early childhood, and persist into adulthood, 
even when they may not cause noticeable impair-
ments in early life. Moreover, these conditions 
are highly associated with multiple developmen-
tal challenges including delays in emotional and 
cognitive maturation, persistent executive func-
tioning deficits, and serious, long-term health 
risks.

Most research supporting the diagnosis and 
treatment of ADHD and LD is derived from stud-
ies of pediatric populations. Children diagnosed 
with ADHD and LD receive assistance from par-
ents and schools, including instructional and test-
ing accommodations, that are backed by stronger 
legal protections than those afforded to adults.

While most children with ADHD and LD suf-
fer from symptoms well into adolescence, far less 
is known about how to help young adults. If 
already diagnosed, they face declining structural 
and interpersonal support after finishing high 
school. If not yet evaluated, young adults will 
likely struggle to get diagnosed and treated due to 
an amalgamation of complex factors including 
stigma, misunderstandings about these diagnoses 
and their treatments, bias, cost, and provider 
shortages.

Unfortunately, the symptoms of ADHD and 
LD do not diminish at the same rate that social 
and education support and protections are 
removed as adolescents move into young adult-
hood. In fact, symptoms may even become worse 
and more debilitating as environmental demands 
rise and the individual’s coping strategies cannot 
keep up. Entering adulthood with ADHD and LD 
poses a serious set of challenges to the individu-
al’s functionality and chances for success. ADHD 
also threatens financial, physical, and emotional 
health.

Treating adults with ADHD can be compli-
cated, time-consuming, and risky. Young adults 
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are likely to struggle with medication adherence 
and some may misuse their medications. 
Stimulants have received a lot of negative press 
related to the misuse that commonly occurs on 
college campuses. However, all medications are 
associated with risks, and the critical question is 
not whether risks exist, but if these are out-
weighed by potential benefits.

If the purpose of medical care is to enhance 
quality of life, improve functionality, and reduce 
mortality, ADHD should be treated throughout 
adulthood. There are significant and compelling 
risks associated with withholding treatment, 
including, most notably, increased rates of car 
accidents, nearly half of which are preventable 
with medication treatment with stimulants [18]. 
The risk of early mortality in adult ADHD should 
be carefully considered and compared with any 
potential risks of treatment.

The transition to college and to the workforce 
should be anticipated to be especially challeng-
ing for those with ADHD or LD.  It should be 
planned carefully and realistically using all avail-
able resources to ensure the best outcomes. 
Psychosocial interventions and educational sup-
ports should be utilized to the greatest extent pos-
sible. The transition to adult medical providers 
and other healthcare professionals needs to be 
initiated during late adolescence. Holistic care 
plans should be developed that promote wellness 
and resilience so that individuals can success-
fully cope with the multiple challenges that living 
with ADHD and LD entails.

To summarize, ADHD and LD are common 
and treatable. They pose threats to the success 
and well-being of about one in ten children. 
These threats do not disappear in adulthood. The 
learning and executive functioning concerns that 
impacted grade school performance are likely to 
impair success in higher education, work, and 
relationships. Young adults should be prepared 
for these difficulties and supported socially, aca-
demically, medically, and psychologically as 
they face a multitude of new expectations and 
attempt to transition to greater independence.

The following organizations are resources for 
information, treatment, and advocacy for ADHD 
and LD:

 (a) Attention Deficit Disorder Association  – 
www.add.org

 (b) Children and Adults with Attention-Deficit/
Hyperactivity Disorder – www.chadd.org

 (c) National Resource Center for ADHD – www.
help4add.org

 (d) Association on Higher Education and 
Disability – www.ahead.org

 (e) Learning Disabilities Association of 
America – www.ldaamerica.org

 (f) National Center for Learning Disabilities  – 
https://www.ncld.org/

 (g) ADD Resources – www.addresources.org
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and Conduct Disorders: Prognosis, 
Assessment, and Treatment 
of Youth “Grown-Up”
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 Introduction

Disruptive, impulse-control, and conduct disor-
ders (DICCDs) are a diverse set of conditions 
now categorized together in the Diagnostic and 
Statistical Manual of Mental Disorders, 5th 
Edition (DSM-5) [7]. These disorders are charac-
terized by emotional and behavioral self-control 
that vary in their degree of violation of societal 
normative behaviors, interpersonal conflicts, and 
problems with authority [7]. Although these dis-
orders often begin in childhood or adolescence, 
they can cause significant and substantial impair-
ments to individuals and society-at-large as the 
developmental cycle progresses. An early- 
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Key Points

• The disruptive, impulse-control, and 
conduct disorders (DICCDs) include 
oppositional defiant disorder, conduct 
disorder, and intermittent explosive dis-
order. These conditions typically have 
first onset in childhood but can also first 
emerge in adulthood.

• Integrating childhood and adolescent 
history with the transitional age youth’s 
current life circumstances is crucial for 
accurate assessment and treatment of 
transitional age youth with DICCD 
symptoms. Certain childhood and ado-
lescent psychosocial elements have 
implications in adulthood.

• A pediatric DICCD diagnosis increases 
the risk of having certain psychiatric 
disorders including depression, anxiety, 
antisocial personality and substance use 
disorders in adulthood.

• Most of the DICCD treatments with evi-
dence for efficacy are psychotherapeutic 
rather than psychopharmacologic. 

• There are no US FDA-approved medica-
tions for the treatment of children, ado-
lescents, or transitional age youth with a 
DICCD.  Medications can be helpful in 
treating co-occurring conditions.
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intervention approach with skillful, thoughtful 
care is required and, ideally, mitigates the conse-
quences of these devastating conditions. This 
chapter focuses on oppositional defiant disorder 
(ODD), conduct disorder (CD), and intermittent 
explosive disorder (IED) as they evolve in transi-
tional age youth (TAY), briefly reviews antisocial 
personality disorder, and does not review other or 
unspecified related disorders, pyromania, or 
kleptomania.

 Epidemiology of the Disruptive, 
Impulse-Control, and Conduct 
Disorders in Children 
and Adolescents

DICCDs are quite common in children and ado-
lescents. In community samples, ODD preva-
lence has been shown to  range from 0.6% to 
11%, averaging 3.3% [27] (Table  13.1), and is 
more common in boys than girls [9, 37]. ODD 
has significant comorbidity with DSM-III-R CD, 
attention-deficit/hyperactivity disorder (ADHD), 
depression, and overanxious disorder [105].

Studies of CD demonstrate rates ranging from 
about 1% to 12% with median rate around 4% 
[38] (Table 13.1). CD is more common in boys 
[66] and  is significantly comorbid with ODD, 
depression, and overanxious disorder [105]. The 
association between CD/ODD and ADHD is 
stronger for ODD than CD [37].

There is limited research on rates of IED in 
children and adolescents. Data from the National 
Comorbidity Survey Replication Adolescent 
Supplement (NCS-A) indicated rates rang-
ing from 1.7% to 6.2% [72] (Table  13.1). 

Specifically, of the 63.3% of 13–17  years old 
who reported lifetime anger attacks (destroy-
ing property, threatening violence, or engag-
ing in violence), 7.8% met DSM-IV/World 
Health Organization Composite International 
Diagnostic Interview (CIDI) criteria for lifetime 
IED [72]. The prevalence of lifetime IED was 
the same in both genders [72]. Comorbidities 
are also common: 63.9% of NCS-A respondents 
with lifetime IED met criteria for at least one 
other mental illness; associations were stron-
gest for agoraphobia, panic disorder, and social 
phobia. In this survey, however, those with a 
lifetime history of ADHD, ODD, or CD were 
excluded from the study [72].

 Epidemiology of the Disruptive, 
Impulse-Control, and Conduct 
Disorders in Young Adulthood

The epidemiological data on ODD and CD in 
adulthood is limited, as these conditions were not 
included in most studies of adults. DICCDs typi-
cally have first onset in childhood but can also 
emerge in adulthood. DSM-5 criteria do not pre-
clude the diagnosis of a DICCD in adulthood [7]. 
This is a particular distinction in the DSM-5, 
despite earlier versions of the DSM, which place 
ODD and CD in the section, “Disorders Usually 
First Diagnosed in Infancy, Childhood, or 
Adolescence” [5, 6]. Additionally, in previous 
versions of the DSM, the diagnosis of ODD was 
prohibited if a patient also mets criteria for 
CD.  This is not true for DSM-5. All of these 
nosological changes have contributed to limita-
tions in the estimated rates of the DICCD in 
adulthood.

The 12-month prevalence of ODD among 
those 18–29  years old in the National 
Comorbidity Survey Replication (NCS-R) was 
1.2% [79] (Table 13.1). Overall lifetime preva-
lence for ODD in those 18 years or older in the 
NCS-R was 10.2% with rates higher in males at 
11.2% compared to females at 9.2% [83]. 
Additionally, the median age-of-onset of ODD 
was 12 years of age [83].

Table 13.1 Prevalence of disruptive, impulse-control, 
and conduct disorders

Diagnosis Child/adolescent rates
Adult 
rates

Oppositional 
defiant disorder

0.6–11% with average 
at 3.3% [27]

1.2% 
[79]

Conduct disorder 1–12% with median 
rate around 4% [38]

1.4% 
[79]

Intermittent 
explosive disorder

1.7–6.2% in 
adolescents [72]

6.2% 
[31]

S.  Co et al.
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The 12-month prevalence of CD among 
those 18–29 years old in the NCS-R was 1.4% 
[79] (Table 13.1). Lifetime prevalence of CD in 
those 18 years or older in the NCS-R was 9.5% 
with males at 12% and females at 7.1% with a 
median onset age of 11.6 years [82]. A different 
population-based study determined the preva-
lence of CD in adults 18 years and older to be 
2.2% [20].

IED prevalence from a clinical sample of 18- 
to 24-year-old participants was 6.2% (Table 13.1), 
while lifetime prevalence for the same group 
was  9.2% [31]. Furthermore, a cross-national 
study among adults at least 18  years old 
found  lifetime prevalence of IED ranging from 
0.1% to 2.7% with 12 month and 30-day preva-
lence for IED at 0.4% and 0.3%, respectively 
[99]. The same study found  the median age of 
onset for IED to be 17 years old [99]. The age at 
onset is  earlier for males  than for females, but 
overall, females are as likely as males to develop 
IED [31].

 Where It Often Begins: Disruptive, 
Impulse-Control, and Conduct 
Disorders in Children

 Kevin’s History and Its Implications

Conceptualizing the various diagnoses, relevant 
psychosocial factors, and treatment history for 
Kevin, or a child like him, is useful in determin-

Case: DICCD in Childhood

Identifying Information: Kevin was a 
10-year-old boy who lived with his mother 
and 14-year-old half-sister and was in 4th 
grade in an integrated co-teaching class.

Chief Complaint: He presented for an 
intake at an intensive day treatment pro-
gram referred by his outpatient therapist 
due to multiple aggressive outbursts at 
school and at home.

History of Present Illness: For the past 
5 months, he had exhibited worsening irri-
tability and tantrums involving screaming 
at peers and teachers for up to 30 minutes 
twice a week. Teachers stated that he was 
able to sit still and do his classwork until 
he did not get his way. He then became dis-

ruptive and argumentative. Kevin’s mother 
also reported that he was disrespectful and 
did not listen to her. He was restless at 
home and required redirection to do his 
homework.

Past Psychiatric and Psychosocial 
History: Kevin started having attention 
problems and disruptive behavior 3  years 
ago. His symptoms were mild at first but 
escalated at age 8  years, after social ser-
vices became involved due to his teacher’s 
concern for neglect and excessive corporal 
punishment. Kevin was then removed from 
his mother’s custody, placed with his mater-
nal grandmother, and began outpatient men-
tal health treatment. He was diagnosed with 
ADHD, began psychotherapy, and was pre-
scribed amphetamine- dextroamphetamine 
mixed salts and clonidine. His mother par-
ticipated in a social services’ required par-
enting program. Kevin’s mother was able to 
have supervised visits. These interventions 
resulted in improved behavior. Kevin 
returned to living with his mother about 
6 months ago, and within a month of living 
with his mother, his explosive and aggres-
sive behavior returned.

Developmental History: Kevin was born 
full term via Cesarean section. His mother 
smoked cigarettes while pregnant with him. 
He had no reported developmental delays.

Educational History: Kevin had been in 
an integrative co-teaching (ICT) class per 
his individualized education program (IEP) 
for the past year, since having to repeat 3rd 
grade.

Family History:  Kevin’s mother had a 
history of depression, and his father, who 
had been incarcerated for years, reportedly 
had behavioral problems as a child.

13 Disruptive, Impulse-Control, and Conduct Disorders: Prognosis, Assessment, and Treatment of Youth…
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ing how to best evaluate and treat his DICCD 
symptoms. Clarifying the differential diagnosis 
can be challenging and painstaking. In Kevin’s 
case, there were multiple historians who had dif-
fering perspectives on his behavior. There were 
also many considerations in Kevin’s differential 
diagnosis, which may have varying consequences 
for his development and longitudinal course. For 
example, an adjustment or mood disorder may be 
fairly transient, while diagnoses of ADHD, learn-
ing disorders, and post-traumatic stress disorders 
may have long-lasting consequences. Specifically, 
the diagnosis of ODD is associated with increased 
risk for future psychopathology [95, 113] and 
adverse outcomes in young adults such as inter-
personal difficulties with peers, parents, and 
romantic partners [26].

Kevin’s childhood history will be important 
to track as he ages into a TAY. Certain childhood 
elements have consequences even in adulthood. 
Childhood history may be overlooked however, 
due to factors like time or poor recall. Relevant 
childhood domains include psychosocial con-
text, trauma, and developmental history. A case 
conceptualization examining Kevin’s predispos-
ing, precipitating, persisting, and protective fac-
tors helps to organize the clinician [47]. For 
example, Kevin’s predisposing factors included 
his father having a history of childhood “behav-
ioral problems” as well as incarceration and 
Kevin’s exposure to tobacco in utero. Kevin’s 
precipitating factors included being physically 
abused by his mother and not having a relation-
ship with his biological father. Kevin also expe-
rienced many household disruptions. One 
persisting factor was the entrenched parenting 
interactions of his mother, while protective fac-
tors included his grandmother’s involvement, 
medication adherence, and being engaged in 
treatment and school. The significance of these 
factors is not just confined to childhood. For 
instance, maternal  smoking during pregnancy is 
tied to an elevated risk of antisocial behavior in 
adulthood [86]. Childhood maltreatment is 
associated with an increased risk of poor mental 
and physical health outcomes in adulthood [10], 
and being raised in a single- parent home is asso-
ciated with violent behavior in adulthood [44]. 

The next section will discuss more psychosocial 
risk factors that are key in the history taking of 
TAY.

 Significance of Childhood 
and Adolescent History in Early 
Adulthood

Acquiring data on childhood and adolescent 
diagnoses, psychosocial risk factors, and phar-
macological and psychotherapeutic interventions 
is essential for evaluating and treating TAY. Both 
child and adult psychiatric providers have key 
roles. Child and adolescent clinicians should 
monitor patients for evolving diagnoses and risk 
factors and prepare patients and families for 
future challenges. Providers who work with adult 
patients should be aware of their patients’ child-
hood and adolescent histories and the ways in 
which they impact current symptom presenta-
tions. Children with behavioral issues may meet 
criteria for a DICCD diagnosis, as well as other 
DSM-5 diagnoses in the future. For instance, 
both active and remitted ODD [83] as well as CD 
[82] have been associated with increased risks for 
future psychiatric disorders.

The evaluation of TAY involves gathering a 
complete past psychiatric history by integrating 
significant life events and outlining the evolution 
of childhood, adolescent, and adult symptoms on 
a timeline. Certain psychosocial elements such as 
childhood home environment, abuse history, peer 
support, and relationship with parents also have 
effects persisting in adulthood – these will be dis-
cussed in more detail in this section.

 History of Aggression and Risk- 
Taking Behavior

Obtaining details on past aggressive and risk- 
taking behaviors is key in assessing all patients 
with DICCD symptoms. Aggressive behavior in 
adolescence has been associated with various 
outcomes in young adulthood including sub-
stance use, depression, criminal activity, and lack 
of educational attainment [16, 75]. There is also 
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evidence that adolescent risk-taking is associated 
with violence in young adulthood [50].

When evaluating a TAY, gathering informa-
tion about childhood aggressive and risk-taking 
behaviors aids in determining whether a child-
hood DICCD has been present. To distinguish 
among the DICCD diagnoses, the circumstances 
surrounding the childhood misbehavior should 
be clarified. Risk-taking behaviors such as lying, 
school truancy, running away, and staying out 
late may be diagnostic features of CD. The nature 
of aggressive attacks can be different among the 
various DICCDs. It can be helpful to understand 
the co-occurring conditions at the time. For 
example, are the behaviors only occurring during 
a mood episode? If so, they might not be indica-
tive of a DICCD. It can also be helpful to under-
stand the precipitants. Eliciting whether the 
childhood misbehavior is premeditated is useful 
for distinguishing among the DICCD.  Those 
with CD with the specifier of limited prosocial 
emotions are more likely than those without the 
specifier to engage in planned aggression for self- 
gain. Misbehavior in IED is impulsive and 
involves an instant overreaction to a particular 
stressor. Finally, it is helpful to understand the 
nature and intensity of the aggressive or impul-
sive act. Aggression in ODD involves arguing 
with or talking back to authority figures and 
refusal to follow rules. Aggressive actions in CD 
are more intense and may involve assaulting peo-
ple, animals, or property. The aggression in IED, 
on the other hand, can involve either verbal or 
physical attacks.

 Risk Assessment

A safety evaluation including collateral infor-
mants is important due to the concern over impul-
sivity, self-violence, aggression toward others, 
and/or destruction of property in patients with a 
DICCD. This assessment involves outlining the 
patient’s past acts of hostility, self-injurious 
behavior, suicide attempts, and placing these in 
the context of current symptoms and intent to 
engage in future aggressive actions. If a patient 
exhibits severe symptoms with serious threats to 

harm themselves or others, then an inpatient psy-
chiatric hospitalization is necessary. Law enforce-
ment may need to be involved if the patient 
presents a threat to harm specific individuals due 
to duty to warn or duty to protect obligations 
which vary by state [54].

 Childhood and Adolescent 
Psychosocial Elements

Identifying childhood and adolescent psychoso-
cial and environmental risk factors is valuable in 
evaluating a patient of any age and especially for 
TAY.

Home Environment Factors such as  having  a 
large family size (i.e., four or more siblings) in 
childhood and experiencing childhood separation 
from a parent for reasons other than death or hos-
pitalization have been shown to predict antisocial 
behavior in young adults [43]. Another study 
found that children left home alone at a very young 
age (3 years old) were involved in more crimes in 
young adulthood compared to groups in which 
young children were cared for by mothers, sib-
lings, or other relatives [120].

Parental Styles How parents deal with their 
child’s behavior is another important consider-
ation. Harsh physical punishment in childhood 
has been associated with adult antisocial behav-
ior [92]. Parenting styles involving limited super-
vision and inconsistent rules in adolescence have 
been associated with violence in young adult-
hood [50]. 

Temperament The TAY’s childhood disposition 
is another factor that can explain their behavior in 
childhood and, later, adulthood. There is evi-
dence that young children with an undercon-
trolled temperament (i.e. irritable, impulsive, 
emotionally labile) have been found to be impul-
sive and unreliable and demonstrate antisocial 
traits as young adults [28]. Children with inter-
personal callousness have also been found to 

13 Disruptive, Impulse-Control, and Conduct Disorders: Prognosis, Assessment, and Treatment of Youth…



262

have violent behavior in adulthood [87]. 
Moreover, power struggles may occur between 
parents and children with undercontrolled tem-
peraments. One study showed that mothers with 
low perceived power as caregivers were reactive 
to children with difficult temperaments; they also 
reported greater use of harsh control practices 
like spanking [68]. This has consequences in 
adulthood as outlined in the above section on 
“Parental Styles.”

Developmental and Educational 
History Developmental delays and educa-
tional history are important factors in evaluating 
TAY. For example, investigators have shown that 
language impairment at age 5 years was associ-
ated with  increased risk of  delinquent behavior 
in young adulthood  [22]. Reading problems in 
childhood and adolescence have been  tied to 
crime in early adulthood [106] and low academic 
performance in childhood and adolescence has 
been  associated with violence in young adult-
hood [50].

Trauma History Witnessing domestic violence 
in childhood has been correlated with antisocial 
behavior in adulthood [40]. Experiencing or wit-
nessing violence in early life has also been asso-
ciated with an increase in lifetime risk of IED 
[99]. Furthermore, the more violence a patient 
experiences in childhood, the greater the associa-
tion with antisocial behaviors in adulthood [1]. 
Neglect, emotional abuse, physical abuse, and 
sexual abuse have also been associated with an 
increased risk of adult antisocial behavior [41].

Peer Association Having a delinquent peer 
group in adolescence has been associated with an 
increased risk of antisocial behavior in young 
adulthood [106, 119]. Peers become less influen-
tial in the progression from adolescence to adult-
hood, and the association between having deviant 
peers in young adulthood and antisocial behavior 
is less than what is seen in adolescence [78].

 Outcome Studies on the Disruptive, 
Impulse-Control, and Conduct 
Disorders

This next section focuses on what is known about 
the DICCD from prospective studies of children 
with DICCD and retrospective studies of adults 
examining their childhood histories of 
DICCD. Such studies can inform future practice 
with the goal of early intervention to improve 
functional and psychopathological outcomes in 
emerging adulthood.

  Oppositional Defiant Disorder 
“Grown-Up”: Prospective Studies

Children with ODD are at increased risk of 
developing CD in adolescence. They are also at 
risk of developing anxiety and major depressive 
disorders as adults. Evidence for these trajecto-
ries vary. Investigators have described a cumu-
lative developmental pathway for antisocial 
personality disorder (ASPD) wherein children 
with ODD are at risk for developing CD during 
adolescence, and those with CD in adolescence 
are at risk for developing ASPD as adults [65]. 
Studies have  shown that very few adolescents 
with ODD progress to ASPD without also hav-
ing intermediate CD [62, 67]. More recently, 
investigators have examined the factors which 
may lead to these outcomes. For example, 
Rowe and colleagues suggested that ODD is a 
significant predictor of later CD in boys but not 
in girls, after controlling for comorbid and sub-
threshold CD and subthreshold CD symptom-
atology [94, 95]. ODD has also been found to 
be predictive of future anxiety and depressive 
disorders [25]. Data from the Great Smoky 
Mountain Study and other population-based 
and clinical samples demonstrated that child-
hood ODD predicted development of adult 
depression [19, 25, 35, 83] and that male ado-
lescents with ODD were at increased risk of 
later developing anxiety disorders including 
later generalized anxiety disorder and panic 
disorder without agoraphobia [35]. Moreover, 
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researchers have demonstrated that different 
symptom clusters of ODD were  predictive of 
adult psychopathology. For example, irritabil-
ity symptoms of ODD have been associated 
with later development of mood disorders [114] 
and neuroticism, i.e., negative disposition to 
emotional distress as measured on the NEO 
Personality Inventory (neuroticism, extraver-
sion, openness) [24], while defiance has been 
most associated with adult disruptive behavior 
and criminality [3]. Beyond psychopathology, 
ODD confers unique risk for specific types of 
functional problems in adulthood, including 
poor interpersonal outcomes such as reduced 
quality and number of positive peer relation-
ships, romantic relationships, relationships 
with parents, and whether or not anyone is will-
ing to provide a recommendation for a job 
application [26].

 Conduct Disorder 
“Grown-Up”: Prospective Studies

Childhood and adolescent CD have been shown to 
predict ASPD.  This pathway was  incorporated 
into the diagnostic frameworks of ASPD in both 
DSM-IV and DSM-5, which require the presence 
of CD in childhood. Yet, this developmental asso-
ciation persists when investigators used modified 
ASPD criteria which did not require evidence of 
CD before age 15 [35]. CD in youth also predicts 
substance use disorders in adults [39]. Some stud-
ies linked pediatric CD and depressive disorders 
in adulthood, both in children with and without 
childhood mood disorders [110], while in other 
samples, these findings lost their significance 
when controlling for childhood mood disorders 
[36]. Additionally, gender and trajectory may 
moderate outcomes. CD that is limited to child-
hood is associated with mood disorders, whereas 
CD that persists from childhood into adulthood is 
associated with externalizing  problems later in 
life [100]. CD that begins in adolescence and con-
tinues into adulthood is also associated with 
externalizing problems (i.e., aggression and rule-
breaking behavior) [14, 77, 84, 100].

 Juvenile Justice Offender “Grown-Up”

Several studies have examined outcomes of chil-
dren who have a history of delinquency including 
the well-known Pittsburgh Youth Study (PYS), a 
longitudinal study of inner-city boys. Findings 
from the PYS showed that participants who began 
committing delinquent or criminal offenses (e.g., 
theft, violence, drug dealing) at an early age con-
tinued these behaviors up to age 30  years, and 
their acts escalated in frequency as they aged [53]. 
These results demonstrate the need to design 
intervention programs to reduce recidivism.

Beyond difficulties with recidivism, crimino-
logical theories suggest that juvenile justice 
offenders suffer from an inordinate amount of 
poor health outcomes compared to nonoffenders. 
These include injury, cardiovascular disease, psy-
chological disorders, and neurological disorders 
[43, 76, 89, 103]. Given the high negative impact 
of offending, other researchers have sought to 
identify early risk factors in an attempt to under-
stand and ultimately prevent serious and persis-
tent delinquent behavior. They found that 
aggressive or disruptive behavior, alcohol/drug 
abuse, poor relationships with peers or family, 
emotional problems, risky sexual behavior, poor 
academic achievement or low IQ, unstable job 
record, high rates of crime in one’s community or 
neighborhood, health problems, and having a pos-
itive attitude toward delinquency have been shown 
to be associated with poor outcomes [8, 11, 55].

 Follow-Back Studies on Oppositional 
Defiant Disorder and Conduct 
Disorder

Follow-back studies show that a majority of chil-
dren with CD had prior ODD, and most adults 
with ASPD had prior CD. This is in contrast to 
the follow-forward studies that have shown that 
most ODD children do not develop CD and most 
CD children do not develop ASPD. Studies have 
shown that childhood and adolescent ODD and 
CD precede a heterogenous array of adult psychi-
atric disorders. Adult ASPD, mania, schizo-
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phreniform disorder, and eating disorders were 
associated with childhood ODD and/or CD [60]. 
In addition, childhood and adolescent rule- 
breaking is associated with adult disruptive 
behaviors [51]. These findings led to an impor-
tant conclusion regarding DICCDs in childhood: 
they represent a vital prevention opportunity for 
reducing burden associated with many major 
adult psychiatric disorders. Yet, given the com-
plexity of diagnosis and management, DICCDs 
are often left free to take their unfavorable course.

 Intermittent Explosive Disorder 
“Grown-Up”

Of the epidemiologic studies that have examined 
IED, few have focused on the adult outcomes of 
childhood or adolescent IED.  Both the National 
Comorbidity Survey Replication Adolescent 
Supplement (NCS-A) and the National 
Comorbidity Study-Replication (NCS-R) included 
IED, both for the past 12 months and for lifetime 
occurrence. In the NCS-A, investigators found that 
IED had an early age of onset (mean age 12 years) 
and was highly persistent as 80.1% of lifetime 
cases met current (past 12 months) criteria for IED 
[72]. McLaughlin and colleagues excluded from 
their analyses participants with bipolar disorder, 
ADHD, ODD, and CD given the reports of overlap 
with IED. Investigators analyzing adult data from 
the NCS-R found that IED usually began in child-
hood or adolescence (per retrospective reports), 
was persistent over the life course (averages of 
6.2–11.8 years with attacks), was associated with 
substantial role impairment, and was highly comor-
bid with other DSM-IV mood, anxiety, and sub-
stance use disorders [59]. They also demonstrated 
that 44.9% of adults with IED have a history of 
child or adolescent ADHD, OD, or CD. Unpublished 
data from NCS-R using within-person analyses 
demonstrated that IED frequently precedes many 
of the other DSM-IV disorders with which it is 
comorbid, especially major depressive, generalized 
anxiety, panic, and substance use disorders. The 
vast majority of respondents reported that their IED 
began at an earlier age indicating the importance of 
intervening early with IED in hopes of preventing 
future adverse outcomes [59].

 Growing Up: Disruptive, Impulse- 
Control, and Conduct Symptoms 
in Transitional Age Youth

Differential diagnoses for patients who present 
with DICCD symptoms are numerous. In addi-
tion to ODD, CD, and IED, one should consider 
medical conditions and neurodevelopmental, 
mood, and personality disorders (Table  13.2). 
These considerations will be discussed in more 
depth in the next section.

Table 13.2 Differential diagnoses of disruptive, impulse- 
control, and conduct disorders

Medical conditions
 Delirium
 Substance intoxication
 Substance withdrawal
Neurodevelopmental disorders
 Attention-deficit/hyperactivity disorder
 Autism spectrum disorder
 Intellectual disability
 Learning disability
Mood disorders
 Bipolar disorder
 Depressive disorders
Personality disorders
 Antisocial personality disorder
 Borderline personality disorder

Case: DICCD in TAY

Identifying Information: Angelique was a 
22-year-old, single, unemployed female of 
Puerto Rican descent who lived with her 
mother.

Chief Complaint:  "I want  to hang 
myself."

History of Present Illness: One  week 
prior to admission  to the psychiatric inpa-
tient service, Angelique  attacked her girl-
friend, gave her two black eyes, and destroyed 
her girlfriend’s car after seeing her girl-
friend text an ex-girlfriend. In the ensuing 
week, she  became remorseful and acutely 
suicidal, so her mother brought her to the 
hospital. On admission, Angelique admit-
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 Angelique’s Differential Diagnoses

Angelique’s history and presentation demon-
strate the complexities involved in working with 
TAY.  Based on information at presentation, 
Angelique met criteria for IED and major depres-
sive disorder (MDD). Over a 1-year period, she 
had attacked her girlfriend and former roommate 
and destroyed her girlfriend’s car. She also 
punched walls when angry and engaged in verbal 
arguments. In her teen years, she punched a car 
window. These outbursts were grossly out of pro-
portion to the triggering incidents. While these 
incidents at times co-occurred with depressive 
episodes, they could not be fully be explained by 
a mood disorder. Nevertheless, Angelique had 
episodes of MDD as demonstrated by recurring, 
discrete episodes of neurovegetative symptoms 
with intermittent suicidal ideation. She had no 
history of a manic or hypomanic episode to date.

Other diagnoses to be considered included 
ODD, CD, substance use disorder, and personal-
ity disorder. Angelique often lost her temper and 
was  easily angered or annoyed, but had not 
engaged in frequent oppositional behaviors. She 
was not purposefully annoying others, argumen-
tative, actively defying rules, nor blaming others 

ted  to having poor sleep and feeling guilty 
and dysphoric since attacking her girlfriend. 
She punched walls when feeling angry and 
had done so several times over the past 
2 months since being released from prison. 
Since then, Angelique had stopped taking her 
medications: sertraline 200  mg daily and 
quetiapine 200  mg daily and 400  mg at 
bedtime.

Past Psychiatric History: Angelique had 
multiple past diagnoses and psychiatric 
hospitalizations. She had been told she had 
major depressive, anxiety, bipolar, and bor-
derline personality disorders. At 14  years 
old, she started cutting her arm superfi-
cially without intent to kill herself after a 
breakup with her boyfriend. The following 
year, she was hospitalized for cutting 
school, fighting, and using marijuana; she 
was prescribed unknown medications 
which she states helped her mood. She was 
hospitalized again at age 16 when, after an 
argument with her mother, she smashed her 
hand through a car window, resulting in 
nerve damage in her arm. Both Angelique 
and her mother denied Angelique ever hav-
ing symptoms consistent with mania or 
psychosis. Both also reported that her 
depressive episodes generally consisted of 
poor sleep, appetite, and concentration as 
well as low energy and anhedonia with 
intermittent suicidal ideation.

Substance Use History: She tried mari-
juana for the first time at 14 years old, but 
had been clean for the past year. She stated 
the most she ever used marijuana was 
about twice a week on weekends around 
when she was 18 years old.

Legal History: Angelique was incarcer-
ated twice, once after a robbery at age 
18  years old and then again a year ago 
after she physically attacked her roommate 
in an argument over rent payments.

Developmental and Educational 
History: Angelique had mild delays in 
speech and reading. She was in regular 

education with multiple behavioral prob-
lems in elementary school and suspensions 
throughout middle school and high school. 
She dropped out early in her senior year of 
high school. She received her GED while in 
prison.

Social History: Angelique had no children 
and identified as bisexual. Angelique’s 
mother was financially supporting her. 
Angelique’s mother raised Angelique and her 
father was not involved in her childhood.

Family History: Angelique’s biological 
father had a reported diagnosis of bipolar 
disorder. No other family members had 
identified mental illness or substance use 
disorders.
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for her behavior. Thus, she did not meet criteria 
for ODD. Similarly, for CD, she only had two out 
of the three required symptoms (e.g., physical 
aggression toward people and property). Whether 
Angelique had suffered from these disorders as a 
child is also important to consider, yet more 
childhood data would be necessary to determine 
that definitively.

Substance use was another factor that may 
have  been playing a role in her presentation. 
Based on her history, she did not appear to have 
been dependent on marijuana. Her use of sub-
stances should be periodically assessed due to the 
strong correlation between intermittent explosive 
disorder and substance use issues [33].

In addition, it is helpful to consider whether 
Angelique had  a personality disorder or traits, 
such as borderline or antisocial. She demon-
strated impulse-control issues, intense anger epi-
sodes, and aggressiveness. Evidence for 
borderline personality disorder included 
Angelique having mood instability along with 
unstable interpersonal relationships. For a diag-
nosis of ASPD, Angelique must have demon-
strated evidence of CD before the age of 15 years. 
The history gathered during her hospital stay 
did not substantiate this.

 Comorbidities with Disruptive, 
Impulse-Control, and Conduct 
Disorders in Adults

Adult comorbidity rates of DICCD are limited as 
many studies report lifetime rates of DICCD. Data 
from the National Comorbidity Survey 
Replication (NCS-R) revealed that 92.4% of 
adult participants with lifetime ODD met criteria 
for at least one other lifetime disorder; data from 
the NCS-R demonstrated that 45.8% had a life-
time mood disorder, 62.3% had a lifetime anxiety 
disorder, and 47.2% had a lifetime substance use 
disorder [83].

Data from the NCS-R demonstrated that par-
ticipants with a lifetime diagnosis of CD were at 
increased risk for all disorders, especially 
impulse-control disorders and substance use dis-
orders, with the exception of agoraphobia [82]. 

CD was also found to occur before comorbid 
mood disorders and substance use disorders, but 
not impulse-control disorders and specific and 
social phobias [82]. Moreover, patients may not 
have CD symptoms as their primary condition. A 
cross-sectional study involving adult substance 
users found that 39% met criteria for conduct dis-
order; 43% of those with substance use issues 
and conduct disorder also had ADHD [98].

In an epidemiological sample, investigators 
have found that for adults with lifetime IED, 
81.7% had at least one other lifetime disorder; 
comorbidity was highest for alcohol abuse at 
36.5% and depression at 35.2% [99]. In a clini-
cal research sample, investigators have found the 
most frequent comorbid condition in adults with 
current IED was depressive disorder at 21.1% 
followed by phobic anxiety disorder at 12.4%, 
non-phobic anxiety disorder at 11.9%, PTSD at 
11.1%, and bulimia/binge eating disorder at 
2.9% [30].

 Connecting the Past and Present: 
The Transitional Age Youth’s 
Childhood and Adolescent History 
and Current Psychosocial Situation

Integrating childhood and adolescent history 
with the TAY’s current life circumstances is cru-
cial for accurate assessment and treatment. As 
discussed earlier in the chapter, certain childhood 
and adolescent psychosocial factors have effects 
in young adulthood.

Key components to consider when assessing a 
TAY’s level of functioning and degree of impair-
ment include current home environment, paren-
tal/family engagement, peer network, financial 
situation, and current involvement in higher edu-
cation or employment. The TAY’s living situation 
may be different from what they experienced in 
childhood. Family members may have entered or 
left the household. The young adult may be living 
by themselves or caring for their own children, 
and they may have varying levels of support from 
their parents, families, peers, and romantic part-
ners. Finances may significantly impact symp-
tom evolution and treatment planning. The young 
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adult may be unemployed and reliant on govern-
ment assistance, financially supported by family, 
or successfully working a job. Others may be 
completing high school or engaged in post- 
secondary education.

 Importance of Collateral Information

Determining whether a TAY has a current or past 
DICCD may be difficult if the evaluating clini-
cian relies only on self-report. TAY may mini-
mize their past and present symptoms, especially 
in situations where there is the potential for sec-
ondary gain if certain symptoms are modified, 
exaggerated, or omitted. Others may genuinely 
be unaware of their childhood behaviors and/or 
diagnoses.

Obtaining collateral information from the 
TAY’s family (with the patient’s permission) can 
be helpful for assessment and for engaging fam-
ily in treatment planning. Parents, or other sig-
nificant adults, can act as safety nets when the 
young adult is experiencing a crisis [115]. Young 
adults with frequent parental involvement experi-
ence greater life satisfaction [46]. Acquiring past 
records from inpatient and/or outpatient mental 
health treatment may be especially useful to con-
firm or fill in any missing gaps from the patient’s 
history. This is key because in some cases, the 
TAY’s parents or guardians become less involved 
in the patient’s life. This is especially true if the 
youth is progressing toward income attainment 
and intimate partnership [115].

 Treatment of the Disruptive, 
Impulse-Control, and Conduct 
Disorders

 Treatment in Children 
and Adolescents

Familiarity with evidence-based DICCD treat-
ments in children and adolescents is necessary 
when working with TAY, especially when these 
are part of the youth’s past history. Most of the 
DICCD treatments with evidence for efficacy are 

psychotherapeutic. There are no US Food and 
Drug Administration (FDA)-approved medica-
tions for the treatment of children and adoles-
cents with DICCD. If medications are used, they 
are largely adjunctive to psychotherapeutic inter-
ventions. They can also be used to treat comorbid 
conditions when they occur.

Psychotherapy has a major role in DICCD 
treatment. There is more literature in support of 
psychotherapeutic interventions in treating pedi-
atric ODD and CD, but less so for IED. The psy-
chotherapeutic treatment of IED in children and 
adolescents is limited as many studies focus on 
adult treatment (this is addressed more in the sec-
tion “DICCD Treatment in TAY”).

Evidence supports parent management train-
ing (PMT) in treating children with ODD symp-
toms. PMT focuses on training parents in child 
behavior management techniques. These include 
delivering focused attention, positive reinforce-
ments and praise, labeling behaviors, giving 
appropriate directions/commands, and levying 
timely consequences such as “time-outs” [21, 73, 
116]. Additionally, some PMTs provide instruc-
tion on token economies to shape behaviors, fam-
ily agreements/contracts, and how to conduct 
structured family meetings [21, 73, 116]. PMTs 

DICCD Treatment in Childhood
In the first case example, Kevin was referred 
to an intensive day treatment (IDT) pro-
gram because his behavior was becoming 
unmanageable at home and at school. 
Kevin’s treatment at the IDT program 
included being restarted on stimulants, 
which had led to improved ADHD symp-
toms and oppositional behavior in the past. 
His mother also became engaged in a par-
ent training program to help her more effec-
tively set limits at home. Additionally, Kevin 
started individual psychotherapy to better 
understand whether he had a mood disor-
der that was contributing to his irritability 
and disruptive behavior.
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require active role play on the part of the therapist 
and regular practice on the part of parents and 
caregivers. PMT treatments with evidence for 
treating ODD symptoms include Helping the 
Noncompliant Child [118], Parent-Child 
Interaction Therapy [12, 81], the Incredible Years 
[42, 93], Triple P – Positive Parenting Program 
[17], and Parent Management Training – Oregon 
Model [85, 104] (Table 13.3).

Conduct disorder, which is often considered 
more refractory to interventions, may require 
additional therapies. Evidence-based interven-
tions for CD, presented by order of treatment 
intensity, include problem-solving skills training 
(PSST) [57, 58], functional family therapy (FFT) 
[2, 102], multisystemic therapy (MST) [18, 48, 
97], and multidimensional treatment foster care 
(MTFC) [64, 107] (Table 13.4).

Problem-solving skills training (PSST) incor-
porates cognitive-behavioral therapy techniques 
to teach children how to deal with interpersonal 
conflicts [56]. PSST delivers interventions using 
a “5 Problem Solving Step” format and offers 
this practice in a game-playing, token economy 
structure [56]. PSST attempts to generalize the 
problem-solving solutions into actual, hypotheti-
cal, then outside-treatment behaviors [56].

FFT is a short-term intervention that involves 
improving intrafamilial communication toward 
higher respect, empathy, and understanding and 
engaging the systems in which the family is embed-
ded (e.g., school, neighborhood, justice system) 

[101]. The FFT model intends to engage the family 
in motivational change, by guiding families to 
eventually reflect on the functional aspects of mal-
adaptive behaviors and communications and to 
recharacterize behaviors into relational transac-
tions [101]. Many FFT programs offer interven-
tions intensely for 3–6 months’ durations [101].

Multisystemic therapy (MST) focuses on how 
the child’s various systems (e.g., peers, school, 
family, community) influence the child’s behav-
ior [49]. MST incorporates but does not specifi-
cally instruct on individual therapy modalities, 
such as cognitive behavior therapy and motiva-

Table 13.4 Empirically supported psychotherapies for 
conduct disorder

Problem-solving 
skills training 
(PSST) [56]

Utilizes cognitive-behavioral 
therapy techniques to teach 
youth how to deal with 
interpersonal conflicts
Delivers interventions using a 
“5 Problem Solving Step” 
format

Functional family 
therapy (FFT) [101]

Focuses on improving 
intrafamilial communication
Encourages families to reflect 
on the functional aspects of the 
youth’s maladaptive behaviors
Interventions can last for 
3–6 months

Multisystemic 
therapy (MST) [49]

Addresses how the youth’s 
various systems (e.g., peers, 
school, family, community) 
influence the youth’s behavior
Involves week-to-week 
assessment and evaluation of 
problem behaviors
Average duration is 6 months 
with 24 hour-a-day/7-day-per- 
week team support

Multidimensional 
treatment foster care 
(MTFC) [29]

Delinquent foster youth who 
have been removed from their 
homes are placed in a 
community-based, specially 
trained, foster family so that 
the youth’s misbehavior can be 
modified with the help of a 
treatment team
MFTC families work 
intensively on a weekly basis 
with a high degree (i.e., 24/7) 
of therapeutic support

Table 13.3 Empirically supported psychotherapies for 
oppositional defiant disorder

Program type
Age of 
child

Session 
participants

Helping the Noncompliant 
Child [73]

3–8 years Parent and 
child

Parent-Child Interaction 
Therapy (PCIT) [21]

2–7 years Parent and 
child

Incredible Years [116, 117] 2–12 years Parent and 
child

Triple P – Positive Parenting 
Program [96]

Birth – 
16 years

Parent

Parent Management 
Training – Oregon Model [88]

3–12 years Parent
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tional interviewing [49]. Characterized by “fit 
circles,” MST case formulation requires week-to- 
week assessment and evaluation of problem 
behaviors and their multisystemic solutions [49]. 
MST is often offered for an average of 6 months’ 
duration with 24  hour-a-day/7-day-per-week 
team support [49].

MTFC is a multisystemic treatment specific to 
delinquent foster youth who have been removed 
from their homes [29]. MTFC requires that only 
one or two youth are placed in a community- 
based, specially trained, foster family so that the 
youth’s misbehavior can be modified with the 
help of a treatment team [29]. As an alternative to 
higher levels of care, MFTC families work inten-
sively on a weekly basis with a high degree (i.e., 
24/7) of therapeutic support [29].

Pharmacological approaches for ODD, CD, 
and IED involve treating comorbid conditions 
and targeting symptoms (e.g., hyperactivity, 
impulsivity, and aggression) to improve DICCD 
behavior (Table  13.5). Long-acting methylphe-
nidate has been shown to be effective in the 
treatment of oppositional-defiant and aggressive 
behavior in children and adolescents with ADHD 
[108]. Methylphenidate has also been found to 
decrease antisocial behaviors in children with 

CD with or without comorbid ADHD [61]. One 
RCT demonstrated  that children with ADHD 
and ODD treated with guanfacine extended 
release had improvements in oppositional behav-
ior as well as ADHD symptoms [34]. Another 
RCT of children with ADHD and comorbid 
ODD demonstrated that atomoxetine led to 
improvement of ADHD and ODD symptoms 
although the impovement in ODD symptoms 
was not maintained at the 8-week endpoint [13]. 
Risperidone has also been shown to decrease 
disruptive behavior and aggression in youth with 
a DSM-IV disruptive behavior disorders diagno-
sis and subaverage IQ [4, 23, 109]  and  to 
decrease aggression in youth with average IQ 
and CD [45].

 Treatment in Transitional Age Youth

Evidence on psychotherapeutic and pharmaco-
logical interventions in ODD, CD, and IED in 
TAY is limited. There are no treatment studies for 
ODD and CD in TAY and no FDA-approved 
medications to treat ODD, CD, and IED in chil-
dren or adults. There are a small number of stud-
ies examining related symptoms such as anger, 
violence, and aggression. Because of the limited 
evidence, treatment approaches for DICCD in 
TAY often focus on treating any comorbid condi-
tions with evidence-based treatments.

The few studies which examine IED medica-
tion treatment in adults demonstrate the potential 
of medications to target IED symptoms. 
Fluoxetine has been shown to  reduce impulsive 
aggression in adult patients with IED [32]. 
Divalproex has been found to decrease impulsive 
aggression in adult patients with IED and cluster 
B personality disorders [52, 112].  Investigators 
have demonstrated that oxcarbazepine, phenytoin, 
and carbamazepine reduced impulsive aggression 
in adult patients with IED [69, 112]. Levetiracetam, 
on the other hand, has not been effective in IED 
patients with impulsive aggression [70].

The best psychotherapeutic evidence on IED 
supports group and individual cognitive- behavioral 

Table 13.5 Evidence-based psychopharmacological 
treatment for children and adolescents with DICCDs

Methylphenidate
  Decreases oppositional-defiant and aggressive 

behavior in children and adolescents with ADHD 
[108]

  Decreases antisocial behaviors in children with CD 
with or without comorbid ADHD [61]

Guanfacine
  Improves oppositional behavior in children with 

ODD and ADHD [34]
Atomoxetine
  Short-term improvement of ODD symptoms in 

children with comorbid ADHD and ODD [13]
Risperidone
  Decreases disruptive behavior and aggression in 

youth with a DSM-IV disruptive behavior disorders 
diagnosis and subaverage IQ [4, 23, 109]

  Decreases aggression in youth with average IQ and 
CD [45]
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therapy to improve anger control and decrease 
aggression, anger, and hostile thinking [71].

 Treatment: Antisocial Personality 
Disorder
Given the pathway from CD to ASPD, we briefly 
address the treatment of ASPD. There is no consis-
tent evidence regarding the pharmacological and 
psychotherapeutic treatment of ASPD. One study 
found that divalproex decreased impulsive aggres-
sion and irritability in subjects with cluster B dis-
orders [52]. Other studies have focused on ASPD 
symptoms (e.g., aggression and impulsivity) rather 
than an actual ASPD diagnosis. Phenytoin and car-
bamazepine have been found to decrease impul-
sive aggression [15, 111, 112]. In addition, many 
studies have examined ASPD’s comorbidities and 
their treatments. For instance, one study has dem-
onstrated that alcohol- dependent subjects with 

ASPD (DSM III-R) on nortriptyline compared to 
placebo had more improvement in scores on the 
Severity of Alcohol Dependence Questionnaire 
(SADQ), number of drinking days, and abstinence 
at 6-month  follow- up [90]. Another study demon-
strated that naltrexone and disulfiram were effec-
tive in decreasing drinking for alcohol-dependent 
participants with comorbid ASPD [91]. Another 
study of cocaine- and opioid-dependent patients 
on methadone maintenance revealed that those 
with ASPD had a worse prognosis than those with-
out [63]. They also exhibited a poorer response to 
pharmacotherapy trials with desipramine and 
amantadine [63].

There is also limited evidence examining the 
psychotherapy treatments for ASPD. Contingency 
management and CBT have been found to improve 
outcomes related to substance use in those with 
ASPD [74, 80]. Because there are no interven-
tions targeting ASPD specifically, its management 
involves treating co-occurring conditions – this is 
the fundamental principle in managing ODD, CD, 
and IED in adults as well.

 Conclusion

A DICCD diagnosis at any age has implications 
for quality of life and functioning across several 
domains. Some children may continue to have a 
DICCD when they become adults. Other patients 
may experience the first onset of a DICCD in 
adulthood. Obtaining childhood data from collat-
eral sources is important in evaluating 
TAY. Childhood diagnoses as well as certain psy-
chosocial and environmental elements (e.g., 
childhood home environment, parental manage-
ment, childhood temperament, educational and 
trauma history, childhood peer association, 
engagement of family and other support networks 
in treatment) have implications, even in adult-
hood. There is a dearth of studies on ODD, CD, 
and IED in adults, especially in the TAY popula-
tion. More research on these disorders in TAY 
and adults is needed to maximize the clinical util-
ity of these diagnoses and improve outcomes.

DICCD Treatment in Transitional Age Youth
Angelique met criteria for comorbid MDD 
and IED. Her most recent medication regi-
men before being hospitalized involved ser-
traline and quetiapine. Gathering further 
history from Angelique, her past providers, 
and her mother about her response and 
adverse effects to her most recent and prior 
medications was important in determining 
her treatment. This guided the decision on 
whether the sertraline and quetiapine should 
be restarted. The inpatient psychiatric team 
also considered other medications like the 
mood stabilizers, which have data, albeit 
limited, for efficacy in treating IED in adults. 
In addition, it was important for Angelique 
to engage in individual and group psycho-
therapy. Angelique’s mother was also 
encouraged to attend family sessions on the 
unit. The treatment team also connected 
Angelique to an agency for assistance in 
searching for a job upon discharge.
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Key Points
• The onset and course of schizophrenia 

in youth varies widely, though many 
individuals will have premorbid cogni-
tive disruptions and experience an insid-
ious functional decline prior to the 
appearance of psychotic symptoms.

• The onset of psychosis during youth is 
highly disruptive to normal neurobio-
logical and psychosocial development, 
often resulting in long-term ramifica-
tions to lifetime functioning, a dilemma 
that coordinate specialty care (CSC) 
programs aim to address.

• Youth with psychosis are at significantly 
elevated risk for suicide, and it is imper-
ative that all patients receive a thorough 
lethality assessment.

• Once psychosis is identified, antipsy-
chotics should be started to help shorten 
the duration of untreated psychosis 

(DUP) and reduce the salience one 
ascribes to perceptual disturbances.

• Attempt to use a shared decision- making 
model, keeping in mind that a more 
authoritative approach may be impor-
tant for some individuals and families 
and in certain cultural contexts.

• Aim for remission of symptoms while 
keeping in mind functional outcomes/
patient goals.

• Where available, early intervention (EI) 
or coordinated specialty care (CSC) 
team intervention for individuals with 
first-episode psychosis (FEP) has 
proven superior to treatment as usual; 
referral to such programs is optimal.

• The most well-studied, effective psy-
chotherapeutic approach to psychosis is 
cognitive behavioral therapy for psy-
chosis (CBTp), which is focused on rap-
port building/alliance and examining 
one’s relationship to symptoms, as 
opposed to trying to convince/dissuade 
individuals from delusional thoughts or 
that perceptual disturbances are not real.
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 Introduction

Schizophrenia is a neurodevelopmental disor-
der that typically presents in late adolescence 
through the mid-30s and is characterized by a 
decline in psychosocial functioning, percep-
tual disturbances, and fundamental deviations 
from shared reality. First-episode psychosis 
(FEP) refers to the first time a patient demon-
strates frank psychotic symptoms, when most 
individuals receive diagnosis and treatment. 
Childhood-onset schizophrenia refers to the 
onset of illness prior to the age of 13 years. 
Early onset Schizophrenia (EOS) refers to onset 
of illness before age 18 years, and adult-onset 
schizophrenia refers to illness that begins after 
18 years. Although EOS is less common, it is 
considered to be on the same spectrum as adult-
onset schizophrenia, given its clinical presenta-
tion and course of illness.

Some but not all young people who develop 
psychosis demonstrate a period of mild psy-
chotic symptoms prior to their FEP. Historically, 
this period was referred to as a “prodrome.” 
However, this term should be used with caution 
as it may lead to the erroneous conclusion (1) 
that all people with attenuated symptoms 
develop the “syndrome” of psychosis and 
schizophrenia and (2) that someone without a 
prodrome cannot have psychosis. Attenuated 
psychosis syndrome (APS), included as a focus 
of research in the Diagnostic and Statistical 
Manual of Mental Disorders, Fifth Edition 
(DSM-5), involves mild symptoms wherein the 
individual experiences little distress and largely 
maintains insight [1, 2]. Attenuated symptoms 
are joined by two risk factors—having a family 
history of psychosis and transient bouts of psy-
chosis—that place one at clinical high risk for 
psychosis (CHR-p) [3]. While details on CHR-p 
and APS are included later in this chapter, par-
ticularly around the subject diagnostic tools 
useful in early psychosis work, the main focus 
of this chapter is FEP.

The onset of psychosis often occurs in the late 
teens and early adulthood. For many transitional 
age youth (TAY), disruptions to thinking and per-
ceiving in and of themselves can be devastating. 

Meanwhile, the diagnostic terms psychosis and 
schizophrenia are often associated with stigma 
and grim prognostic assumptions. In her award- 
winning book The Collected Schizophrenias, 
essayist Esmé Weijun Wang captures this well:

Schizophrenia and its ilk are not seen by society as 
conditions that coexist with the potential for being 
high-functioning and are therefore terrifying. No one 
wants to be crazy, least of all truly crazy—as in psy-
chotic. Schizophrenics are seen as some of the most 
dysfunctional members of society: we are homeless, 
we are inscrutable, and we are murderers [4].

Thus, for mental health practitioners working 
with transitional age youth (TAY) impacted by 
psychosis, combatting stigma and extending 
hope are essential. This is accomplished by 
adopting a collaborative and recovery-oriented 
stance, the philosophical anchors of coordinated 
specialty care (CSC) for first-episode psychosis 
teams. CSCs have emerged as the “gold stan-
dard” for treating TAY with psychosis. These 
teams vary in staffing and the treatments they 
offer, but nearly all provide family and support 
systems, psychoeducation, psychotherapy, sup-
ported education and employment, psychosocial 
support, and medication management.

These practices promote the idea that psy-
chotic interruptions can be just that, interruptions 
that often necessitate a slowing down or “hitting 
the pause button” on plans and dreams, and pro-
vide encouragement that symptoms should not be 
considered the end of aspirations or development. 
These practices also promote a sense of identity 
separate from one’s diagnosis. They bolster 
nonpharmacologic support around an individual 
so that they can engage in academic, professional, 
and social activities. Finally, CSC teams offer 
tools that help individuals, friends, and families 
accept some symptoms and difficulties (for 
example, auditory verbal hallucinations or execu-
tive function problems) without being over-
whelmed by them, recognizing that people do 
well when they are not completely giving into 
symptoms nor fighting against them.

In hopes of helping practitioners—those par-
ticipating in CSC programs and those providing 
treatment where CSC is not available—support 
youth who are impacted by psychosis and the 
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support network around them, this chapter 
explores the phenomenology, differential diagno-
sis, assessment, and treatment of first-episode 
psychosis in TAY.

 Epidemiology, Pathogenesis, 
and Risk Factors

The median lifetime prevalence of schizophrenia 
is 4.0 per 1000 persons [5, 6]. A systematic 
review completed by McGrathe et al. [6] reports 
that schizophrenia is more prevalent in migrants 
versus native-born residents. It is also more prev-
alent in developed countries versus less- 
developed countries and higher latitudes versus 
middle and low latitudes. Prevalence estimates 
can vary slightly depending on diagnostic criteria 
[7], race, and ethnicity [8].

The precise etiology and pathophysiology of 
schizophrenia is unknown; however, a neurode-
velopmental model is widely accepted. This 
model suggests that the illness, a state of altered 
neural circuitry, develops through a complex 
interplay of disrupted development. This involves 
susceptibility genes, environmental factors and 
stressors such as in utero exposure to increased 
stress hormones or maternal famine, or later-life 
insults, including bullying, trauma, abuse, 
neglect, or refugee status, which ultimately lead 
to an imbalance of excitatory and inhibitory path-
ways resulting in psychotic symptoms [9, 10].

The risk factors for schizophrenia are divided 
into two categories: genetic and environmental. 
Genetic risk factors include de novo point muta-
tions [11, 12], the risk of which may be increased 
by advanced paternal age, risk gene inheritance, 
and parental schizophrenia [13–15]. Some 
 environmental risk factors include adverse child-
hood events and trauma [15], personal or family 
history of migration, and urban place of birth or 
residence [6, 16, 17]. Some maternal prenatal 
factors associated with greater risk include infec-
tion, use of analgesics, iron deficiency, stress or 
exposure to severe trauma, and maternal cannabis 
use [8, 18–20].

There is a high prevalence of substance use 
among individuals with FEP [21–24]. The 

causal relationship between substance use and 
schizophrenia has not been established, but sub-
stance use is considered a potential risk factor 
for the development of psychosis, at least in vul-
nerable individuals [25, 26]. Several studies 
showed correlation between substance use and 
earlier onset of psychosis [22, 23, 27]. Cannabis 
is the most reported substance among individu-
als with first- episode psychosis, followed by 
alcohol [21, 28, 29].

A correlation between cannabis use and the 
development of psychosis has been consistently 
reported. A 10-year prospective cohort study on 
over 3000 individuals between ages 14 and 24 
years without a history of psychosis showed that 
cannabis use is a risk factor for the development 
of psychotic symptoms [30]. Meanwhile, a sys-
tematic metaanalysis showed that cannabis use is 
associated with earlier onset of symptoms [31]. 
However, it is possible that drug use is simply 
part of a wider risk cluster of teen-life behaviors/
difficulties (e.g., school truancy, early sexual 
activity, decreased support) associated with men-
tal illness wherein a straight line of causation 
cannot be drawn between cannabis and psychosis 
[32]. Other substance use can be implicated in 
the development of psychosis and will be dis-
cussed in the Differential Diagnosis section.

 Diagnosis and Clinical 
Manifestations

The diagnosis of schizophrenia in children and 
adolescents is made using the same criteria as in 
adults: the presence of two or more of its core 
symptoms—hallucinations, delusions, disorga-
nized speech, disorganized or catatonic behavior, 
and negative symptoms—for at least one month 
(unless adequately treated), with overall signs of 
illness lasting for at least 6 months. In order to 
meet the criteria for the diagnosis of schizophre-
nia, at least one of the following must be present: 
hallucinations, delusions, or disorganized speech 
[1]. These symptoms constitute psychosis, which 
is broadly understood as a break from reality 
characterized by perceptual disturbances, disor-
dered and delusional thought processes, and 
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aberrant behaviors. Psychosis, a more general 
term, has a wide range of etiologies, which 
includes schizophrenia spectrum disorders, as 
well as mood disorders, substance use, and vari-
ous medical conditions [33]. Florid psychosis 
may be easy to detect. However, psychosis also 
begins in an insidious manner, and the heteroge-
neity of its presentation can make the diagnosis 
challenging. This is particularly true in the ado-
lescent population, where youth are often reluc-
tant to disclose internal experiences that they 
perceive to be outside the norm. Though the ten-
dency may be to search directly for core features 
of psychosis, such as hallucinations and delu-
sions, transitional age youth often present with 
nonspecific symptoms such as irritability, anxi-
ety, poor concentration, worsening school perfor-
mance, and social problems [33, 34].

The skilled clinician must then gently exam-
ine for the presence of psychosis that may under-
lie these social and behavioral changes. This is 
accomplished through careful and, ideally, sepa-
rate interviews of the patient and family, a review 
of school records, and by completing a thorough 
psychiatric and medical history. Close attention 
to developmental history (birth history, tempera-
ment, presence of harassing or menacing imagi-
nary friends that result in being awake at night, 
milestone delays, congenital diseases, or malfor-
mations), chronic or recurrent illness, chronic 
medications, cognitive functioning, substance 
use history, and trauma history is warranted [34]. 
Collateral data gathered from parents or other 
family members are often critical to developing a 
timeline of symptomatology and further define 
core symptoms (i.e., behavioral changes, distur-
bances in activities of daily living, social isola-
tion, unusual thought content). School records 
are helpful in assessing the characteristic decline 
in academic performance and social functioning, 
and teachers and staff may be useful additional 
sources of information. Timely identification of 
symptoms is critical as reducing the duration of 
untreated psychosis (DUP) has been shown to 
improve outcomes [35].

While conducting an assessment, it is crucial 
to remember that reports of psychotic symptoms 
are somewhat common in children and adoles-

cents and do not necessarily represent psychotic 
(schizophrenia spectrum) illness. Approximately 
17% of children of ages 9–12 years and 7.5% of 
adolescents of ages 13–18 years describe 
psychotic- like experiences, compared to 5.8% of 
adults and 4.5% of the elderly, suggesting a 
course that is commonly self-limited [36]. 
Reports of psychotic symptoms that are situa-
tionally specific (e.g., hearing voices only when 
anxious), overly detailed, and/or lack associated 
thought or behavioral disorganization are atypi-
cal of genuine psychosis [33]. Psychotic-like 
symptoms in this population may instead repre-
sent developmental delays, manifestations of 
anxiety, trauma, dissociative symptoms, vivid 
imaginations, attention-seeking behavior, or 
simply misunderstanding of the question asked 
[37]. This does not mean that any reports of hal-
lucinations or other perceptual disturbance are 
likely “nothing” or simply a transient phase. 
There is evidence to suggest that hallucinations 
in adolescence are more indicative of psychopa-
thology in general, and children and teens who 
report psychotic experiences are at higher risk 
for anxiety, depression, behavioral problems, 
substance abuse, and self-injurious behavior [33, 
36]. Youth who report only hallucinations usu-
ally display preserved social interactions, situa-
tionally specific triggers, fewer premorbid 
abnormalities, lower rates of associated distress, 
less-pervasive and functionally impairing symp-
toms, preserved social interactions, and lower 
rates of delusions, language abnormalities, and 
odd behavior [38, 39].

In assessing adolescents for psychosis, it is 
important to utilize predominately open-ended 
questions that can be more likely to elicit an 
accurate and detailed picture of a patient’s thought 
form and content. Normalization can be a powerful 
tool to facilitate the discussion of uncomfortable 
thought content, and it is prudent to avoid medical 
jargon [34]. For patients who are guarded, it may 
be helpful to directly address their apprehensions 
by asking about thoughts and fears related to 
sharing information or inquiring if they are being 
instructed to remain silent by a voice or other 
agent (e.g., “I wonder if there is something 
happening inside your mind which makes 

P. Faraji et al.



281

answering my questions difficult. That can often 
happen.”)

 Hallucinations

Hallucinations, defined as erroneous perceptions 
in the absence of identifiable stimuli, are perhaps 
the most common feature of adolescent psychosis 
and early-onset schizophrenia (EOS), occurring 
in approximately 70–85% of cases [40, 41]. 
Single-voice auditory hallucinations are the most 
frequently reported and typically involve com-
ments and commands. Multiple conversing voices 
are less common and more often seen in adults 
[34]. Children and adolescents are more likely to 
ascribe stereotypic names or physical characteris-
tics to their hallucinations (e.g., “the monster,” 
“the shadow man”). They are also more likely to 
experience multimodal hallucinations in which 
the auditory phenomenon includes a related visual 
or tactile component [34]. Rather than asking 
about hallucinations directly during an assess-
ment (e.g., “Do you hear voices?”), consider start-
ing with a subtler inquiry (e.g., “Have you ever 
heard things that others don’t seem to notice or 
hear?”), which may be less threatening and more 
effective at eliciting information. Again, normal-
ization is a powerful tool, especially for teens. For 
example, one might pose a question to a teen in 
this way: “Sometimes people can have experi-
ences in which their mind plays tricks on them, 
causing them to see and hear things others do not. 
Has that ever happened to you?”

Most youth who report hallucinations do not 
meet the criteria for schizophrenia, nor have a 
psychotic illness [42]. A detailed and systematic 
exploration of these experiences is necessary to 
refine the clinician’s understanding and deter-
mine the likelihood of an authentic psychotic 
process. Key features in this evaluation process 
include a full description of the phenomenon, its 
frequency, when it occurs, and under what con-
text (e.g., in times of emotional distress, in spe-
cific locations, around certain people). Asking 
the patient about whether and how these experi-
ences differ from their imagination or other ordi-
nary thoughts and experiences can be helpful. 

Hallucinations of the psychotic/schizophrenia 
variety are typically vivid (grabbing and holding 
the person’s attention), reaction provoking, and 
not especially detailed and cannot be willed away 
or easily ignored [34]. It is also prudent to assess 
whether the hallucinations are distressing to the 
patient.

Only about half of adolescents who report 
auditory hallucinations express being distressed 
by them, and evidence suggests that distress is 
more strongly associated with eventual 
conversion to psychosis [38]. Carefully screening 
for the presence of suicidal ideation is crucial as 
hallucinations have been shown to be a powerful 
independent risk factor for suicidal behavior in 
children and adolescents, which increases both 
short- and long-term risks [36].

New tools have recently been developed to aid 
clinicians in systematically and comprehensively 
assessing hallucinations in youth. The 
SOCRATES Assessment of Perceptual 
Abnormalities and Unusual Thought Content 
offers a structured interview guideline for the 
assessment of auditory hallucinations; this is free 
and available online [43]. The Auditory Vocal 
Hallucination Rating Scale Questionnaire 
(AVHRS-Q) is a brief (6-minute) self-report tool 
that can also be used to assess auditory hallucina-
tions in adolescents [36]. For an “outside the 
box” approach, there is Multisensory 
Hallucinations Scale for Children (MHASC), a 
free mobile app with game-based visuals and an 
engaging interface that explores five sensory 
domains (auditory, visual, somatosensory, gusta-
tory, and olfactory) and may help destigmatize 
symptom reporting [36]. It is likely best reserved 
for younger patients or those who have a devel-
opmental profile in the age range 8–12 years.

 Delusions

Delusions, or false beliefs not amenable to 
change despite conflicting evidence, are also 
common in EOS, occurring with a frequency of 
54–77% [41]. Delusions in teens and TAY tend to 
be less complex than in adults [1, 34, 39, 44]. 
Whereas adults commonly possess delusions that 
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are specific and elaborately systematized, delu-
sions in adolescents—particularly those under 
the age of 16 years—typically involve vague sus-
picions [34, 45]. This may be a consequence of 
their earlier stage of cognitive development, lim-
ited ability to articulate or rationalize aberrant 
perceptual experiences, or having had less time to 
internally process and solidify a narrative around 
the delusional content [44].

A broad array of delusional presentations exist, 
and these can be characterized as persecutory 
(often cited as the most common), referential, 
grandiose, somatic, erotomanic, mixed, unspeci-
fied, and with bizarre content [1, 34, 44, 46].

There is evidence to suggest that anxiety and 
negative schema may contribute to the develop-
ment of persecutory delusions, and youth with 
psychotic symptoms may have higher rates of 
anxiety relative to their adult counterparts, per-
haps resulting from their unique developmental 
life stressors [44]. Common examples of perse-
cutory delusions include the sense that one is 
being harassed by peers or being monitored by 
cameras or tapped phones, again all examples of 
simpler delusions relative to the complex perse-
cutory delusional systems often seen in adults 
[45]. These delusions may manifest as a patho-
logical response to the social pressures of being 
in middle school, high school, or college/grad 
school settings or in new job environments. 
Referential delusions commonly involve receiv-
ing direct messages from the Internet, television, 
or other media sources [45]. Grandiose delusions 
include a sense of access to special knowledge or 
belief in the ability to make things happen 
through thought alone, while somatic delusions 
include erroneous belief in pregnancy (pseudocy-
esis) or the presence of a foreign object in the 
body [34]. Collateral information may be instru-
mental in identifying and characterizing delu-
sional content in guarded adolescents reluctant to 
engage in clinical assessment.

 Thought, Speech, and Behavioral 
Disorganization

Disorganization of thought, speech, and behavior 
is observable in 52–65% of EOS cases, although 
it may be challenging to differentiate these symp-

toms from premorbid or comorbid language and 
cognitive difficulties [34, 41]. TAY who develop 
schizophrenia commonly exhibit premorbid 
abnormalities in verbal reasoning, speech and 
language, working memory, attention, processing 
speed, and executive function [42]. These abnor-
malities may often precede the classical prodro-
mal stage [42], an early phase of schizophrenia, 
which will be further described in the Clinical 
Course section. Frequently observed phenomena 
include poverty of thought and speech, tangenti-
ality or derailment, perseveration, incoherence, 
loose associations, poor attention, and odd, pur-
poseless, or repetitive behaviors [42, 47]. 
Together, hallucinations, delusions, and thought/
speech/behavior disorganization are often called 
positive symptoms of schizophrenia due to their 
visibility, in contrast to negative symptoms, 
which represent absence deficits.

 Negative Symptoms

Negative symptoms are a prominent feature of 
EOS, causing clinically relevant deficits in at 
least half of cases at the time of presentation. 
This is significantly higher than the estimated 
15% negative symptom presentation of adult 
first-onset cases [41]. Negative symptoms in 
youth may accumulate undetected for years 
before the onset of positive symptoms [45]. 
Common features include progressive social 
withdrawal, avolition, decreased emotional 
expression, apathy, anhedonia, diminished self- 
care, inattention, blunted affect, and alogia [45, 
48]. Avolition, apathy, anhedonia, and social 
withdrawal have been particularly associated 
with longer DUP, perhaps because they may be 
less likely to raise alarm than more overt symp-
toms like affective blunting or poor hygiene [35]. 
Of the negative symptoms, poor social function-
ing and diminished verbal fluency are particu-
larly predictive of transition to frank psychosis in 
clinically high-risk (CHR) patients [49, 50].

 Differential Diagnosis

Clarifying the various possible causes of psycho-
sis in youth can be immensely challenging. When 
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psychosis symptoms are reported, a provider’s 
first thought may be to consider a diagnosis 
within the schizophrenia spectrum and other psy-
chotic disorder category. However, adolescents 
with psychosis are just as likely to have a primary 
affective disorder as they are a primary thought 
disorder [34]. Myriad additional possibilities 
exist, including anxiety disorders, trauma-related 
disorders, developmental disorders, substance 
abuse, medical conditions, and nonpsychotic per-
ceptual abnormalities [34, 39, 48]. Since reports 
of psychotic symptoms in youth are more com-
mon than in adults, clinicians who immediately 
equate the presence of hallucinations with psy-
chotic illness should expect a significant false 
positive rate [36, 39]. Careful consideration of 
the numerous etiological possibilities should fol-
low any psychotic symptom report, as well as a 
healthy dose of patience. Time is often the most 
critical diagnostic tool in youth with psychosis as 
an illness in the prodromal stage can take months 
or years to fully reveal itself [33].

 Mood Disorders

Of the psychiatric illnesses, mood disorders and 
schizophrenia are the most common causes of 
psychosis [33]. Not only do they significantly 
overlap in symptomatology; these disorders also 
share similar peak ages of onset during young 
adulthood. Bipolar I disorder, in particular, has a 
peak onset between 15 and 24 years of age and is 
commonly confused with schizophrenia [51, 52]. 
Differentiating these illnesses can be especially 
challenging in youth, who often present with ill- 
defined symptoms. In assessing an adolescent 
with psychotic symptoms, it is important to first 
ask oneself whether affective symptoms appear 
to be present and, if so, whether there seems to be 
a temporal relationship between the two [39]. 
Psychotic symptoms fueled by affective illness 
should be entirely contained within mood epi-
sodes, whereas psychosis occurring indepen-
dently of mood symptoms is more suggestive of 
schizophrenia.

Other clinical distinctions may be useful as 
well. Psychosis underlying mania will typically 
involve florid delusions and abundant thought 

content in contrast to the impoverishment 
characteristic of schizophrenia [33]. The onset of 
mania is also more likely to be abrupt than gradual, 
although a chronically developing course is 
possible [39]. When symptoms seem to cycle or 
fluctuate over time, this may be more consistent 
with affective illness [34]. Sleep disruptions are 
seen in both mania and schizophrenia. They may 
be differentiated by the underlying cause: abundant 
energy in the former and fear, anxiety, or disturbing 
perceptual experiences in the latter. Additionally, 
youth who develop schizophrenia usually have 
more long-standing premorbid abnormalities in 
cognition, language, and social functioning than 
do those who develop bipolar disorder [34, 39].

Unipolar depression is also common in early 
psychosis [53]. Clinicians must diligently avoid 
dismissing the “moody adolescent” without a 
careful assessment for associated negative and 
positive symptoms. Major depressive disorder 
with psychotic features presents its own diagnos-
tic challenges and may be difficult to distinguish 
from schizophrenia. Delusions and hallucina-
tions are common to both illnesses, though for-
mal thought disorder is more specific to 
schizophrenia [34] and may be a helpful differen-
tiator. Many negative symptoms of schizophrenia 
overlap with neurovegetative features of depres-
sion, such as inattention, fatigue, avolition, and 
insomnia. Alogia and blunted affect are more 
common in schizophrenia. Recognition of true 
negative symptoms is particularly meaningful 
diagnostically as they are more specific than pos-
itive symptoms and thus are more predictive of 
the presence of schizophrenia [39]. The youth’s 
ability to describe their symptoms can also pro-
vide valuable insight; an individual with depres-
sion may be more likely to provide richer 
descriptions of their internal experience (e.g., 
prominent expression of sadness and self- 
criticism), whereas an individual with schizo-
phrenia may be more likely to have difficulty 
conveying their internal experience (e.g., report 
feeling “blah” or use other vague descriptors) 
[34]. A depressed individual may also demon-
strate a higher degree of insight into neurovegeta-
tive symptoms or social dysfunction relative to an 
individual with schizophrenia, who may appear 
undisturbed by mounting negative symptoms. 
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Longitudinal assessment is often the most impor-
tant diagnostic tool, allowing the clinician to 
monitor for fluctuations in psychotic symptoms 
and their possible relationship with affective 
shifts. A careful distinction may also need to be 
made in longitudinal assessment to clarify any 
schizoaffective disorder diagnosis, which 
requires the continuation of psychosis symptoms 
for at least two weeks’ duration after unipolar or 
bipolar syndromes have resolved.

 Trauma and PTSD

Studies have repeatedly demonstrated a correla-
tion between trauma and psychotic symptoms 
[38, 40, 42, 48]. Traumatized youth are three to 
four times more likely to report psychotic symp-
toms, and there appears to be a dose-response 
relationship, with three childhood traumas being 
predictive of developing hallucinations [38, 40, 
48]. Traumatic experiences that have been shown 
to increase risk include sexual, physical, and 
emotional abuse; bullying; and neglect [40]. 
Sadly, the dose-response relationship appears to 
be bidirectional in nature: not only does trauma 
increase the risk for psychosis, but psychotic 
symptoms also increase the risk that an individ-
ual will experience trauma [36, 40].

Although not every child who experiences 
trauma will go on to develop psychotic symp-
toms, children with a high number of adverse 
childhood experiences (ACEs) represent a more 
vulnerable population with unique diagnostic 
considerations [36]. The presence of trauma in 
the history of an adolescent neither rules in nor 
rules out a diagnosis of schizophrenia but instead 
should alert the clinician to carefully differentiate 
trauma-associated pathology and posttraumatic 
stress disorder (PTSD) from primary psychotic 
illness [42]. Youth who have suffered trauma can 
experience intrusive thoughts, dissociative symp-
toms, mood and behavioral dysregulation, hyper-
vigilance, and cognitive disturbances, which may 
mimic positive psychotic symptoms of schizo-
phrenia [37, 39]. Furthermore, studies indicate 
that a large majority of adolescents who report 
auditory hallucinations also screen positive for a 

traumatic event directly around the time of symp-
tom onset [40]. Assessment should investigate 
the temporal and contextual association between 
trauma and psychotic symptoms. Individuals suf-
fering from PTSD-associated psychotic symp-
toms are more likely to have detailed 
hallucinations that relate to trauma content and 
occur transiently in times of stress [34]. If disso-
ciative symptoms are present, functioning 
between episodes should be relatively preserved 
[34]. Situationally specific psychosis (i.e., during 
times of stress, around certain individuals, or in 
certain locations) in the absence of formal 
thought disorder, or behavioral disorganization is 
uncharacteristic of schizophrenia [33].

 Anxiety Disorders and Obsessive- 
Compulsive Disorder

Anxiety is commonly comorbid with schizophre-
nia and appears to be particularly prevalent in 
youth who struggle with psychosis in the midst 
of significant developmental, school, and social 
pressures [45]. Youth who develop schizophre-
nia often present with nonspecific symptoms, 
of which anxiety is frequently prominent [34]. 
Furthermore, approximately 12% of youth at 
clinical high risk for psychosis meet the crite-
ria for general anxiety disorder (GAD) or social 
phobia [48]. The clinician should thus be sure 
to gently explore for the presence of perceptual 
disturbances or abnormal thinking which may be 
hidden below the surface of a teen presenting with 
anxiety.

Obsessive-compulsive disorder (OCD) is 
often easily confused with schizophrenia [34]. 
It is well understood that OCD has a particu-
larly high association with schizophrenia and is 
comorbid in approximately 25% of adolescent 
cases [54, 55]. Obsessive-compulsive symptoms 
most often manifest in the prodromal period 
leading up to FEP and have been linked with 
higher insidiousness of onset, increased negative 
symptoms, and male gender [54]. Overlapping 
symptoms between OCD and schizophrenia 
include odd and intrusive thoughts, unusual and 
repetitive behaviors, perseveration, inattention, 
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and dysphoria [39]. One helpful distinguish-
ing factor for OCD symptoms may be ego- 
dystonicity, in which the patient demonstrates 
intrusive thoughts and odd behaviors though 
maintains insight into their illogical nature. This 
insight may be lacking in a typical patient with 
schizophrenia. However, younger individuals 
and adolescents who are less metacognitively 
skilled may also lack insight and experience 
their intrusive thoughts as foreign or hallucina-
tory, contributing to diagnostic complexity [39]. 
Patients with schizophrenia can often be distin-
guished by having more severe premorbid abnor-
malities; a wider array of psychotic symptoms, 
including thought disorder and multimodal hal-
lucinations; higher difficulty in articulating fears 
and obsessions; and more bizarre compulsions 
that are usually less anxiety relieving to the indi-
vidual [34].

 Neurodevelopmental Disorders

Studies conducted under DSM-IV nomenclature 
show that pervasive developmental disorders are 
frequently comorbid with EOS, co-occurring 
in approximately 12.5% of cases [48]. Many 
features of thought, speech, and behavioral 
 disorganization significantly overlap with symp-
toms of autism spectrum disorder (ASD) and 
other developmental disabilities, which must be 
considered as differential diagnoses. Individuals 
with ASD will display pervasive abnormalities 
throughout development, whereas youth who 
develop schizophrenia undergo clearer deterio-
ration in social and cognitive function [42]. The 
presence of hallucinations or delusions alongside 
thought and speech disorganization as a change 
from baseline functioning suggests the develop-
ment of psychotic illness. ASD and attention-
deficit/hyperactivity disorder (ADHD) co-occur 
the most commonly and have a complex patho-
physiological relationship with psychosis and 
schizophrenia [33, 34, 56]. All three disorders 
seemingly result from disruptions in early brain 
development, likely share genetic determinants, 
and result in premorbid cognitive pathology that 
typifies adolescent schizophrenia [33, 34, 56]. 

Studies have shown that youth with ADHD are at 
particularly high risk of developing psychotic ill-
ness as they age, with inattention being the most 
consistent shared developmental symptom [56]. 
Other overlapping features include impulsivity, 
poor frustration tolerance, poor social function-
ing, and deficits in executive functioning and 
emotional processing [56]. Furthermore, youth 
with ADHD have significantly increased rates of 
substance abuse, which is hypothesized to con-
tribute to the development of psychotic disorders 
[56]. ASD also shares a number of commonali-
ties with schizophrenia, including perseverative 
thinking, odd beliefs, rigid behaviors, language 
deficits, and cognitive and social impairments 
[33, 48]. The most important distinguishing fac-
tor between these illnesses and schizophrenia is 
the presence of psychotic symptoms. Once hal-
lucinations or delusions manifest for at least one 
month in an adolescent with features of ASD 
and/or ADHD, the diagnosis of a schizophrenia-
spectrum illness would take precedence [33, 48]. 
It is also helpful to consider the illness course as 
youth who develop schizophrenia should dem-
onstrate a stark decline inconsistent with base-
line functional abnormalities [42].

 Personality Disorders

Certain personality disorders may share overlap-
ping features with EOS, with schizoid, schizo-
typal, and borderline personalities being the most 
commonly cited [39, 57, 58]. Shared features 
with Cluster A personality disorders include soli-
tariness, magical thinking, eccentric behavior, 
and perceptual abnormalities. Impulsivity and 
behavioral disturbance, along with transient psy-
chotic phenomena, are consistent with borderline 
pathology [39]. Although personality disorders 
should be considered as part of a complete dif-
ferential, caution should be taken in ascribing 
personality disorders to youth who are still con-
solidating their identity and exploring new ways 
of navigating intrapsychic and interpersonal 
relationships.
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 Substance Use Risk Factors

Adolescence can be a period that marks a steep 
increase in illicit drug use. Many substances can 
induce psychotic symptoms [48]. The rate of sub-
stance abuse in adolescents with a schizophrenia 
spectrum disorder may near 70% at the upper 
estimated range [41]. Common culprits include 
cannabis, synthetic cannabinoids (e.g., “K2” or 
“spice”), cocaine, methamphetamine, 3,4- methyl 
enedioxy methamphetamine (MDMA or 
“ecstacy”), synthetic cathinones (bath salts), 
phencyclidine (PCP), lysergic acid diethylamide 
(LSD), dextromethorphan, peyote, opiates, psilo-
cybin (shrooms), inhalants, and ketamine [34, 
59]. Regulated medications that have been impli-
cated in psychotic symptoms include steroids, 
antihistamines, isoniazid, serotonergic agents, 
psychostimulants, certain anesthetic agents, 
dopamine agonists, antihistamines, and certain 
antibiotics such as quinolones [34, 59].

When substance abuse precedes the develop-
ment of psychotic symptoms, it can be extraordi-
narily difficult to differentiate between drug 
effects and a concomitantly developing primary 
psychotic illness [42]. There are several ques-
tions for a provider to consider in this workup: 
Was illicit drug use something the patient 
engaged in as part of a pattern of risk-taking 
behavior due to the early cognitive and impulse- 
control disruptions associated with psychosis? 
Was the patient attempting to treat their psycho-
sis or escape symptoms by using drugs? Was 
there an underlying vulnerability or vulnerabili-
ties (genes and environment) that substance use 
unmasked [42]? Is this a time-limited psychosis 
that will resolve once the patient no longer uses 
and is drug-free for a period of time?

Thorough history taking and a sustained 
period of abstinence often help answer these 
questions. However, the period needed to resolve 
substance-induced psychoses varies depending 
on the individual and the agents used [48]. 
Certain substances such as cannabis can persist 
in the system for many weeks, and many others, 
like methamphetamine, are known to cause psy-
chotic symptoms well after discontinuation. 
Substance-associated psychosis symptoms in the 
absence of premorbid or progressive cognitive 

and social abnormalities associated with early- 
onset schizophrenia are more suggestive of 
substance- induced psychosis.

 Medical Conditions

In the case of new-onset, unexplained psychosis in 
an adolescent, it is important for the clinician to 
keep medical conditions known to cause psychosis 
on the diagnostic radar. Broadly, medical disorders 
known to cause psychosis include neurologic, 
endocrine, metabolic, autoimmune, infectious, 
and genetic processes [34]. Most of these medical 
conditions are relatively rare, and indiscriminate 
screening should be avoided in favor of thoughtful 
evaluation dictated by the clinical presentation, 
physical symptoms, and history [33].

Key neurologic disorders to consider in youth 
include epilepsy, migraines, and neoplasms [34]. 
The prevalence of psychosis is 10–15% in 
patients with epilepsy and may be the first pre-
senting symptom in youth [59]. It can occur dur-
ing, after, and between seizures [34]. Foci in the 
temporal lobe are the most commonly implicated 
in psychotic symptoms, though they can also 
occur in association with all forms of seizures, 
ranging from partial to generalized [34, 59]. 
Migraine headaches may also be preceded or 
accompanied by perceptual disturbances, includ-
ing hallucinations, though the symptoms should 
be limited to the time frame of the headache or its 
herald symptoms. Brain tumors are rare but can 
also cause psychosis, particularly when they 
affect the limbic system. Astrocytoma, ependy-
moma, and medulloblastoma tumors in the pitu-
itary, visual cortex, and frontal and temporal 
lobes are commonly implicated in TAY psychosis 
and are capable of producing both hallucinations 
and delusions [34, 59]. Traumatic brain injury 
(TBI) should also be considered.

Endocrinopathies associated with psychosis 
include overactivity and underactivity of both the 
thyroid and parathyroid glands [59]. Hyper- and 
hypoglycemia have also been implicated, as well 
as electrolyte abnormalities in magnesium, phos-
phate, sodium, and calcium [59]. Elevated levels 
of heavy metals such as lead or copper have been 
associated, the latter of which may be seen in 
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Wilson’s disease, which causes psychosis in 
nearly half of children who present clinically for 
treatment [59]. Other common genetic disorders 
associated with psychosis include fragile X, 
Turner syndrome, Marfan syndrome, velocardio-
facial (VCFS)/DiGeorge syndromes (22q11 dele-
tion syndromes), Friedrich’s ataxia, Huntington’s 
disease, tuberous sclerosis, acute intermittent 
porphyria, and Down’s syndrome [34].

Several other rheumatological and inflamma-
tory conditions can cause psychosis. Lupus has 
been shown to present with neuropsychiatric 
symptoms in 35% of cases in youth, with psycho-
sis as well as cognitive, mood, anxiety, and atten-
tional symptoms [59]. Childhood-onset multiple 
sclerosis and poststreptococcal syndromes are 
other autoimmune causes [59]. Paraneoplastic 
syndromes as a result of germline, ovarian, 
breast, and small cell lung cancers may lead to 
psychosis secondary to encephalitis [34]. Anti-N- 
methyl-D-aspartate (NMDA) receptor 
encephalitis, in particular, commonly presents 
with psychosis and is seen in young women with 
ovarian teratomas [59]. Infectious causes include 
HIV/AIDS, viral encephalitis, brain abscesses, 
Lyme disease, and parasitic infections of the 
central nervous system (CNS) [59].

 Assessment and Workup

 Labs and Tests

Although it is relatively rare to find general medi-
cal causes for psychosis symptoms in TAY, a 
comprehensive evaluation which may include 
laboratory tests and radiologic imaging is war-
ranted in all patients to ensure that treatable con-
ditions are not missed [34]. A preliminary workup 
should always include a complete blood count 
(CBC), a comprehensive metabolic panel (CMP), 
magnesium (Mg) levels, thyroid-stimulating hor-
mone (TSH), thyroxine (free T4), and urine toxi-
cology screens [34]. Detailed neurological 
examination should be universally performed, 
with subsequent brain MRI with contrast 
completed should any deficits be noted [34].

At present, there is inadequate evidence to 
suggest that brain imaging should be ordered in 
all new-onset cases, though it may be prudent in 
patients with a history of TBI or treatment- 
resistant symptoms [34]. An electroencephalo-
gram (EEG) should only be requested if there is 
suspicion for seizures, including markedly epi-
sodic symptoms, automatisms, or postepisode 
confusion, with a 24- to 48-hour tracing or sleep- 
deprivation study preferred to increase the prob-
ability of detecting epileptic activity [34]. In 
some cases, video EEG (video telemetry) may be 
warranted. A genetics consultation may be con-
sidered if a disorder is suspected based on a char-
acteristic dysmorphology or positive family 
history of schizophrenia spectrum disorders [34]. 
Other optional studies that may be obtained based 
on clinical suspicion include an erythrocyte sedi-
mentation rate (ESR), antinuclear antibody 
(ANA) test, rapid plasma reagin (RPR) for syphi-
lis, human immunodeficiency virus (HIV) test-
ing, heavy metals, and copper/ceruloplasmin, 
and specialist consultation should be obtained if 
metabolic, storage, or infectious diseases are sus-
pected [34, 59]. Anti-NMDA receptor encephali-
tis can be ruled out by testing cerebrospinal fluid 
(CSF) or blood for antibodies. Finally, coordina-
tion and exchange of data with the patient’s 
primary care provider, if one exists, is beneficial.

 Assessment Tools

A number of rating scales and surveys are avail-
able to aid in identifying and assessing psychotic 
symptoms in adolescents. These may be broadly 
divided into screeners (Table 14.1) and compre-
hensive assessment measures (Table  14.2). 
Screening tools are brief self-report measures 
geared toward quickly detecting at-risk individu-
als in need of further assessment, whereas com-
prehensive assessment measures are 
semi-structured clinical interviews aimed at thor-
ough assessment and diagnosis. Many of the 
comprehensive assessment measures require 
training to administer properly, whereas screening 
tools do not.
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 Course and Outcome

The course of early-onset schizophrenia varies 
widely in its onset, progression, and chronic ver-
sus time-limited nature [42]. It can be particu-
larly challenging to anticipate disease 
progression. However, certain characteristic pat-
terns are discernible, and the early phase of ill-
ness, particularly the five years following an 
index episode of psychosis, often forecast long- 
term disease course [48].

Table 14.1 Screening tools utilized to assess psychosis 
risk and schizophrenia spectrum disorders

Name Description
Training 
required

Prodromal 
Questionnaire—Brief 
Version (PB-Q)

21-item self-report 
questionnaire
Assesses 
symptoms in the 
past month
PQ-16 is a 16-item 
version [36, 60]

None

Early Psychosis 
Screener for Internet 
(EPSI)

64-item self-report 
survey
Validated to detect 
risk of 
conversation to 
psychosis in 16 
months
EPS-26 is a 
26-item paper 
version
EPS-9 is a 9-item 
online version [61, 
62]

None

Prevention Through 
Risk Identification, 
Management, and 
Education—Revised 
(PRIME-R)

12-item self-report 
questionnaire
Developed from 
the SIPS 
comprehensive 
assessment tool 
[63]

None

Youth Psychosis 
At-Risk 
Questionnaire—Brief 
(Y-PARQ-B)

28-item self-report 
questionnaire
Developed from 
the CAARMS 
comprehensive 
assessment tool 
[64]

None

Table 14.2 Comprehensive assessment measures uti-
lized to assess psychosis and schizophrenia spectrum 
disorders

Name Description
Training 
required

Structured 
Interview for 
Prodromal 
Syndromes 
(SIPS)

Structured interview 
used to diagnose 
prodromal psychosis 
syndromes [36, 65]
Includes SOPS 
(Scale of Prodromal 
Symptoms)—a 
19-item scale that 
measures the 
severity of 
prodromal 
symptoms and 
changes over time 
[63]

Extensive

Comprehensive 
Assessment of 
At-Risk Mental 
States 
(CAARMS)

Structured interview 
to assess for 
psychopathology 
indicating imminent 
development of 
first-episode 
psychosis
Determines if UHR 
criteria are met [66]

Moderate

Kiddie 
Schedule for 
Affective 
Disorders and 
Schizophrenia 
(K-SADS)

Semi-structured 
interview that is 
generally briefer 
than SIPS
Assesses for a broad 
range of 
psychopathology in 
addition to 
psychosis [67]

Some

Brief 
Psychiatric 
Rating Scale 
(BPRS; 
BPRS-C for 
children)

Clinician-rated 
18–24-item 7-point 
Likert scale
Measures 
psychiatric 
symptoms, including 
several symptoms 
specific to psychosis 
[68]

Some

Positive and 
Negative 
Syndrome 
Scale (PANSS)

Interviewer-rated 
30-item 7-point 
Likert scale
Measures positive, 
negative, and 
general 
psychopathology 
symptom severity of 
schizophrenia [69]

Moderate, 
interview 
must 
demonstrate 
standardized 
level of 
reliability
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 Clinical Course

The majority of youth affected by psychosis will 
first experience a period of progressive functional 
decline, often referred to as the “prodromal 
period” [42]. This may last from months to years 
and is commonly characterized by social with-
drawal, decreased self-care, academic or occupa-
tional decline, dysphoria, and idiosyncratic 
preoccupations [42]. Typically, the first discern-
ible prodromal symptoms are either negative 
symptoms or nonspecific depression, anxiety, 
social isolation, or functional decline [70]. 
Prodromal symptoms are frequently identified 
retrospectively once positive symptoms emerge, 
which may present in the form of an attenuated 
psychotic syndrome (APS). APS entails mild 
psychotic-like experiences of lower intensity, fre-
quency, and duration than would be required for 
the diagnosis of a psychotic disorder [70]. 
Relative to full-threshold psychosis, attenuated 
symptoms of psychosis may occur on a weekly to 
monthly basis, last for only a few minutes, and be 
associated with lower levels of distress with 
greater preservation of insight. Should these 
symptoms become functionally impairing, or 
cause clinically significant distress yet remain a 
subthreshold for schizophrenia diagnosis, they 
would constitute the Attenuated Psychosis 
Syndrome specifier for the Other Specified 
Schizophrenia Spectrum or Other Psychotic 
Disorder  diagnosis [1]. Looking back at the 
course of those who develop FEP, it appears that 
unusual, predelusional thought content, budding 
perceptual abnormalities, and subtle thought 
disorganization may become apparent [70].

Up to one-third of those at clinical high risk 
for psychosis (CHR-p)—a distinction anchored 
in having a positive family history of schizophre-
nia spectrum or schizoid disorders, one having 
attenuated psychotic symptoms or very brief, 
intermittent psychotic bouts—will convert to 
full-threshold psychosis [42, 48, 49, 70]. 
Conversion most often occurs within 2 years of 
disease onset, though it may take as long as 
10–15 years in some cases [48]. A minority of 
patients will not have detectable prodrome and 
may present with an acute development of psy-

chotic symptoms. Negative emotional content 
and heightened distress related to APS have been 
found to be predictive of conversion [48]. The 
majority of CHR-p clinical population go on to 
be diagnosed with nonpsychosis spectrum pri-
mary illnesses. [48]

The acute phase of schizophrenia spectrum 
conditions features prominent and persistent pos-
itive symptoms coupled with a drastic functional 
deterioration, necessitating treatment [42]. 
Hospitalization is commonly necessary depend-
ing on the degree of symptom burden or safety 
concerns. The duration of this phase depends on 
a number of factors, including the timeliness of 
intervention and treatment responsiveness, which 
are closely associated. A prolonged DUP has 
been shown to be correlated with treatment resis-
tance, leading to a protracted acute phase and 
poorer outcomes [71].

Successful treatment can bring about remis-
sion of an acute psychotic episode and entry into 
the recovery phase, generally a period of several 
months with significant ongoing functional 
impairment [42]. Positive symptoms, the most 
responsive to antipsychotic treatment, become 
less prominent and may fully remit, while nega-
tive symptoms become more prominent and often 
frustrating to youth, families, friends, and other 
supports [42]. The emergence of postpsychosis 
depressive symptoms commonly occurs as 
insight returns. At this time, the young person 
must come to terms with the illness and its impli-
cations. These symptoms may take the form of a 
mild grief, an adjustment disorder, or a full major 
depressive episode requiring pharmacotherapy. 
This can be a particularly difficult time as youth 
attempt to negotiate reentry into school and are 
confronted with peers for whom life seems to 
have moved on, while the TAY was absent and/or 
continues to struggle.

The course following the first psychotic epi-
sode is heterogeneous, ranging from full symp-
tom recovery to chronic positive and/or negative 
symptoms of greatly varying severity [72]. The 
majority of patients will experience at least a 
residual phase in which negative symptoms and 
mild positive symptoms persist rather than 
achieve full remission, and the prognosis is 
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guarded [42]. The rate of relapse to the acute 
phase is highly variable and is dependent on 
many factors, including the degree of treatment 
responsiveness, treatment adherence, medication 
persistence, comorbid substance use, and family 
support. Abstinence from drugs, particularly can-
nabis, is helpful in preventing relapse.

 Impact and Outcomes

The prognosis of earlier onset schizophrenia is 
not abundantly clear, but many studies show a 
trend toward poorer outcomes than seen in the 
adult-onset population [73]. This is likely attrib-
utable to the interruption of crucial neurobiologi-
cal maturation and psychosocial development 
processes integral to childhood, adolescence, and 
emerging adulthood [73]. Key developmental 
areas impacted include identity formation, solidi-
fying peer relations, enhancing empathy and 
mentalizing, affect regulation, impulse control, 
learning about intimacy, sexuality, abstract 
thought, moral reasoning, honing creativity, cel-
ebrating academic achievement, and occupa-
tional productivity [48].

Interrupting both the neurobiological under-
pinnings of these activities and the psychological 
development associated with these developmen-
tal events can have life-long ramifications, sig-
nificantly impacting an adolescent’s ability to 
individuate and transition into an independent 
and productive adult. School interruption by 
means of cognitive blunting, isolation from peers, 
and disease-related absence is particularly dis-
ruptive. This can impair one’s ability to gain 
foundational academic and social knowledge, 
along with a sense of agency associated with nav-
igating these. Supporting this notion is the fact 
that younger ages of onset, and thus greater 
degrees of developmental interruption, have been 
correlated with worse long-term outcomes [73].

Occupational participation is significantly 
impacted as well, with approximately 30% of 
individuals applying for disability benefits within 
a year of accessing early intervention services 
and 60% within 5 years [74]. Thus, optimal psy-
chiatric care must aim not simply to reduce or 
ameliorate symptoms but instead to address the 

psychosocial implications of psychosis and its 
interruptions to scholastic, social, and employ-
ment goals. It is important to help young people 
to see psychosis as an interruption opposed to a 
termination of the process of achievement and 
connection to others.

In addition to its disruptive effects on develop-
ment, school, and work, EOS also profoundly 
impacts the family. Adolescents and adults with 
schizophrenia rank family as one of their leading 
sources of stress [75]. Given the stress-sensitive 
nature of the illness, this can significantly influ-
ence course and outcome. Families may react to 
mental illness in a myriad of ways. Some may 
grow more supportive, while others may try to 
exert more control. Anger, confusion, skepticism, 
exasperation, empathy, fear, and despair are com-
mon. Families and supports may rally around 
their loved one, distance themselves for fear of 
how the young person will react, hover over 
them, or push to an extent that sparks conflict. 
Psychosis more often provokes irritability, criti-
cism, and interruptions from caregivers, while 
affective symptoms tend to elicit empathy, con-
structive talk, and gentle physical contact [74]. 
Adolescents with psychosis are at uniquely ele-
vated risk for family conflict, which has been 
shown to directly correlate with positive symp-
tom burden, thought disorganization, and nega-
tive long-term outcomes [74]. Despite this, it is 
crucial to avoid blaming families but rather 
actively enlist them in treatment. This can be 
done in a variety of ways, including support 
groups, multifamily workshops, family therapy, 
and psychoeducation [76, 77]. Cultivating a net-
work of supportive family, friends, and other 
important figures is key in helping affected youth 
navigate their illness and work toward physical, 
emotional, and social recovery.

Alongside younger age of onset, longer DUP, 
and high family conflict, other negative prognos-
tic factors include lower premorbid functioning 
and insidious onset without a precipitating 
stressor. High negative symptom burden, positive 
family history of schizophrenia spectrum disor-
ders, absence of mood symptoms, lower degree 
of recovery after initial hospitalization, frequent 
hospitalizations, and co-occurring substance use 
also predict poorer outcomes [39, 41, 48, 52, 70, 
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78]. Substance use is of particular concern as it is 
a modifiable factor that is highly prevalent in 
youth with psychosis and has been independently 
associated with longer duration of psychotic epi-
sodes, increased hospitalization rates, and poorer 
lifetime functioning [70]. There is evidence sug-
gesting that youth at risk or actively experiencing 
psychosis are uniquely sensitive to the psychoac-
tive effects of substances [70]. Furthermore, sub-
stances exacerbate developmental disruption by 
interfering with brain maturation, education, and 
social and emotional learning and are thus a key 
target for intervention [70].

Unfortunately, youth with psychosis and those 
at CHR-p are at high risk for suicide [79, 80]. 
About 50–75% of affected individuals report cur-
rent or past suicidal ideation, 20% report a past 
attempt, and 8–10% die by suicide [79–81]. 
Suicide risk in adolescents has been consistently 
found to be greater than their adult counterparts, 
particularly during and directly following a first 
psychotic episode, which accounts for approxi-
mately half of all psychosis-related attempts [81, 
82]. Risk factors for suicide include longer DUP, 
high negative symptom burden, substance abuse, 
recent hospital discharge, suicidal gestures or past 
attempts, command hallucinations, living alone, 
impaired functioning, higher IQ, and depressive 
symptoms [81]. All adolescents presenting with 
psychotic symptoms must be comprehensively 
evaluated for suicide, including frequency and 
intensity of ideation, intent, plan, access to means, 
past attempts, and self-harming behavior. Related 
to this, a suicide prevention plan/safety plan 
should follow through history taking, with clini-
cians helping the individual identify early warn-
ing signs of heightened suicide risk. They should 
also review tools that the TAY can use to remain 
alive and language they would like to use around 
suicide and help identify who the patient trusts to 
reach out to in times of crisis.

Despite the substantial risk of chronically dis-
abling disease in early-onset schizophrenia, fortu-
nately not all individuals will experience a poor 
outcome. In fact, the advent of coordinated spe-
cialty care (CSC) programs such as NAVIGATE 
has appeared to significantly improve 2-year out-
comes with regard to quality of life, symptom 
burden, treatment retention, and participation in 

work and school [83]. Remission rates 2 years fol-
lowing the first psychotic episode may be as high 
as 61% following admission to an early psychosis 
program, with over half of adolescents engaging 
in work or school within that time frame [78]. 
However, these outcomes continue to be signifi-
cantly influenced by DUP, and thus early identifi-
cation and treatment remain crucial [83].

 Treatment

Most mental health clinicians providing psychi-
atric care for individuals with psychosis are 
familiar with widely available and accepted clini-
cal practice guidelines. Examples include those 
guidelines published by the American Psychiatric 
Association (APA) [84] or treatment recommen-
dations put forth by the National Institute for 
Health and Care Excellence (NICE) [85]. In this 
section, we focus on evidence-based pharmaco-
logical and psychosocial interventions (EBPs) 
for individuals with FEP.  There is a growing 
body of evidence on the positive impact of early 
and effective treatment of psychosis on prognosis 
and course of illness [86–90]. Specialized treat-
ment programs, or coordinated specialty care 
(CSC), to treat first-episode psychosis have been 
developed and implemented in many parts of the 
world, with available model of manualized 
practices, and have been shown to have better 
treatment outcomes compared to standard 
treatment [91–94].

Coordinated specialty care (CSC) refers to 
multicomponent, team-based, recovery-oriented, 
and person-centered care that utilizes shared 
decision-making to provide support, education, 
and treatment to youth with first-episode psycho-
sis and their families. CSC teams require special-
ized training (on core values and components of 
CSC) and ongoing support for its team members. 
CSC focuses on outreach and early engagement, 
with the goal of decreasing the length of untreated 
psychosis. The treatment approach of the team is 
optimally trauma informed, based on shared 
decision-making and collaboration with youth by 
focusing on recovery and defining personal goals. 
CSC team members meet regularly for collabora-
tion and coordination of care.
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Although there is a variability among CSC 
teams in terms of team composition and thera-
peutic modalities offered, CSC typically involves 
personalized pharmacological management and 
intensive case management. Therapy interven-
tions are focused on problem-solving and are 
anchored in psychoeducation and cognitive 
behavioral therapy for psychosis (CBTp) princi-
ples, which are offered in individual,  family/sup-
port network, and group settings. TAY are also 
offered specialized support to meet their educa-
tional and vocational goals. Peer support special-
ists are available in some CSC programs, and 
although their role is not well defined as others, 
they usually support youth by drawing upon their 

lived experience of coping with mental chal-
lenges, negotiating school and work difficulties, 
and navigating the mental healthcare system 
[76]. Families and support systems are highly 
encouraged to participate in psychoeducation and 
structured problem-solving skills for support. 
Table 14.3 summarizes components of CSC.

Although CSC programs were well estab-
lished internationally, the rise of CSC in the 
United States started in 2008 with the Recovery 
After an Initial Schizophrenia Episode (RAISE) 
initiative. This was a research initiative funded by 
the National Institute of Mental Health (NIMH) 
to test the effectiveness and feasibility of CSC 
programs in the United States, which has a differ-

Table 14.3 Program components of coordinated specialty care (CSC) [76]

Team leadership Team leaders are familiar with all aspects of coordinated specialty care and provide 
ongoing consultation to team members about the principles of early psychosis intervention. 
They may coordinate program services such as screening potential clients, leading weekly 
team meetings, overseeing treatment planning and case review, and developing outreach 
and referral strategies. They are the public face of the program and sometimes, also deliver 
direct intervention services.

Psychotherapist/
primary clinician

Psychotherapy for FEP is based upon cognitive and behavioral treatment principles and 
emphasizes resilience training, helps process trauma, reduces feelings of stigma, focuses on 
illness and wellness management, and works to improve general coping skills. Treatment 
consists of core and supplemental modules and is tailored to each client’s needs. Clients 
and psychotherapists work one-on-one or in groups, meeting weekly or biweekly, with the 
duration and frequency of sessions personalized for each individual. This primary clinician 
often serves as the main coordinator for a client’s care

Supported 
employment and 
education (SEE)

Supported employment and education specialists support each individual’s return to work 
or school, as well as attainment of expected vocational and educational milestones. The 
SEE specialist strives to integrate vocational and mental health services; is the CSC team 
liaison with outside educators and employers, and frequently works with the individual in 
the community to enhance school or job performance.

Family education 
and support

Family education and support specialists educate family members about psychosis and its 
treatment and strengthen their capacity to aid in the consumer’s recovery by reducing 
family stress through improved communication and problem- solving skills. They ensure 
that family members are included in all aspects of a consumer’s care (consistent with the 
consumer preferences). Family support can be offered on an individual basis or through 
multifamily groups.

Case management Case managers assist clients with problems-solving to ensure that their immediate practical 
needs are met. Case managers have frequent in-person contact with clients and their 
families to address issues related to housing, transportation, income, criminal justice 
involvement, and medical care.

Peer support Peer specialists works with program participants and family members to support and 
advocate for the participant within the context of the team.

Prescriber services, 
pharmacotherapy, 
and coordination 
with primary care

Along with interventions and supports consistent with team goals, providers monitor 
patients’ symptoms and side effects (especially cardiometabolic risk) and address attitudes 
toward medication treatment at each patient visit. Prescribers maintain close contact with 
primary care providers to assure optimal medical treatment for risk factors related to 
cardiovascular disease and diabetes, as well as the range of possible health and side effects 
that may occur.
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ent payor system than other parts of the world, 
leading to challenges in delivering integrated, 
multicomponent models of care. RAISE con-
sisted of two main projects, the RAISE-Early 
Treatment Program (RAISE-ETP) and the 
RAISE Connection Program Implementation and 
Evaluation Study (RAISE-IES), both aimed at 
developing, testing, and implementing interven-
tions to improve long-term outcomes and the 
prognosis of schizophrenia through early 
intervention.

The RAISE-ETP study evaluated the effec-
tiveness of the team-based NAVIGATE approach 
in a cluster randomized controlled trial compared 
with the usual community treatment [83]. 
NAVIGATE is based on three conceptual 
frameworks:

• The recovery model, which is a person- 
centered approach emphasizing hope that one 
can work to regain function and strive to 
achieve a priori or new goals

• The stress-vulnerability model, which encour-
ages individuals and families to work to 
reduce the stresses that can trigger and 
exacerbate mental health conditions

• The rehabilitation model, which supports the 
fact that one can work to regain functioning 
and develop new skills [95]

As described in Table  14.4, NAVIGATE is 
made up of various team components.

The RAISE-IES study assessed the feasibility 
and implementation of a CSC program in “real 
world” circumstances [96]. This study gave rise 
to OnTrackNY, a CSC program similar to 
NAVIGATE.

The RAISE-ETP study and the RAISE-IES 
study demonstrate that CSC programs are cost- 
effective and can be successfully implemented in 
community settings [96–98]. RAISE participants 
stayed in treatment longer and had more improve-
ment in overall symptom severity, depression, 
and quality of life. The duration of untreated psy-
chosis (DUP) was shown to moderate the out-
come, meaning participants with shorter DUP 
(less than 74 weeks) benefited more from CSC 
than participants with longer DUP.  CSC also 
helped improve work and school participation 
and decreased rate of hospitalization and length 
of hospitalization stay.

CSC programs have been expanding in recent 
years, with NAVIGATE and OnTrackNY as 
examples; the Specialized Treatment Early in 
Psychosis (STEP) program and the Early 
Assessment and Support Alliance (EASA) are 
other examples of US CSC programs. Table 14.4 
compares the components of three CSC pro-
grams, of which the authors have first-hand 
knowledge.

While not every area in the country has a CSC 
team, many do, and these can be found by look-
ing online at tools like the Substance Abuse and 
Mental Health Services Administration 

Table 14.4 Composition of three coordinate specialty care (CSC) teams

OnTrackNYa NAVIGATE
Early Assessment and Support Alliance 
(EASA)a, b

Team leader
Case manager
Supported employment and 
education specialist
Psychotherapist/primary clinician
Pharmacotherapist
Family education specialist
Peer specialist

Team leader/family educator
Pharmacotherapist
Supported employment and 
education specialist
Individual resiliency trainer 
(primary clinician)
Case manager
Peer specialist

Team leader
Nurse
Occupational therapist
Peer support specialist
Pharmacotherapist (licensed medical 
provider (LMP))
Service coordinator
Supported employment and education 
specialist
Supported housing specialist

aIn smaller teams, roles may be combined and still meet program fidelity standards.
b In EASA, many team members may serve as multifamily group (MFG) facilitator, and insofar as possible, the team 
operates via a transdisciplinary model, with members offering services that may traditionally be covered by a different 
specialist if they are a better fit for the client or for the team at the time.
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(SAMHSA) website’s Early Serious Mental 
Illness Treatment Locator (https://www.samhsa.
gov/esmi-treatment-locator). For those clinics 
and settings where CSC is not available, we rec-
ommend modeling the treatment, as best as pos-
sible, after high-quality CSC programs. These 
emphasize frequent contact, family/support net-
work involvement that helps optimize one’s liv-
ing environment and promote positive social 
contact, individual skill-enhancing treatment, 
psychiatric medication treatment, and academic/
employment support. It is important to keep in 
mind that CSC requires specialized training, 
which is becoming more widely available. In this 
chapter, we emphasize two treatment modalities 
that medical professionals are likely to offer 
transition- age youth with psychosis: pharmaco-
therapy and psychotherapy.

Transitional age youth with first-episode psy-
chosis experience a wide range of emotional, 
psychological, interpersonal, and social stressors. 
The common goals of psychological interven-
tions for FEP are to:

• Engage the individual and their support net-
work in treatment.

• Help them understand and process the experi-
ence of psychosis.

• Bolster the person’s strengths and resources 
and develop new coping skills to help manage 
symptoms and stressors.

• Identify personal goals and strengths and keep 
hope alive that psychotic symptoms are an 
imposition but that the diagnosis of psychosis 
is not tantamount to one needing to abandon 
their dreams. Romantic partnership, employ-
ment, and academic achievement are still pos-
sible and achievable.

Optimizing support for individuals with FEP 
can take many evidence-based forms, including 
individual and multifamily supportive psycho-
therapy groups. Psychoeducation, as well as 
individualized support for employment, 
scholastic, and interpersonal goals, are delivered 
by a range of professionals [99, 100]. For the 
sake of brevity, it is important to note that family 
involvement has repeatedly been shown to 

improve outcomes for individuals with 
FEP.  Where the individual is comfortable with 
their family (or those that they consider to be part 
of their family) being involved, we urge making 
them part of the treatment.

 Pharmacological Treatment: 
Adopting a Collaborative Stance

Studies and clinical experience show that indi-
viduals with schizophrenia or first-episode psy-
chosis are interested in being active participants, 
as opposed to passive recipients of psychiatric 
care. They are eager to make decisions and are 
able to do so [101, 102] (Fig. 14.1).

Practitioners can work to understand the sub-
jective concerns of an individual. One young per-
son characterized this as taking an “ME before 
MEDS” approach to visits with their psychiatrist. 
It is important to be very clear about symptom 
targets and the potential benefits and risks of the 
treatments they are proposing. It is also essential 
to be methodical about reviewing medication 
efficacy while avoiding undue burden secondary 
to side effects. Table 14.5 offers five tips that help 
set the stage for collaborating with transition-age 
youth surrounding medication treatment.

 Pharmacotherapy

Antipsychotic medications, which sometimes 
have been called "major tranquilizers," have their 
primary action in dopamine receptor blockade. 
There has been a movement toward neuroscience- 
based nomenclature to possibly lessen the stigma 
around psychotropic drugs and to increase their 
name association with underlying neuroscience 
(https://www.cinp.org/nomenclature, https://
www.ecnp.eu/research-innovation/nomencla-
ture). However, these medications may not only 
have action in dopamine antagonism as some 
medications have both dopamine agonist and 
antagonist actions, while others may also have 
serotonin and other neurotransmitter conse-
quences. Regardless, this category of medica-
tions are the first-line pharmacological agents for 
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Fig. 14.1 Things providers and participants need to talk 
about. (Art by Shane Nelson and dialog by Craigan Usher 
included in Conrad SK, Farris MS, Nicoli D, Ly R, 
Hobson K, Morenz R, Schmick E, Myers J, Smart K, 
Shenoy A, Usher C. Early Assessment & Support Alliance 

Center for Excellence (EASA C4E) medication guide. 
EASA Community website. December 8, 2017. Available 
at: http://www.easacommunity.org/PDF/easa-med-guide.
pdf)

Table 14.5  Moving from a “med check” to a meaningful meeting

Learn what is 
important to the 
participant.

Repeat back what you learned for clarity. For example, “It sounds like what is most 
important to you is not feeling so tired. Is that right?”
Make explicit when what is most important to the individual sounds or appears different 
from what their family members, their friends, or others feel is most important: “From 
what I’m hearing, it sounds like your parents are concerned about seeing you angry and 
frustrated. Would you say that’s right?” Or “Do you agree with your parents’ point of 
view? Is this something that you think is important to work on?”

Explicitly invite 
participants in 
decision-making.

Here is an example: “Today I would like to talk with you about medications. I would like 
to share with you what I know, learn what you know about medications, and then make a 
decision together.”

Present options and 
provide information 
on benefits and risks.

Participants need to know about the full array of management strategies—writing this 
down can be helpful.
For example, why would they want to take quetiapine instead of lurasidone? What are the 
benefits? What side effects might be more common with one versus the other?

Facilitate deliberation 
and decision-making.

Let participants know they have time to think things over and ask what else they might 
need to know to feel confident about their decision(s).

Develop a shared 
blueprint.

Executive function challenges are something nearly all of us face, but TAY with psychosis 
may be particularly vulnerable to these.
It can be greatly helpful to write down HOW TO:
  Access medications (What pharmacy? How will they pay for this?)
  Take medications (Where will the bottle/pack sit?)
  Transition (titrate, taper) medications
  Assess if medications are working (rating scales or simple questions you will pose in 

the future)
Consider typing this up, writing it down and making copies, or sketching this on a 
dry-erase board and having the participant take a picture of it with their phone.

Adapted from National Learning Consortium’s Shared Decision-Making Fact Sheet. https://www.healthit.gov/sites/
default/files/nlc_shared_decision_making_fact_sheet.pdf Published December 2013. Accessed on September 28, 2015
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the treatment of adolescents and young adults 
with schizophrenia spectrum disorders, and these 
terms will be used interchangeably throughout 
this chapter. Dopamine antagonist agents are 
often grouped into two categories: first- generation 
antipsychotics (FGAs) and second-generation 
antipsychotics (SGAs), which differ based on 
when they were developed and their pharmaco-
logical properties/mechanism of action.

Although existing guidelines for psycho-
pharmacological treatment of schizophrenia 
are widely used [103–105], there is a growing 
evidence base for pharmacological treatment 
specific to first-episode/early psychosis neces-
sitating a more targeted approach [106]. Several 
studies looking at response rates in FEP patients 
show that they tend to have a high response rate 
[107] with minimal differences in response rates 
between antipsychotic medications [108–110], 
implying that a patient with FEP is just as likely to 
respond to haloperidol as they are to aripiprazole 
or even clozapine. More than half of FEP patients 
will experience complete remission of positive 
symptoms with their first antipsychotic trial; thus, 
the goal of treatment is resolution of symptoms. 
Although more limited, similar results are seen in 
studies of adolescents with early psychosis [111, 
112]. Individuals with FEP also tend to need 
lower doses of antipsychotics than multiepisode 
patients [113, 114]. Additionally, those with FEP 
tend to take longer than multiepisode patients 
to respond to antipsychotic trials. Their symp-
toms may take up to 16 weeks to respond while 
not appearing to respond to early antipsychotic 
switching [115, 116]. This has significant impli-
cations for the existing system of care, where hos-
pitalizations tend to be brief and medications are 
quickly titrated and often switched due to “poor 
response.” Individuals with FEP are therefore at 
risk of ending up on high doses of antipsychotics 
and are thought to “fail” antipsychotic trials when 
in fact a more measured and watchful approach 
may yield a better outcome. Monotherapy is pre-
ferred, especially due to increased risk of side 
effects with multiple medications. FEP patients 
are also more sensitive to antipsychotic side 
effects despite low dosing strategies [108, 117, 
118].

Antipsychotic medications differ with regard 
to the side effects they commonly produce. 
Therefore, the choice for the initial pharmaco-
logical agent is often driven by the side-effect 
profile and not concerns about efficacy since FEP 
patients tend to respond similarly to different 
dopamine blocking agents [108]. This is under-
standable as nearly all young adults and their 
families/support are eager to make sure that both 
the symptoms and side effects of treatments are 
short-lived. Young people with FEP are very sen-
sitive to weight gain, and it is important to be 
mindful of each medication’s propensity to cause 
it. The greatest weight gain has been associated 
with olanzapine and quetiapine, with aripipra-
zole—though still contributing to weight gain—
having the most favorable profile [108, 119–123]. 
An additional study involving adults found that 
switching from olanzapine, quetiapine, or 
 risperidone to aripiprazole can be associated with 
decreased low-density lipoproteins, serum tri-
glycerides, and weight and modest reduction in 
the ten-year risk of coronary heart disease [124, 
125]. Nonadherence to medication regimen is 
common and should be expected in TAY, who 
often have difficulty accepting that they have an 
illness, especially once they start feeling better. 
Adherence strategies include ongoing assessment 
of treatment adherence, communication regard-
ing the need for maintenance and risk of relapse, 
engagement of the entire family in psychoeduca-
tion, and encouragement to maintain adherence.

 Long-Acting Injectable Antipsychotic 
Medication (LAIs)

For many reasons, long-acting injectable (LAI) 
antipsychotic medications play an important role 
in the treatment of psychosis in transition-age 
youth [105, 126]. TAY with housing instability or 
those who live outdoors and wish to remain on 
antipsychotic treatment may find that LAIs are 
useful because they do not have to carry medica-
tions. College students may also prefer that their 
friends or roommates not know that they take 
medications, so they may be more comfortable to 
come in for an injectable agent at regular appoint-
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ments. Furthermore, long-acting injectable medi-
cations may also reduce conflicts between 
individuals and their families, often parents, whose 
encouragement to take medications (e.g., “Did 
you take your meds?”) may feel burdensome. As 
one patient intoned: “I found it easier to make the 
choice once a month opposed to having to hear 
about meds and make that choice every day.”

Importantly, LAIs have been shown to be 
quite effective in terms of improving adherence 
and outcomes [127]. For example, Tiihonen and 
colleagues compared the use of LAI versus oral 
antipsychotics in 2588 individuals with schizo-
phrenia who were hospitalized for the first time, 
which showed threefold decrease in the risk of 
rehospitalization in those on LAIs versus oral 
medications [126]. Two different 2-year studies 
compared LAI use with paliperidone palmitate vs 
oral medication, and aripiprazole monohydrate 
compared to usual care, with time to relapse sig-
nificantly longer for patients on LAIs [128, 129]. 
However, it should be noted that even with LAI 
treatment, some individuals experience break-
through symptoms. Thus, individuals should be 
warned that additional treatment, sometimes 
temporarily combining LAI with the same anti-
psychotic in oral form to achieve a higher dose or 
with an additional agent may be necessary [130].

Despite the excitement about LAIs, they are 
not for everyone. First, some settings may feel 
that they lack the resources to make certain that 
individuals can obtain their prescriptions and 
have a sufficiently safe place to receive their 
injections. For others, problems like needle pho-
bia, insufficient trial periods of oral medications, 
and a history of neuroleptic malignant syndrome/
catatonia spectrum disorders can make LAIs dif-
ficult to use. Finally, financial and insurance bar-
riers or a wish for a fine-tuned taper or titration of 
medications may preclude the use of LAIs.

CSC programs for FEP utilize evidence-based 
practices in their approach to psychopharmaco-
logical management. The RAISE study demon-
strated that patients enrolled in NAVIGATE and 
the Connection Program were more likely to be 
prescribed an antipsychotic conforming to FEP 
treatment principles, such as using lower doses 
and implementing longer medication trials, while 

being mindful of side-effect profiles and using 
shared decision-making in choosing medications 
[83, 131–133]. NAVIGATE supports using 
measurement- based care to obtain information 
about patient problems that then allows the selec-
tion of evidence-based options that are presented 
in shared decision-making processes [133]. In 
NAVIGATE, patients have their vital signs taken 
at each visit and complete a self-report of symp-
toms, side effects, adherence, substance use, and 
preferences about changing or keeping their cur-
rent medications. Prescribing clinicians then 
assess symptoms and side effects guided by 
patient self-report, and decisions are made after 
providers and patients review evidence-based 
treatment possibilities. Patients are seen at least 
monthly but possibly more often if they are more 
symptomatic.

The NAVIGATE antipsychotic treatment 
algorithm is grouped into stages based on avail-
able data in FEP and the medication side effects. 
Table 14.6 summarizes NAVIGATE stage 1 anti-
psychotic recommendations.

NAVIGATE stage 2 medications include 
chlorpromazine, haloperidol, and olanzapine. 
Meanwhile, in this protocol, clozapine is reserved 
as a stage 3 agent for patients who have persistent 
positive symptoms after two antipsychotic medi-
cation trials. Incidentally, OnTrackNY employs a 
similar treatment approach as NAVIGATE but 
includes loxapine and perphenazine in its treat-
ment algorithm for first-line medication agents, 
given their decreased risk to cause metabolic side 
effects and EPS [132] .

When prescribing for adolescents with FEP, 
special consideration should be given to agents 
that are approved by the US Food and Drug 
Administration (FDA), such as aripiprazole, lur-
asidone, olanzapine, paliperidone, quetiapine, 
olanzapine, quetiapine, and risperidone, while 
recognizing that ziprasidone and asenapine do 
not have FDA approval in adolescents. It should 
be noted that studies have shown that ziprasidone 
[134] and asenapine [135] were not superior to 
placebo for treating schizophrenia in adolescents 
and may not be appropriate agents to use in the 
treatment algorithm for schizophrenia spectrum 
disorders in patients under 18 years of age.
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TAY with FEP may struggle with depressive 
symptoms during the acute course of illness, but 
these symptoms usually resolve with antipsy-
chotic monotherapy as psychosis remits. If 
depressive symptoms are severe, or if other inter-
ventions to address the symptoms are ineffective, 
providers may consider initiating antidepres-
sants. Prescribers may need to keep in mind that 
no guidelines for initiating antidepressants in 
FEP are available. In the RAISE-ETP study, con-
tinuous use of antipsychotic medications during 
the two years of study was recommended. 
Patients and families often wonder about the 
length of treatment and when discontinuation of 
antipsychotics should take place. There are lim-
ited data to guide discontinuation, and studies 
show that discontinuation during the first few 
years of illness increases risk of relapse [136–
138]. There are some data, although limited, that 
suggest that some people do not relapse after 
medication discontinuation [139]. However, until 
there is a way to identify those individuals who 
can safely discontinue medication, the best strat-
egy may be to continue prescribing maintenance 
dopamine antagonist agents at the lowest effective 
dose.

 Minimizing Side Effects

It is very important to establish the comprehen-
sive treatment goals at the outset of treatment 
outlined in Table  14.6 and to relate and assess 
pharmacotherapy’s role in helping or hindering 
those goals. This means assessing symptoms and 

reviewing side effects. While many health sys-
tems have electronic medical records with auto-
matic alerts prompting clinicians to check for 
side effects, many clinics do not enjoy this lux-
ury. Practitioners who prescribe antipsychotic 
medications for youth need to check necessary 
vital signs (height, weight, body mass index 
(BMI)) at every visit. They also must complete 
fasting labs, including blood glucose and a lipid 
profile at regular interviews: pretreatment, at the 
3-month mark, at the 6-month mark, and at 1-year 
posttreatment initiation. Where indicated, we 
also recommend obtaining electrocardiograms 
prior to treatment and after the treatment is 
initiated. This includes situations in which 
ziprasidone is prescribed and where patients have 
an underlying heart condition that would place 
them at increased risk for complications with 
prolonged repolarization. Clinicians should 
systematically screen for extrapyramidal 
symptoms (EPS), including acute dystonia, 
akathisia, parkinsonism, and tardive dyskinesia 
(TD). The management of EPS will be discussed 
further in the chapter.

As previously stated, patients treated with anti-
psychotic medications, especially SGAs, are at an 
increased risk for weight gain, and multiple strate-
gies have been suggested for the management of 
SGA-induced weight gain and metabolic derange-
ment. While a discussion of this is worthy of its 
own book chapter, we can simply write that there 
is evidence that multimodal treatment, including 
education around nutrition and helping young peo-
ple think about ways that they can keep their bod-
ies moving, is key [140–143]. Terms like “exercise” 

Table 14.6 Navigate stage 1 antipsychotic recommendations

Medication Advantages Disadvantages
Aripiprazole Favorable metabolic profile, may have better efficacy for 

depression and negative symptoms, has long-acting 
formulations

Higher risk of akathisia

Quetiapine Sedative effects may be useful in acute treatment Higher risk for metabolic side effects; 
sedative effects may not be desirable 
long term

Risperidone 
(paliperidone 
if >2 week 
LAI)

Has the most data from first-episode studies, has fewer 
metabolic effects than quetiapine but more than 
aripiprazole, has long-acting formulations that can last 
up to 3 months between injections

Causes hyperprolactinemia, no direct 
paliperidone first-episode studies

Ziprasidone Favorable metabolic profile BID dosing and need to take with food 
can be a barrier to patient adherence

From Robinson, D, Quick Guide to Navigate Psychopharmacological Treatment. 2019
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or “diet” or making broad “boiler plate” recom-
mendations are not helpful. These recommenda-
tions often have the quality of making the 
practitioner feel better and the patient worse and 
result in few, if any, changes. Instead, it is impor-
tant to take a genuine interest in an individual’s 
lifestyle, drilling down on the specifics of how one 
moves their body or does not. Providers should 
explore with patients the opportunities they have 

to be active in safe situations. Similarly, writing a 
nutrition journal with a patient and taking a non-
shaming stance as one inquires about nutrition 
choices and food security is crucial. There is evi-
dence for the use of metformin in mitigating anti-
psychotic-related weight gain [144, 145] and 
dyslipidemia [146] in adults and weight gain in 
adolescents [147]. Table 14.7 presents some gen-
eral guidelines on commonly used SGAs.

Table 14.7 Second-generation antipsychotic medications (SGAs)

Generic Name
Brand 
Name

Long acting 
formulation

FDA approved 
for adolescents Sedation

Weight 
gain Notes

Aripiprazole Abilify
Abilify 
Maintena

Yes
4 weeks

Yes (13–17 
y/o)

+ + Can be activating

Asenapine Saphris No No +++ +++ Tablet “melts” in the mouth
May not eat or drink for 10 
minutes after taking

Brexpiprazole Rexulti No No ? +++? Serotonin and dopamine receptor 
modulator

Iloperidone Fanapt No No +++ +++
Lurasidone Latuda No Yes (13–17 

y/o)
+++ Short 

term: 
+++
Long 
term: +

Must be taken with food (min 
350 calories)

Olanzapine Zyprexa No Yes (13–17 
y/o)

++++ ++++

Paliperidone Invega
Invega 
Sustena
Invega 
Trinza

Yes
4 weeks
3 months

Yes (13–17 
y/o)

+++ +++ Active metabolite of risperidone

Quetiapine Seroquel No Yes (13–17 
y/o)

++++ +++ Sedation dose dependent
Check thyrotropin and free T4 at 
baseline and follow-up
Eye exam at baseline and at 6 
months

Risperidone Risperdal
Risperdal 
Consta

Yes
2 weeks

Yes (13–17 
y/o)

+++ +++ High risk for elevated prolactin 
(obtain level if symptomatic)

Ziprasidone Geodon No No ++ + Must be taken with food (min 
350 calories)
Obtain ECG at baseline, during 
titration, and at maximum dose

Clozapine Clozaril No No ++++ ++++ Proven to reduce suicides in 
schizophrenia
Drooling can be an issue
Obtain ECG at baseline
Associated with orthostatic 
hypotension, tachycardia, 
myocarditis, and cardiomyopathy

Adapted and revised, from Conrad SK, Farris MS, Nicoli D, Ly R, Hobson K, Morenz R, Schmick E, Myers J, Smart 
K, Shenoy A, Usher C. Early Assessment & Support Alliance Center for Excellence (EASA C4E) medication guide. 
EASA Community website. December 8, 2017. Available at: http://www.easacommunity.org/PDF/easa-med-guide.pdf

14 First-Episode & Early Psychosis in Transition-Age Youth

http://www.easacommunity.org/PDF/easa-med-guide.pdf


300

While SGAs are more prone to be associated 
with cardiometabolic side effects, first- generation 
antipsychotic medications have been more com-
monly associated with EPS compared to SGAs in 
the treatment of first-episode psychosis [148]. 
Table 14.8 organizes prescribing information on 
commonly used FGAs.

All patients who are started on antipsychotic 
agents should be evaluated for extrapyramidal 
symptoms weekly, until the medication dose has 
not been increased for at least 2 weeks. After 
dose stabilization, the frequency for EPS evalua-
tion should depend on the side-effect profile of 
each antipsychotic medication and the patient’s 
vulnerability. For monitoring, clinicians can use 
the Abnormal Involuntary Movement Scale 
(AIMS) [149], the Neurological Rating Scale 
[150], or the Barnes Akathisia Scale [151], and 
can rely on direct observation and obtain a 
detailed history about extrapyramidal symptoms.

Acute dystonia is a sustained involuntary 
muscle spasm or abnormal posture (particularly 
in the head and neck) that typically occurs shortly 
after starting treatment with an antipsychotic 
agent. It can occur shortly after increasing the 
dosage of medication, as well as anytime during 
the course of treatment. It may be more common 
in young patients and with higher medication 

dosages and typically ends with discontinuation 
of the offending agent. Dystonia can be treated 
with an anticholinergic medication such as 
diphenhydramine or benztropine [152].

Akathisia is the most common movement 
disorder side effect. It usually occurs hours to 
days after starting the dopamine-blocking 
agents but can happen at any time. Akathisia 
usually presents with increased psychomotor 
activity, restlessness, and inability to sit still. It 
may also present as a subjective intense feeling 
of restlessness. Akathisia can be managed by 
cautiously lowering the dose or switching to 
another agent. There is also evidence for the use 
of beta blockers, benzodiazepines, and benztro-
pine [153, 154].

Parkinsonism (i.e., any condition that causes 
movement problems similar to those seen in 
Parkinson’s disease) can present with tremor, 
muscle rigidity, bradykinesia, or difficulty with 
walking. These symptoms generally occur two 
weeks to one month after starting an antipsy-
chotic or increasing the dose but can happen at 
any time during treatment and usually stops with 
discontinuation of the offending agent. Treatment 
of parkinsonism includes lowering the dose of 
the antipsychotic, switching to an SGA or one 
less often associated with EPS, or using other 

Table 14.8 First-generation antipsychotics (FGAs)

Drug name
Brand Name 
(all ®)

Long-acting 
injectable

FDA approval for 
adolescents Sedation

Weight 
gain Notes

Chlorpromazine Thorazine No No ++++ +++ Excellent for short-term 
use, but risk of TD can 
limit long-term use

Fluphenazine Prolixin
Prolixin 
Decanoate

Yes
2 weeks

No ++ ++ Less sedation and 
orthostatic hypotension but 
more EPS risk

Haloperidol Haldol
Haldol 
Decanoate

Yes
4 weeks

Yes (3–17 y/o) ++ ++ Can be used for tic 
disorders

Loxapine Loxitane No No +++ +
Perphenazine Trilafon No Yes (12–17 y/o) +++ +++
Thioridazine Mellaril No Yes +++ +++ Very limited availability

Associated with prolonged 
QTc

Thiothixene Navane No Yes (12–17 y/o) ++ +
Trifluoperazine Stelazine No Yes (6–12 y/o) +++ +

Adapted and revised from Conrad SK, Farris MS, Nicoli D, Ly R, Hobson K, Morenz R, Schmick E, Myers J, Smart K, 
Shenoy A, Usher C. Early Assessment & Support Alliance Center for Excellence (EASA C4E) medication guide. EASA 
Community website. December 8, 2017. Available at: http://www.easacommunity.org/PDF/easa-med-guide.pdf
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medications to specifically treat these side effects 
[155, 156]. Medications commonly used to treat 
parkinsonism include benztropine, trihexypheni-
dyl, and amantadine [157, 158].

Tardive dyskinesia is an involuntary repetitive 
movement that typically occurs a few months 
after receiving antipsychotic treatment and will 
persist at least after a month after discontinuation 
of the offending agent [1]. These movements 
usually involve the tongue, lower face, and jaw 
but can also involve the torso or the respiratory 
muscles. Risk factors include older age, longer 
duration of treatment [159], and developing EPS 
at early stages of treatment with antipsychotic 
medications [160]. Despite these risk factors and 
common presentation, TD can be seen in 
TAY. The treatment of tardive dyskinesia is com-
plex, and therefore the emphasis is on early 
detection and frequent monitoring. Treatment 
strategies may include reducing the dose or 
switching from first-generation antipsychotic 
agents to second generation, in particular clozap-
ine or quetiapine [161]. Valbenazine is an FDA- 
approved [162] agent for the treatment of tardive 
dyskinesia in adults and showed efficacy in short- 
term treatment [163, 164]. There is limited evi-
dence for the use of benzodiazepines [165], 
tetrabenazine, or botulinum toxin injections 
[166], but these choices should be considered if 
clinically appropriate.

No discussion of antipsychotic treatment is 
complete without mentioning clozapine. 
Clozapine has shown superior efficacy, compared 
to the other antipsychotics, for both adults and 
adolescents [121, 138, 166]. However, due to the 
risk of agranulocytosis and the need for frequent 
blood draws and monitoring, lowering of the sei-
zure threshold, myocarditis, and weight gain asso-
ciated with clozapine treatment, this is not the 
first-line treatment for first-episode psychosis and 
is usually reserved for treatment-resistant patients.

 Psychotherapeutic Interventions

Optimizing support for individuals with FEP can 
take many evidence-based forms, including indi-
vidual and multifamily supportive psychotherapy 

groups. Psychoeducation, as well as individual-
ized support for employment, scholastic, and 
interpersonal goals [99], is delivered by a range 
of professionals. Briefly, it is important to note 
that family involvement has repeatedly been 
shown to improve outcomes for individuals with 
FEP [100]. When TAY are comfortable with their 
family (or those that they consider to be part of 
their family) being involved, it is ideal that they 
are part of the treatment.

The multi-family group (MFG) with psycho-
education model was developed by McFarland 
and colleagues in Portland, Maine. Many pro-
grams including Oregon’s CSC teams, the Early 
Assessment and Support Alliance (EASA) utilize 
this model as a therapeutic intervention [167]. In 
these groups, multiple families (which includes 
anyone the client identifies as “family” or mem-
bers of their support network) and clients (who 
have the choice to participate or opt out) join 
with two trained facilitators for problem-solving-
focused sessions. The typical format of MFGs 
involves some time for socializing, then going 
around the room and reviewing the week’s events 
and reviewing how families utilized “Family 
Guidelines” to either de-escalate tensions or antic-
ipate and manage problems. These guidelines are 
posted in the meeting space and contain practical 
maxims like “keep it cool” or encouragement to 
“suspend expectations, temporarily.” In the review, 
usually families or individuals bring up problems 
to be solved, and then the group, together, decides 
which of these to address that week. The group 
then spends at least 45 minutes defining the prob-
lem, generating possible solutions/management 
strategies, and weighing the pros and cons of each 
of these approaches. The family/individual then 
chooses which of these strategies they would like 
to employ over the next 2 weeks, and they deter-
mine who is responsible for implementing the 
various aspects of their preferred solution. The 
family/individual then returns to the next MFG for 
a report on how things went and if the strategy was 
useful. Thus, the entire multifamily group con-
tributes to and learns from the process. The MFG 
format may be adapted for work with individual 
families and for clinicians/families working out-
side of CSCs.
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While many individual psychotherapeutic 
approaches have been studied for addressing FEP, 
the most well-studied psychotherapeutic approach 
and the anchoring treatment from which many 
other modified approaches are derived is cognitive 
behavioral therapy (CBT) [88]. CBT for psychosis 
(abbreviated CBTp) has been shown to effectively 
reduce positive and negative symptoms [168] 
with effect sizes reported between 0.40 and 0.65 
[169, 170]. CBTp has also been shown to impact 
overall functioning, mood, and social anxiety, and 
it can be modified for individual, family, and 
group treatment [171, 172].

As informed by Brabban and colleagues, the 
fundamental principles of CBTp include the fol-
lowing: (1) collaborating on a formulation that 
helps inform how and where psychotic symp-
toms arise and are maintained, (2) normalizing 
the psychotic experience as an extension/hyper-
active extension of human experiences, and (3) 
accepting psychotic symptoms as information/
sensory input that one is receiving that one does 
not necessarily need to act upon. For example, 
one can resist acting in accordance with a com-
mand auditory hallucination or, in opposition to 
a symptom, attempting to get rid of it [173]. In 
this way, CBTp may be a powerful adjunct to 
pharmacotherapy as one may experience medi-
cations as a means of turning the volume down 
on signals/symptoms that one may be receiving, 
allowing them to accept their presence without 
needing to take drastic symptom-syntonic or 
-dystonic action.

As with all forms of psychotherapy, developing 
a strong therapeutic rapport and working alliance 
is key. This is particularly essential in CBTp, 
where due to one’s psychosis and the jarring, 
traumatic nature of urgent treatment (including 
emergency department visits and hospitalizations), 
trusting others may be very difficult. Again, since 
this may be due to paranoia, a potential history of 
trauma, and/or an individual’s traumatic 
experiences of coercive emergency treatment prior 
to engaging in outpatient work, taking a slow 
history and growing to understand the individual’s 
subjective experience are key. Practitioners 
utilizing CBTp are encouraged to proceed very 
slowly, making certain that there is a strong 

working alliance before moving to the next phase 
of treatment.

In the second phase of treatment, the CBTp 
therapist sits with their chair alongside or at a 
45-degree angle to the patient and looks out of 
the window wondering how the individual expe-
riences the world and how they put together their 
understanding. At this point, CBTp therapists 
adopt a very neutral stance, potentially sharing 
some of what they see happening in the world but 
not challenging the patient’s view. In the third 
phase of CBTp, therapists work with individuals 
to link how the experiences or events in a per-
son’s life are interpreted and how this interpreta-
tion links to thoughts, feelings, and actions. At 
this phase, the therapist may encourage the indi-
vidual to examine how certain actions and behav-
iors may be adaptive or maladaptive.

In the fourth phase of CBTp, the formulation 
is put into action, introducing new coping skills 
that address some of the concerns outlined. For 
example, each time a college student with FEP 
went to class, he found himself panicking because 
he felt everyone was reading his thoughts. This 
led him to leave class early, or avoid class com-
pletely. This young man then found his grades 
dropping. In therapy, he shared that he still 
believed that, even when he was not present for 
the class, others could read his thoughts. In 
response, this student worked with his therapist 
to outline the pros and cons of attending class and 
on some adaptive coping strategies. The student 
reasoned that because he suspected that no matter 
what he did he would sense that people were 
reading his thoughts, it was better that he attend 
class because that way he took notes and got 
credit for attending. Further, the student worked 
to arrive early and get a seat in the back so he 
could monitor others and not have people sitting 
behind him. To do so, he had to set reminders on 
his smartphone to get to class on time.

While CBTp as articulated in traditional man-
uals and literature certainly contains some of the 
classic evaluation of evidence for and against a 
cognitive distortion or delusion, contemporary 
CBTp very much focuses on the extent to which 
one’s relationship to a given symptom is working 
for them [174]. CBTp is an attempt not to correct 

P. Faraji et al.



303

(or coerce) beliefs but to help individuals func-
tion more adaptively and flexibly.

 Suicide Risk, Thinking About 
Support, and Relapse Response

While the precise rate of suicide in schizophrenia 
spectrum disorders has been disputed, the litera-
ture is clear that the riskiest period for suicide 
attempts is in the year following a first episode, 
and all-cause mortality in individuals 16–30 
years old is as high [175] as 24 times that of 
same- age peers [176]. Vigilance around suicide is 
extremely important. Tools such as the Columbia 
Suicide Severity Rating Scale may be useful in 
systematically assessing suicide risk [177]. In 
addition to standard assessments of suicide, 
within the emerging adult early psychosis popu-
lation, we recommend inquiring about a history 
of suicide attempts and rehearsing suicide or sui-
cidal gestures. Further, clinicians should assess 
one’s sense of being a burden to others, an indi-
vidual’s sense of belonging or not belonging, 
access or lack thereof to supportive people, and 
future-orientation versus hopelessness. A family 
history of suicide and connection to friends and 
peers or identification with famous figures (art-
ists, musicians, actors, athletes) who died by sui-
cide should also be assessed. One of the most 
common problems identified in chart reviews of 
suicide risk assessment in FEP is the failure to 
document how, based on the information gath-
ered in such assessments, the clinician(s); sup-
ports for the client/patient, including friends/
family; and the individual will alter their 
approach. Developing a comprehensive plan to 
address risk factors and lethal-means reduction 
as part of early treatment planning is key.

The term “relapse” with regard to FEP 
is fraught as in the lay use of the term there 
is the implication that relapse is something 
one chooses. Further, while studies generally 
demonstrate a response to treatment, this can 
sometimes fall short of something one might, 
themselves, consider remission. For example, 
in a study by Phahladira and colleagues that fol-
lowed 98 individuals with FEP over two years, 

70% of the individuals achieved symptom remis-
sion, yet less than half that number [29] met 
the criteria for a complete, functional recovery 
[178]. It may be offensive to many individuals, 
who subjectively do not feel their symptoms 
are sufficiently addressed or their function-
ing adequately restored or who may not expe-
rience their symptoms as problematic, to hear 
language of remission and recovery. Thus, care 
should be taken when talking to individuals and 
families about the relapse of symptoms follow-
ing stabilization of a first episode of psychosis. 
Using phrases like “the return of symptoms” or 
“a period of worsening” can be helpful. Still, 
in medical vernacular, relapses are common in 
FEP, and preparing for them is an important part 
of empowering young people. The core compo-
nents of a relapse prevention and contingency 
plan include identifying events or situations that 
triggered or signaled previous episodes and a list 
of early warning signs that one is at risk for the 
exacerbation of underlying symptoms. It is also 
important to determine what the patient thinks 
might be helpful should such a thing occur, 
who the individual believes would be helpful, 
and who they can reach out to (and how) in an 
emergency.

 Conclusion

Transition-age youth with first-episode psychosis 
experience a wide range of emotional, psychologi-
cal, interpersonal, and social stressors. The com-
mon goals of interventions for FEP are to (1) engage 
the individual and their support network in treat-
ment, (2) help them understand and process the 
experience of psychosis, (3) facilitate drawing on 
the person’s strengths and resources and developing 
new coping skills to help manage symptoms and 
stressors, and (4) identify personal goals and 
strengths and keep hope alive that psychotic symp-
toms are an imposition but that the diagnosis of psy-
chosis is not tantamount to one needing to abandon 
their dreams. Romantic partnership, employment, 
and academic achievement are still possible. CSC 
programs have been designed to achieve these goals 
by (1) providing support and psychoeducation to 
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individuals and their support network, (2) reducing 
the impact of symptoms by pharmacotherapy, (3) 
decreasing symptoms burden and impact on social 
aspects of life by psychotherapy and family inter-
ventions, (4) providing vocational services to sup-
port education and employment, and (5) providing 
case management and peer support to help with 
problem- solving and advocacy.
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 Introduction

Transition to adulthood is an exciting milestone 
that presents unique challenges for persons with 
disabilities. There are various types of disabilities 
including those that affect a person’s thinking, 
learning, communication, vision, hearing, move-
ment, social relationships, and mental health. 
Typically developing transitional age youth 
(TAY) experience enhanced levels of responsi-
bilities when they turn 18  years old and often 
continue to receive some level of support from 
their primary caretakers well into adulthood. For 
children with disabilities, the transition into 
adulthood includes additional challenges, may be 
more abrupt, and is too often synonymous with 
drastic and sudden change in support. It is not 
unusual for youth with disabilities aging out of 
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Key Points
• The number and magnitude of changes 

for transitional age youth (TAY) with 
disabilities require more planning for a 
successful transition and frequently 
exceed those for typical TAY.

• Effective transition plans center around 
the youth’s strengths, needs, and prefer-
ences inclusive of “self-determination” 
and the “dignity of risk.”

• Planning for a successful transition 
should start well before the transition 
date and include representatives from all 
systems of care.

• Multiple life domains must be exam-
ined, including legal capacity needs, 
housing, accessing funds and benefits, 
and transitioning health care from pedi-
atrics to adult care.

• Medicaid is the primary funding source 
of community-based long-term health 
care and living supportive services 

through its home- and community-based 
services (HCBS) waivers that are 
defined by each state.

• Youth with continuing education or 
employment goals are more likely to 
find themselves in situations providing 
the three key elements for happiness – 
meaningful activity, relationships, and 
goals.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_15&domain=pdf
https://doi.org/10.1007/978-3-030-62113-1_15#DOI
mailto:DrD@LifeConnectHealth.com


312

the school system to experience changes that can 
cause significant disruptions (Fig. 15.1).

A comprehensive transition plan can be a 
highly effective process to eliminate some of the 
highlighted challenges and support the youth 
with developing their vision for their future. In 
this chapter, as we examine the elements of suc-
cessful transition planning for youth with various 
disabilities, it is appropriate to begin with the 
guiding principle of self-determination.

 Key Principles of Transition 
Planning: Self-Determination, 
Timeliness, and Cross-System 
Planning

 Self-Determination

Self-Determination: “free choice of one’s own 
acts or states without external compulsion” [1].

The American Association on Intellectual and 
Developmental Disabilities (AAIDD) and The 
Arc, the largest national advocacy organization 
for intellectual and developmental disabilities (I/
DD), have jointly authored a position paper that 
details the right of individuals to self- 
determination including the right “to opportuni-
ties, respectful support, and the authority to exert 
control in their lives, to direct their services, and 
to act on their own behalf…the individual must 
be able to advocate for themselves with the assur-

ance that their desires, interests, and preferences 
will be respected and honored” [2].

Commonalities in the many definitions of self- 
determination include an individual taking con-
trol and responsibility for one’s life, setting goals, 
taking the initiative to reach these goals, and 
making choices motivated primarily by internal 
desires, rather than being motivated by external 
pressures or rewards. Self-determinism realizes 
that one has a real choice to control one’s destiny, 
but it does not mean being entirely independent 
or self-sufficient. Similarly, the concept of auton-
omy does not mean being entirely independent 
from others [3, 4]. This is particularly important 
for youth with disabilities who frequently lack 
opportunities to learn self-determination skills. 
Adults or teams of adults tend to make well- 
intentioned decisions for youth with disabilities 
to protect them from unwanted consequences. 
While this may protect individuals, it conveys an 
erroneous assumption that the individual who has 
disabilities is incapable of independent decision- 
making. Additionally, it denies the individual the 
personal freedom to experience an essential self- 
esteem milestone, the “dignity of risk.” This is 
the concept that self-determination and risk- 
taking allow an individual to both make a choice 
and experience the consequences of their choice 
[5, 6]. There are many resources on developing 
self-determination skills in youth with disabili-
ties. The National Center on Secondary Education 
and Transition (NCSET) has a publication that 

Changes in payors, benefits and medical coverage

Changes in physical health and behavioral health providers

Changes in the people who provide support daily, which often results in the loss 
of meaningful relationships

Changes in daily routine often from busy school days to unstructured time

Changes in living arrangements 
Fig. 15.1 Changes to 
supports for TAY with 
disabilities
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includes the table titled, “Promoting Self- 
Determination in Youth with Disabilities: Tips for 
Families and Professionals” [7] which succinctly 
lists valuable teaching or coaching strategies in 
the following domains:

• Promote Choice Making
• Encourage Exploration of Possibilities
• Promote Reasonable Risk Taking
• Encourage Problem Solving
• Promote Self Advocacy
• Facilitate Development of Self-Esteem
• Develop Goal Setting and Planning
• Help Youth Understand Their Disabilities

An Individualized Education Plan (IEP) can 
be utilized to memorialize goals and objectives 
related to building self-determination skills and 
to reflect effective strategies to implement across 
environments by all systems of care. Early imple-
mentation of these strategies affords TAY oppor-
tunities to practice these skills prior to 
transitioning from high school [4].

A key to success in the transition process is to 
guarantee the youth’s central role in the transition 
plan development. The end product ideally accu-
rately reflects the youth’s preferences and con-
tains realistic, appropriate life-stage choices. 
Transition planning often necessarily focuses on 
the youth’s vulnerabilities and strategies to mini-
mize risks for the future. However, it is critical 
that the plan provides equal focus on the youth’s 
preferences and dreams for the future. The team’s 
role is to carefully assess the youth’s abilities and 
needs and formulate choices that relate directly 
to his or her ambitions. This can be a difficult 
process, as many youth have not yet had life 
experiences that promote self-determination. It is 
common for youth nearing adulthood to struggle 
with articulating a vision for their future, but it is 
the supporting team’s responsibility and privilege 
to help them formulate it. There are a number of 
ways to do so, such as interviewing TAY to estab-
lish preferences in the type of living environment 
they hope for, exposing them to job sampling and 
career fairs which can be facilitated through a 
meaningful IEP, and obtaining feedback from 
primary caretakers. There are formal resources 

such as the Happiness Assessment [8] which help 
individuals articulate their future goals. In some 
situations, youth may present dreams and goals 
that the supporting team may think are unrealis-
tic. Teams must proceed cautiously when provid-
ing feedback, as they do not want youth to feel 
hopeless about the possibility of achieving their 
dreams. Rather, the team has an opportunity to 
help the youth identify and prioritize essential 
elements of their dreams and determine how to 
incorporate them in the transition plan. For 
example, a youth may state his vocational goal is 
to become a National Basketball Association 
(NBA) professional basketball player. Instead of 
judging NBA eligibility as unreachable, adults 
can help the youth explore what is really impor-
tant to him about that goal. For example, a sup-
porter may ask if being part of a team is important, 
and if so, look at jobs that involve teams of work-
ers. If the youth remains focused on being on an 
NBA team, then supporters may assist in break-
ing down the steps needed to achieve this dream. 
For example, an individual may be able to see 
that playing recreationally on a local team (e.g., 
offered by the Special Olympics) to improve bas-
ketball skills is a step leading toward his ultimate 
goal. If he struggles with punctuality and use of 
public transportation, the supporters may be able 
to use this to provide new motivation to work on 
specific life skills in order to make it to the team 
practice. Helping a youth set realistic stepwise 
expectations and goals for his or her future that 
are based on preferences and dreams is the most 
effective way to meaningfully engage the youth 
in his or her own transition process.

 Timeliness

Planning for a successful transition begins as 
early as possible (i.e., a minimum of 2 years prior 
to the youth’s 18th birthday) and is an ongoing 
process throughout adolescence. IEP meetings 
are great opportunities to further define educa-
tional and vocational goals for the future, identify 
skill-building opportunities that relate directly to 
those goals, and continue to offer opportunities 
for exploration. Vocational and educational 
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domains are critical areas of focus in preparing 
for adulthood, but defining a life plan needs to be 
inclusive of additional domains (i.e., social rela-
tionships, meaningful activities in the community, 
health and wellness, housing). Existing resources 
such the “transition toolkit” developed by the 
Parent Information Center (https://picnh.org/wp-
content/uploads/2018/06/Transition-Toolkit-
2018v2.pdf) or the toolkit created by the National 
Technical Assistance Center on Transition (https://
transitionta.org/) can help organize the transition 
planning milestones in an actionable format 
across environments. Helping TAY define their 
preferences across domains and assessing their 
needs and abilities in each area is a lengthy pro-
cess that best occurs concurrently with the devel-
opment of vocational and educational goals. The 
more time the youth is afforded to explore options 
and receive feedback and education, the more 
likely they are to feel empowered to make deci-
sions and be hopeful about their future.

 Cross-System Planning

As a transition date (18th birthday) approaches 
and a plan becomes actionable, it is extremely 
helpful when individuals who will support the 
youth once they have crossed into adulthood par-
ticipate in the planning. It is not unusual for a 
youth and their team to initially feel confident 
about the plan defined. However, problems with 
information-sharing results in elements of the 
plan not being implemented. The best safeguard 
to prevent such a situation is including future 
support representatives in the planning stages 
rather than simply providing a “warm hand-off” 
between the current and future supporters. 
Representatives from the following future sys-
tems should be considered: residential providers, 
behavioral health services providers, employ-
ment training and support providers, and case 
management services. This allows the youth to 
build rapport with the individuals who will cham-
pion the plan in the future and further builds the 
youth’s trust and engagement in the process. 
Additionally, those who have expertise in 
resources and opportunities in adult services can 

greatly enrich the discussion. Participation in 
transition planning also helps the adult system 
support team obtain rich knowledge about the 
youth’s abilities, needs, and preferences.

 Elements of a Successful 
Transition Plan

In addition to defining goals for the future, there 
are a number of critical elements to consider in a 
comprehensive transition plan to ensure appro-
priate supports are in place and to avoid unnec-
essary challenges such as lapses in services, loss 
of important supports, and missed opportunities 
for benefits during the course of transition to 
adulthood.

 Legal Capacity Needs

One of the instant and inherent changes of turn-
ing 18 years old is becoming one’s own guardian 
by default. During the transition planning pro-
cess, it is important to examine an individual’s 
abilities to manage affairs with the help and sup-
port of their existing and future teams. In some 
cases, there may be concerns that a youth lacks 
the competency to make major life decisions 
even with support. Consequently, he or she may 
be at risk for substantial harm and may need to 
become a ward who is afforded special protec-
tions. When that is the case, the team may want to 
explore options for guardianship, a lengthy legal 
process ideally initiated early, at least 1 year prior 
to the youth’s 18th birthday. In some states, dis-
tinctions are made between guardianships and 
conservatorships, but both are legal mechanisms 
for legal authority to be awarded to others. The 
team can attempt to first identify natural support-
ive individuals who could petition the court for 
guardianship or conservatorship. If none exist or 
are willing, the team must explore options for a 
state-appointed guardian or paid guardian, 
depending on the programs available in the state 
of residence.

There are different types of guardianships and 
conservatorships. Full guardianship is applicable to 
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all life decisions, while others are limited to a cer-
tain domain, such as medical, psychiatric, or finan-
cial decisions. Guardianship can be temporary or 
permanent depending on the situation. As part of 
the legal filing process, a medical professional will 
conduct an assessment and make recommenda-
tions as to which type of guardianship is necessary, 
and the court will make the final determination.

It is important to recognize that seeking guard-
ianship or conservatorship for a person is a seri-
ous matter, as it strips the person’s autonomy to 
make choices. A 2019 joint position statement 
from AAIDD and The Arc states that 
 “guardianship has been over-used by those who 
were unaware of less intrusive alternatives or 
who simply wanted to have their views prevail 
over the wishes of the individual” [9]. When con-
sidering guardianship or conservatorship, sup-
porting teams must not confuse the youth’s 
competency (or lack of) to make decisions with 
the perceived quality of the decisions made. 
People have the right to make decisions that oth-
ers may view as “bad.” Physicians are well aware 
that many people who are very competent (i.e., 
capable) often make choices contrary to their best 
long-term interest. For example, many people 
have heard their doctors’ recommendations to 
stop smoking, lose weight, or exercise regularly 
but do not take the advice and choose to eat 
donuts, smoke cigarettes, and skip the gym mem-
bership in favor of a movie channel subscription. 
Persons with disabilities have the same right to 
make choices as long as they are competent, 
meaning they have the ability to understand the 
consequences of their choice.

 Living Arrangements and Access 
to Funds

Planning for housing and having sufficient fund-
ing for adulthood can be a lengthy and complex 
process. Understanding the basics of the options 
available and how those options may be financed 
is critical and can save time and frustration on 
everyone’s part. There are resources helpful in 
deciphering the “alphabet soup” of acronyms 
encountered on this topic such as the Center for 

Parent Information and Resources website list, 
“Disability and Special Education Acronyms,” 
available at https://www.parentcenterhub.org/
acronyms/. It is important for supporting teams to 
both understand all of the options that are avail-
able to the youth and also define what supports 
are needed for the youth to be safe and integrated 
in their community.

 Understanding the Waiver
Medicaid is the primary funding source of 
community- based health-care long-term ser-
vices, primarily through its home- and 
community- based services (HCBS) waivers 
(Section 1915 [c] or [ i ] waivers) [10]. While 
state and federal Medicaid together provide over 
75 percent of the funding for services for people 
with I/DD nationwide, many states have lengthy 
waiting lists, and many eligible individuals are 
unable to access the needed supports [11]. 
Eligibility for these Medicaid programs is deter-
mined on a state by state basis but generally 
requires that the young adult has received a diag-
nosis of intellectual and/or developmental dis-
abilities before age 21 years and their income and 
assets must not exceed the threshold set by 
Medicaid (updated annually). Individuals with 
assets exceeding the threshold may be required to 
spend down their assets (sometimes referred to as 
Medicaid Buy-In programs) prior to qualifying 
for HCBS waiver.

The Section 1915(c) Waiver
Section 1915(c) of the Social Security Act autho-
rizes the Medicaid HCBS waiver program which, 
in turn, authorizes states to request the option of 
providing home- and community-based alterna-
tives to institutional care. This effectively waives 
certain requirements in Medicaid law so that 
states may offer intensive community-based ser-
vices comparable to an institutional level of care 
for those individuals who choose to receive ser-
vices in their home or community making it pos-
sible for persons with disabilities to live and work 
among family and friends rather than in an insti-
tutional setting [10].

HCBS waivers can provide general assistance 
for individuals with mental illness, intellectual 
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disabilities, and/or physical disabilities of any 
age. Both medical and nonmedical services can 
be provided depending on the Medicaid program 
though persons eligible for Medicare benefits 
(usually 2  years after being granted disability) 
often have medical services covered by Medicare 
as a primary insurance and Medicaid as their sec-
ondary payor. Nonmedical services, such as 
respite care, skills support and development, 
transportation, case management, home health 
aide, day programs, funding for special diets, and 
in-home modifications for accessibility, often can 
be covered by Medicaid in addition to traditional 
speech, hearing, occupational, or physical 
therapies.

The 1915(i) SPA (State Plan Amendment) The 
1915(i) SPA was created in the Deficit Reduction 
Act of 2005 (DRA, P.L. 109-171) and was 
updated by the Patient Protection and Affordable 
Care Act (ACA, P.L. 111-148, as amended) to 
allow states to provide HCBS services under 
their Medicaid state plans without obtaining a 
waiver from Centers for Medicare and Medicaid 
Services (CMS). Unlike Section 1915(c) waivers, 
the 1915(i) SPA allows states to set the qualifying 
level for HCBS at either an institutional level of 
care or lower.

Like the Section 1915(c) waiver, the 1915(i) 
SPA allows states to design service packages tar-
geted to people with specific needs, including 
special services for those who have developmen-
tal disabilities, physical disabilities, mental ill-
ness, or substance use disorders. States may offer 
benefits to a specific age group without regard to 
comparability of services for those who do not 
receive the 1915(i) services, although they must 
abide by the statewideness rule, dictating that 
state Medicaid programs cannot exclude enroll-
ees or providers because of where they live or 
work in the state [10].

 Understanding Some Additional Terms
Long-Term Services and Supports (LTSS)  
Refers to medical and/or personal care and sup-
port services needed by individuals who require 
assistance with activities of daily living (ADLs 
such as eating, toileting, and self-care activities) 

and with instrumental activities of daily living 
(IADLs such as housework, shopping, preparing 
meals, managing money) and are determined by 
the payor to be necessary for the long term using 
a level of care assessment (e.g., community liv-
ing supports and supported employment 
services).

Managed Long-Term Services and Supports 
(MLTSS) Refers to the LTSS being managed/
administered by a managed care organization 
(MCO) rather than services paid directly by the 
state Medicaid agency without being managed. 
Movement nationally has been toward MLTSS to 
help with cost containment as this has histori-
cally been one of the most “expensive” popula-
tions for total cost of care. In an effort to reduce 
costs and to add value to the cross-system sup-
port team around an individual receiving LTSS 
services, many MCOs have programs that 
actively include an MCO staff person who is clin-
ically trained in nursing, social work, or therapy/
behavioral health. For example, Tennessee is the 
first state in the nation to require all Medicaid 
recipients be enrolled in a TennCare 
MCO. TennCare MCOs 1915(c) waiver program 
is called Employment and Community First 
Choices and has a defined role for the MCO clini-
cal staff person as the “Support Coordinator” 
who partners with the providers and the individ-
ual. While this may seem to blur the line between 
provision of payment and provision of service, 
the specific role identifies eligible individuals 
and administers the level of care assessments 
necessary to determine needed services. The 
Support Coordinator then assists the individual in 
accessing the needed services while staying 
within their benefit budget.

Level of Care (LOC) The service delivery set-
ting that meets the requirements deemed neces-
sary for the individual’s needs. Levels of care 
range from outpatient service settings and inten-
sive outpatient programs (IOPs) to residential 
treatment settings (RTCs), supported housing 
(SH), and intermediate care facilities (ICFs). The 
highest LOC is inpatient or acute 
hospitalization.
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Settings Final Rule This refers to the require-
ments for home- and community-based settings 
as defined in Section 1915(c) of the Social 
Security Act. A summary of the key provisions of 
the HCBS Settings Final Rule provided by CMS 
explains that the provisions in this final rule 
establish a more outcome-oriented definition of 
home- and community-based settings defined by 
the quality of the individual’s experience rather 
than based solely on a setting’s location, geogra-
phy, or physical characteristics. The settings 
requirements are meant to maximize the opportu-
nities for waiver participants to have access to the 
benefits of community living, including receiving 
services in a home or community setting [12]. 
The Center for Medicaid and CHIP services 
(CMCS) offers a Home and Community Based 
Settings Requirements Compliance Toolkit 
which is a summary of the regulatory require-
ments. The primary requirements are presented 
in Table 15.1 [13].

 Navigating the Waiver Process
It is important to understand the process to help 
TAY qualify for adult services and funding well 
in advance of the transition, ideally at least 
2 years prior to the youth’s 18th birthday. Each 
state defines the services that are available within 
their funding option, establishes an eligibility 
process, and ultimately administers the waiver in 
accordance with federal guidelines. Transition 
planning is therefore dependent on the state 
where the youth resides and begins with a review 
of the youth’s state waiver to understand the eli-
gibility criteria, enrollment process, and avail-
ability of services.

Once the enrollment process begins, the youth 
and team can expect to undergo a level of care 
assessment. States utilize specific assessment 
tools to determine the level of needs and support 
services the youth will require upon transition. 
This is very important as it determines eligibility 
for services, and in most states, such assessment 
is also used as a rate-setting tool that determines 
the annual funding available to the youth for ser-
vices. This assessment is an opportunity to sum-
marize and share all the findings of the needs 
evaluation that should be taking place throughout 

the transition planning process. It should be noted 
that each state has the flexibility to select which 
level of care assessment tool is utilized, and that 
information can be found in the state-specific 
HCBS 1915(c) document.

 Planning for Living Arrangements

It is important to understand that although fund-
ing for services is available through the states’ 
Medicaid waivers, the youth will be expected to 
contribute to their housing cost because “room 
and board” is specifically excluded from the 1915 
[c] waiver coverage [14]. Similarly, Medicaid 
waivers do not provide funding for personal 
needs expenses. Social Security benefits can be 

Table 15.1 Regulatory requirements for home- and 
community-based settings

For 1915(c) home- and community-based waivers and 
for 1915(i) State Plan home- and community-based 
services, home- and community-based settings must 
have all of the following qualities defined at 
§441.301(c) [4] and §441.710, respectively, and such 
other qualities as the Secretary determines to be 
appropriate, based on the needs of the individual as 
indicated in their person-centered service plan:
  The setting is integrated in and supports full access 

of individuals receiving Medicaid HCBS to the 
greater community, including opportunities to seek 
employment and work in competitive integrated 
settings, engage in community life, control personal 
resources, and receive services in the community, to 
the same degree of access as individuals not 
receiving Medicaid HCBS.

  The setting is selected by the individual from 
among setting options including non-disability- 
specific settings and an option for a private unit in a 
residential setting. The setting options are identified 
and documented in the person-centered service plan 
and are based on the individual’s needs, preferences, 
and, for residential settings, resources available for 
room and board.

  Ensures an individual’s rights of privacy, dignity 
and respect, and freedom from coercion and 
restraint.

  Optimizes, but does not regiment, individual 
initiative, autonomy, and independence in making 
life choices, including, but not limited to, daily 
activities, physical environment, and with whom to 
interact.

  Facilitates individual choice regarding services and 
supports and who provides them.
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used to cover room and board and personal 
expenses. It is important that support teams help 
the youth with applying for Social Security ben-
efits prior to their 18th birthday. Previous Social 
Security policies allowed the individual to apply 
30 days prior to their birthday, but the application 
processing time has been so lengthy that the 
30-day timeline often left youth with no benefit 
for several months after transition. The policy has 
since changed to allow youth to apply 90  days 
prior to their 18th birthday to reduce the occur-
rence of gaps in benefits. In conjunction with 
securing eligibility for services, the support team 
needs to help the youth articulate their prefer-
ences in regard to their living environment. Some 
of the topics to discuss include:

• Geography: establishing housing is important. 
For example, the youth may want to remain 
within a certain area where family and friends 
live to maintain in-person contact. Or, the 
youth may still be enrolled in high school, and 
a change of school due to moving locations 
may cause additional stress. When evaluating 
different locations, a team consideration is the 
availability of other ancillary services and 
accessibility to recreational and vocational 
activities.

• Physical plant: in addition to accommoda-
tions that may be required for medical needs, 
a youth may have preferences or needs regard-
ing the physical plant. For example, a youth 
may be ambulatory, but may prefer a ground 
floor bedroom, or may want to live in a home 
where it is possible to have a private bedroom 
and/or bathroom.

• Living with others: most housing options are 
inclusive of living with one or two house-
mates. Choice in housemates is an individual’s 
right under the requirements of the HCBS 
Settings Final Rule. It is important to under-
stand from the youth what characteristics are 
critical in a housemate and plan for meet and 
greets with potential housemates so each indi-
vidual is in agreement.

It is equally important to work with the youth 
on setting realistic expectations, as they may not 

find living arrangements that meet all of their 
preferences and fall within their benefit budget. 
Unfortunately, the adult services infrastructure 
has historically struggled to keep pace with con-
sumer needs. Therefore, working on the youth’s 
preparedness to compromise on some prefer-
ences may help prevent disappointment and neg-
ative feelings about the options offered.

Once the youth is presented with options from 
adult services providers, it is time for the youth to 
evaluate the options. This may include tours of 
potential housing options, meeting potential 
housemates and support staff, and exploring the 
nearby community. Being able to envision what 
their living environment could look like will 
empower them to make an informed decision and 
feel confident that they were afforded choice, and 
their plan incorporates their individual prefer-
ences and goals.

 Health-Care Transition

Many facets of transitioning youth’s health-care 
management drastically change with the transi-
tion to adulthood. Too often, TAY with Medicaid 
coverage aging out of pediatric health-care expe-
rience lapse in health insurance coverage. 
Although most continue to be eligible for 
Medicaid coverage, a redetermination process 
needs to be completed when transitioning into 
adulthood in order to secure health insurance 
coverage. Therefore supporting teams must 
understand and facilitate the process of enroll-
ment as well as recognize the differences in cov-
erage, as some services such as occupational 
therapy and speech therapy are not included in 
general adult Medicaid coverage.

The transition from pediatric to adult care 
presents significant risk to youth with complex 
health-care needs if not managed properly. Got 
Transition®, the federally funded national 
resource center on health-care transition (HCT) 
has developed guidance for practitioners from 
both systems to help support successful transition 
in its “Six Core Elements of Health Care 
Transition™” [15]. The guidance recommends 
initiating the transition timeline at age 12 years 
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and culminates at ages 23–26  years when the 
young adult is integrated into adult care. 
Unfortunately, as noted in a PolicyLab issued by 
the Children’s Hospital of Philadelphia, “although 
this guidance is readily available, we know that it 
is not consistently implemented in pediatric and 
adult medical settings across the country. Many 
young adults with special health care needs face 
potentially life-threatening barriers to getting the 
care they need, such as lapses in insurance cover-
age, not seeing appropriate providers, and losing 
access to necessary medications and medical 
equipment, among many other issues” [16]. This 
highlights the importance of the supporting teams 
taking a central role in championing the health- 
care transition and minimizing potential lapses in 
critical services.

There are a number of strategies the team can 
employ to support a successful health-care 
transition:

• Identifying providers: It is important for the 
supporting team to state the “identification of 
adult providers” as an actionable item in the 
transition plan. It can be very challenging to 
find qualified providers who accept Medicaid 
payments and also have the experience needed 
to work with persons with disabilities. It has 
been reported that individuals with intellec-
tual disability must contact on average 50 phy-
sicians before they can find one who has 
expertise with persons with disabilities [17]. 
Due to the paucity of experienced providers, 
travel and transportation to visits may be more 
challenging as an adult so exploring telehealth 
options may offer additional possibilities.

• Facilitating exchange of critical health infor-
mation: Once new providers have been identi-
fied, the next step is identifying a champion 
from the support team who is charged with 
gathering critical medical records so they are 
accessible to the new providers. A summary of 
care and assessment of needs should be 
obtained from the pediatrics medical provid-
ers and shared with the new providers.

• Preparing the youth to manage their own 
health care as independently as possible: 
Once the youth has become an adult, unless 

guardianship has been established, he or she 
will function as his or her own medical 
decision- maker. The team can identify steps to 
prepare the youth for this new responsibility. 
Activities toward preparedness could include 
education on the youth’s chronic conditions 
and practice identifying and communicating 
symptoms, medication side effects, and other 
relevant information. They may need to prac-
tice preparing the logistics of a medical 
appointment. The individual may need scaf-
folding with making and attending appoint-
ments until they demonstrate competency in 
independent management of health-care 
needs. The I/DD toolkit [18] created by the 
Vanderbilt Kennedy Center provides various 
resources, including checklists and training to 
support individuals with I/DD to access 
improved health care.

 Accessing Meaningful Activities 
and Relationships

“The key to happiness is having something to do, 
someone to love, and something to look forward 
to” [19]. This is a quote attributed to many over 
the years that seems to pass the popular intuition 
test. In addition, it had been described by psy-
chiatrist Viktor Frankl and, in modern times, has 
been supported by research in the literature on 
positive psychology. Martin Seligman, the psy-
chologist who has coined the term positive psy-
chology in the late 1990s, has studied happiness 
or well-being and in his book Flourish outlines 
the five elements of well-being: pleasure, engage-
ment, relationships, achievement, and meaning. 
Seligman’s research shows a relationship between 
meaning and happiness. People who have a 
strong sense of meaning or purpose in their lives 
have the highest level of happiness [20]. Applying 
this to the quote above, we may translate “some-
thing to do” as “engaging in meaningful and 
pleasurable activities”; “someone to love” as 
“having meaningful and pleasurable relation-
ships”; and “something to look forward to” as 
“having meaningful goals that lead to a sense of 
achievement once accomplished.”
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Karyn Harvey, building from Seligman’s find-
ings, has applied these principles of happiness 
and well-being to individuals with I/DD in her 
work on Trauma Informed Behavioral 
Interventions for persons with intellectual and 
developmental disabilities. Harvey has created a 
“Happiness Assessment” recognizing the impor-
tance of supporting individuals in their pursuit of 
happiness rather than solely trying to control 
their behavior with outside rewards. The 
Happiness Assessment is an interview tool used 
to support individuals in identifying their sources 
of pleasure, engagement, relationships, achieve-
ment, and meaning [8]. In each of the five sec-
tions, there are 3–8 statements prompting the 
individual to list relevant answers. For example, 
“These are the things I like to do when I want to 
totally relax” or “I am happiest when I am doing 
this (an activity).” As described earlier, this infor-
mation is the first step in self-determination. The 
individual must be able to identify personal pref-
erences and sources of happiness in order to use 
them to determine interests and guide life choices.

Transitional age youth generally have had the 
experience of a day structured around school, 
where they hopefully have been presented oppor-
tunities to learn and socialize with others. 
Because these opportunities have generally been 
carefully crafted and scheduled in the students’ 
day, individuals likely have not had experience 
with finding these opportunities on their own. 
The activities in which the transitioning youth 
will engage in their new communities are critical. 
Unstructured time and boredom can result in loss 
of acquired skills, feelings of isolation and 
depression, and, ultimately, a loss of hope for a 
fulfilling life.

TAY with continuing education or employ-
ment goals are more likely to find themselves in 
situations providing the three key elements for 
happiness  – meaningful activity, relationships, 
and goals. For youth who do not express interest 
in either continuing education or employment, 
their need to engage in meaningful activities and 
relationships remains just as important. The chal-
lenge for the supporting team becomes how to 
encourage TAY to consider additional options for 
active participation in the community and pro-

vide access to social interactions. Use of the 
Happiness Assessment [8] as an evolving conver-
sation that takes place over one or more sessions 
with a trusted adult support may help illuminate 
options for meaningful engagement in activity 
that the youth may not otherwise be able to inde-
pendently produce or verbalize. These could 
include creative volunteering opportunities (e.g., 
animal shelters, local food pantries, libraries) or 
engaging in structured recreational and commu-
nity activities (e.g., participating in Special 
Olympics or joining a local church group).

In addition to identifying meaningful activi-
ties for the transitional age youth, conversations 
facilitated through the Happiness Assessment are 
opportunities to strengthen a positive relationship 
with a trusted adult and also support the youth’s 
development of a positive identity and self- 
image. Individuals with I/DD often are unhappy 
and frustrated when the focus is on the negatives 
and what he or she is not (e.g. not the person who 
gets married, drives, or plays on a professional 
sports team). The Happiness Assessment conver-
sation allows for focus on the positives (e.g., 
preferences and strengths) which support posi-
tive identity development [21].

Some transitional age youth continue to expe-
rience significant behavioral health challenges 
that may prevent meaningful involvement in 
community activities in which they would like to 
be able to participate. Very often, these TAY lack 
the skills to manage their emotions, which often 
results in maladaptive behavioral expression of 
feelings commonly labeled “challenging behav-
iors.” Applied behavioral analysis (ABA) has 
long been considered the gold standard for treat-
ment of challenging behaviors in children with I/
DD. ABA, simply put, is determining the func-
tion of a behavior (e.g., access to attention or tan-
gibles or sensory stimulation; escape/avoidance) 
and then changing the environment (offering 
positive reinforcements) in order to change the 
specific behavior. While ABA can be very effec-
tive in a highly structured and controlled training 
environment (e.g., special school), it can be dif-
ficult to generalize effectively in a less-controlled 
community setting. In addition, a frequent cri-
tique is that ABA fosters dependence on external 
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control and reward for specific behaviors rather 
than fostering internal growth and development 
of skills contributing to healthy and effective 
emotion regulation. Because replacement behav-
iors in ABA plans do not tend to integrate instruc-
tion of comprehensive skills to build internal 
emotion regulation capacity, pairing of ABA 
behavior strategies and emotion regulation skills 
training can be valuable for TAY.

For TAY with I/DD who are experiencing 
challenging behaviors, incorporating social and 
emotional skills training as early as possible in 
the transition plan may be helpful with increasing 
the individual’s potential for successful interac-
tions in the community. One evidence-informed 
adaptation of dialectical behavior therapy (DBT) 
skills training for the I/DD population is described 
by Julie Brown, MSW, PhD.  In her “Emotion 
Regulation Skills System for Cognitively 
Challenged Clients: A DBT®-Informed 
Approach,” she provides a path for individuals to 
learn to manage and cope with strong emotions 
internally themselves rather than having to be 
managed by others externally (using medica-
tions, restraints or restrictions, hospitalizations or 
incarcerations) [22]. Individuals using the Skills 
System® learn tangible self-regulation skills. 
The Skills System® is a set of nine skills and 
three system tools that guides the person through 
a process of becoming aware of their current situ-
ation, intentionally directing their attention, and 
activating behaviors that are in service of per-
sonal goals.

The first three skills in the Skills System® are 
a core progression that forms the foundation for 
skills use. The first skill, named Clear Picture, 
leads the person in being aware of, or having a 
“clear picture” of the current moment (mindful-
ness) that includes naming and rating their cur-
rent feeling using the Feelings Rating Scale (0- to 
5-level scale). This scale is used later in the pro-
gression by individuals to choose which skills 
they can use effectively at their feeling level and 
how many skills are needed to manage the cur-
rent situation. Getting a Clear Picture also 
includes noticing current thoughts and urges. 
When using the second skill, called On-Track 
Thinking, individuals appraise whether their cur-

rent urges will be helpful (“on-track”) in reaching 
their goal, or would be antithetical (“off-track”) 
to their goal. If the urge is “off-track,” the indi-
vidual turns around off-track thoughts, uses 
cheerleading, and makes a Skills Plan. The third 
skill, called On-Track Action, assists the individ-
ual to execute goal-directed behaviors.

Skills 1, 2, and 3 are the foundation of an indi-
vidual’s Skills Plan. Skills 4–9 offer the individ-
ual a repertoire of adaptive responses that are 
added to this foundation depending on their level 
of emotion and the needs of the situation. For 
example, Skill 4, labeled Safety Plan, offers scaf-
folding to manage risky situations. Skill 5 
describes New-Me Activities: activities that help 
focus, self-soothe, distract, or have fun. Skills 
1–5 (Clear Picture, On-Track Thinking, On-Track 
Action, Safety Plan, and New-Me Activities) are 
designed to help individuals downregulate and 
maintain safety, if they are at higher levels of 
emotion. The remaining skills, 6–9, can only be 
used effectively when a person is calm enough to 
be thinking clearly. These “Calm-Only” skills 
provide structured strategies for problem- solving, 
expressing oneself, getting something that one 
wants from another person, and having on-track 
relationships with oneself and others [22].

 Special Considerations for Blind 
and Visually Impaired TAY

According to the Centers for Disease Control and 
Prevention’s Vision and Eye Health Surveillance 
System (VEHSS), 1.7% of children less than 
18 years of age in the United States have a vision 
problem that cannot be corrected with eyeglasses 
or contact lens [23]. Visual acuity is historically 
measured by the clarity or sharpness of vision of 
an average person reading a standardized chart at 
20 feet distance (i.e., “20/20” vision). Variances 
to visual acuity compare to this standard (e.g., an 
individual with 20/40 vision reads at 20 feet what 
the majority of people can read at 40  feet dis-
tance). The World Health Organization [24] 
defined blindness as a visual field of less than ten 
degrees or visual acuity less than 0.05, with opti-
mal correction in the stronger eye. Low vision 
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(LV) was defined as a visual field of less than 20 
degrees or visual acuity less than 0.3 but equal to 
or greater than 0.05, with optimal correction in 
the stronger eye [24]. The term “visually 
impaired” (VI) includes both LV and blindness. 
In the United States, the definition of “legally 
blind” is visual acuity of 0.1 (20/200) or less in 
the better eye with the best possible correction, or 
visual field of 20 degrees or less [25].

Visual impairment in children and adolescents 
is heterogeneous in etiology, and causes of vision 
loss in children can include genetic factors, alter-
ations in embryonic development, central ner-
vous system damage, perinatal complications, 
trauma, progressive disorders, and infectious dis-
eases of the eye. In higher-income countries, cor-
tical visual impairment (CVI) and optic nerve 
anomalies (i.e., optic nerve hypoplasia and optic 
nerve atrophy) are the most common causes of 
pediatric visual impairment, while retinopathy of 
prematurity (ROP), cataracts, glaucoma, and 
non-accidental injury are the most common 
avoidable causes of pediatric VI. The causes of 
childhood VI in lower-income countries have his-
torically involved congenital anomalies, infec-
tious diseases of the eye (e.g., measles), and 
nutritional deficiencies (e.g., vitamin A defi-
ciency), but this pattern is shifting over time to 
resemble the causes seen in higher-income coun-
tries [26]. Some youth with visual impairment 
have additional disabilities including learning 
disabilities, deafness/hard of hearing, medical 
diagnoses, and/or physical limitations which 
must also be taken into consideration when plan-
ning for transition. Students who are deaf or hard 
of hearing in addition to visual impairment have 
very unique needs, and this population of stu-
dents will be covered later in this chapter.

According to the National Center for 
Education Statistics (2017), 1% of high school 
completers and 1% of undergraduates reported 
having a vision disability [27]. As with all transi-
tional age youth, youth with blindness and low 
vision have variability in their transition prefer-
ences and requirements. The interests and aspira-
tions of TAY with visual impairment should 
provide direction for transition planning. As is 
the case for sighted youth, individual goals for 
TAY with VI may include postsecondary educa-

tion, vocational training, supported employment, 
adult services, independent living services, and/
or community participation.

According to the US Department of 
Education’s Digest of Education Statistics 
(2017), 53.1% of transitional age youth with dis-
abilities were competitively employed, while 
only 34.1% of youth with visual impairments 
were competitively employed [28]. Several barri-
ers to successful transitioning have been identi-
fied for youth with VI including transportation 
limitations, limited access to assistive technology 
(AT), lack of access to coordinated transition ser-
vices while in high school, and negative employer 
attitudes about hiring individuals with VI [29]. A 
2015 study on vocational rehabilitation (VR) ser-
vices and outcomes for transitional age youth 
with VI documented the importance of individu-
alizing VR services to promote long-term career 
success for TAY with VI [30]. Each transition 
plan requires a coordinated effort among team 
members including the youth, their families, 
teachers, guidance counselors, and rehabilitation 
professionals. The youth’s team should discuss 
issues related to orientation and mobility needs 
such as using public transportation, getting 
around as a non-driver or driver with low vision, 
and the options of using a white cane or a guide 
dog. (Of note, the majority of dog guide pro-
grams require handlers to be a minimum of 
16 years of age to be partnered with a dog guide.) 
The team should also discuss the youth’s skills 
related to money management, time manage-
ment, organizational skills, compensatory skills, 
and daily living skills.

Successful transitioning for youth with VI 
requires recognition that becoming independent 
is not equivalent to doing everything oneself. 
Independent adults also know how to seek and 
obtain necessary supports. Some of the rehabili-
tation professionals who work with and provide 
support to individuals with VI include:

• Teachers of Students with Visual Impairments 
(TVI): Professionals with training in how VI 
affects development and learning

• Certified Orientation and Mobility Specialists 
(COMS): Professionals who teach individuals 
with VI to travel safely and independently in 
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their environments (including use of canes 
and/or guide dogs when necessary)

• Low Vision Specialists/Certified Low Vision 
Therapists (CLVT): Professionals (often 
optometrists or ophthalmologists) who are 
trained in low vision and assist individuals 
with maximizing functioning of useful vision, 
such as use of optical devices.

• Certified Vision Rehabilitation Therapists 
(CVRT): Professionals who instruct persons 
with vision impairments in the use of compen-
satory skills and assistive technology

• Certified Assistive Technology Instructional 
Specialists for People with Visual Impairments 
(CATIS): Professionals who help determine 
which assistive technology (AT) will best 
meet a person’s needs, such as electronic 
video magnifiers or computers with screen- 
reading software

• Vocational Rehabilitation Counselors: 
Professionals who assist youth with employ-
ment by providing guidance and counseling, 
vocational assessment, job placement, and/or 
other services

High school students with VI are expected to 
receive instruction in the Expanded Core 
Curriculum (ECC) which includes education in 
nine areas: assistive technology (AT), career edu-
cation, compensatory skills, independent living 
skills, orientation and mobility (O&M), recre-
ation and leisure, self-determination, sensory 
efficiency, and social interaction skills. The ECC 
includes individualized instruction, as needed, in 
reading and writing with Braille, using optical 
devices, and visual and sensory efficiency. As 
students with VI progress through high school, 
one standard goal is to become increasingly inde-
pendent in advocating for their own visual needs 
in all settings and to know their rights and respon-
sibilities. Students are encouraged to set goals for 
their future while understanding their own unique 
assets, challenges, and needs for accommoda-
tions. For students with VI, the high school edu-
cational team ideally will continuously review 
the student’s Individualized Education Plan (IEP) 
and develop an Individual Plan for Employment 
(IPE) in line with the student’s vocational 

strengths, capabilities, and interests. The educa-
tion team must help the student understand their 
disability and how to self-advocate for accommo-
dations in higher education and employment 
settings.

An important aspect of transitioning to college 
or the workforce for youth with VI is proficiency 
in the use of assistive technology (AT). According 
to the Assistive Technology Act of 1998, assistive 
or adaptive technology refers to “...products, 
devices, or equipment…that are used to main-
tain, increase or improve the functional capabili-
ties of individuals with disabilities.” AT enables 
people with disabilities to accomplish daily liv-
ing tasks by assisting in communication, educa-
tion, work, or recreation activities, thus enhancing 
independence and quality of life. For individuals 
with VI, AT refers to any adaptive device or soft-
ware program that helps to overcome the barriers 
presented by vision loss. Examples of AT for 
individuals with VI include screen readers, screen 
magnification devices, video magnifiers (closed- 
circuit television system or CCTV system), adap-
tive keyboards, and Braille displays. It is common 
for individuals with VI to use a combination of 
AT to perform tasks effectively and efficiently.

 Transitioning to College

For some students, transition planning will 
include transitioning to a college or university 
program. Vision loss can increase the challenges 
a student has in college, so students must master 
skills from the ECC prior to attending a second-
ary institution. College students with VI must 
self-advocate in order to have a successful on- 
campus experience. The US Department of 
Education’s Office for Civil Rights (OCR) notes 
that it is very important for transitioning youth to 
have accurate knowledge about their civil rights 
under legislation including Section 504 of the 
Rehabilitation Act of 1973, the Individuals with 
Disabilities Education Act (IDEA) of 1990, and 
the Americans with Disabilities Act Amendments 
Act (ADAAA) of 1990 [31]. Colleges and uni-
versities are not permitted to make any “pread-
mission inquiry” about a student’s disability 
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status. Colleges and universities may inquire 
about an applicant’s ability to meet essential pro-
gram requirements provided that such inquiries 
are not designed to reveal disability status. If an 
applicant meets the essential requirements for 
 admission, an institution may not deny that 
applicant admission simply because of a 
disability.

In order to be successful, college-bound stu-
dents with VI must be taught specific skills 
including how to request appropriate accommo-
dations for common college entrance exams (i.e., 
SAT, ACT) which may include use of Braille, 
large print, extended testing time, frequent 
breaks, and/or fewer items on each page. Students 
must learn how to apply for scholarships or loans. 
There are multiple scholarships made available 
specifically to VI students. College-bound stu-
dents must be able to order educational materials 
in accessible formats (such as large print, Braille 
version, or audio version). The student must 
establish a relationship with the college’s Office 
for Students with Disabilities and coordinate ser-
vices with a vocational rehabilitation (VR) 
agency. Students with VI must develop a plan for 
how to travel/navigate independently on campus 
and how to self-advocate with professors. 
Students must be proficient in their use of neces-
sary assistive technology and know how to hire 
and work with a “live reader.” Even with all the 
available technology, there are times when enlist-
ing a human reader is the best option. Electronic 
devices can break down or may not handle needed 
material such as handwritten documents or com-
plicated charts, diagrams, or mathematical and 
scientific formulae.

Many colleges and universities are imple-
menting Universal Design for Learning (UDL) 
which is a framework for inclusive education and 
is key for integrating blind and visually impaired 
students into the college classroom. UDL 
addresses and modifies course curricula that 
exclude any student, particularly those with a dis-
ability that affects their ability to learn in a class 
setting. For students with VI, this includes mak-
ing auditory software, large-font presentations, 
and/or Braille materials available. Other compo-

nents of UDL include making note-takers, read-
ers, and scribes available in classes; ensuring that 
classrooms and on-campus facilities are accessi-
ble; and allowing students to take exams and give 
presentations using alternative formats.

 Transitioning to the Workforce

Transitional age youth with VI entering the work-
force must also learn specific skills in workplace 
readiness. On-the-job training opportunities, 
internships, and job shadowing experiences can 
teach students with VI basic employability skills 
and help students determine what type of career 
they may wish to pursue.

The Workforce Innovation and Opportunity 
ACT (WIOA) of 2014 requires states to reserve 
funds to provide pre-employment transition ser-
vices to youth with VI [32]. Vocational rehabilita-
tion (VR) agencies are responsible for making 
five required activities available to students with 
VI:

• Job exploration counseling
• Work-based learning experiences
• Counseling on opportunities for enrollment in 

comprehensive transition or postsecondary 
educational programs at institutions of higher 
education

• Workplace readiness training to develop social 
skills and independent living skills

• Instruction in self-advocacy

Vocational rehabilitation services provided to 
VI youth entering the workforce can include 
disability- related augmentative skills training 
such as orientation and mobility, training in the 
use of low vision devices, and training in Braille 
in addition to job search assistance, job place-
ment assistance, on-the-job supports, transporta-
tion services, and reader services.

TAY seeking employment must know their 
legal rights as a person with a visual impairment 
under the Americans with Disabilities Act 
Amendments Act (ADAAA) [33]. Individuals 
must know how to communicate their accommo-
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dation needs to their employer. Employers are 
not legally required to provide all requested 
accommodations. Employers are not legally 
allowed to ask if the job seeker is visually 
impaired; however, if one has an obvious visual 
impairment, then the employer can ask about 
potential need for accommodations. Employers 
can ask about one’s ability to perform essential 
functions of the potential job. The potential 
employee does not legally have to disclose their 
visual impairment prior to getting a job unless an 
accommodation is needed. Employers must pro-
vide reasonable accommodations to employees 
with disabilities unless the accommodation 
would pose an undue hardship such as a signifi-
cant difficulty or expense to the employer. 
Examples of reasonable accommodations for 
employees with VI include use of a larger moni-
tor or optical magnifier and better lighting at 
one’s work station. Personal items (such as eye-
glasses or cane) that are used both on and off the 
job are the responsibility of the employee. 
Potential employees can develop a disclosure 
statement to share during interviews describing 
how they access printed information and elec-
tronic information, how they produce written 
communication, and how they use visual devices. 
AT Giesen et al. [29] showed that risk factors for 
lower success rates for competitive employment 
for youth with VI include female gender, African 
American race, greater severity of visual impair-
ment, and having additional disabilities (both 
cognitive and non- cognitive). This study also 
showed that factors promoting successful 
employment include early work experience, ser-
vices related to job placement, and college atten-
dance [29]. Cimera et  al. [30] revealed that 
increased intensity of VR services, on-the-job 
supports, job placement services, job develop-
ment services, receipt of qualified reader ser-
vices, and receipt of assistive technology were 
associated with successful employment out-
comes for transitional age youth with VI [30].

Overall, successful transition from youth to 
adulthood for students with blindness or low 
vision depends on creating a realistic, thorough 
transition plan. Whether a youth with VI wishes 
to pursue postsecondary education or enter the 

workforce, an individualized transition plan can 
increase the likelihood of a positive outcome.

 Special Considerations for Deaf, 
Hard of Hearing, and Deaf-Blind TAY

This section will focus on the unique challenges 
impacting individuals who are deaf, hard of hear-
ing, or deaf-blind as they navigate the transition 
to young adulthood via starting college or enter-
ing the workforce. According to the American 
Community Survey for 2018, there are over 11.5 
million deaf or hard of hearing individuals in the 
United States; and of these, approximately 
300,000 are between the ages of 5 and 17 years of 
age, and over 600,000 are between the ages of 18 
and 34 years [32]. There is a critical need to pre-
pare these young people for independent living 
and postsecondary life.

Deafness can be defined as any degree of hear-
ing loss that affects the audiological and medical 
condition of hearing [33]. Medically, the termi-
nology of hearing impairment has been associ-
ated with someone who has any degree of hearing 
loss. Culturally, however, the definition of deaf-
ness excludes the use of the term hearing impair-
ment but focuses more on the self-identification 
and culturalization of the individual as a member 
of the Deaf community. Individuals with full or 
profound hearing loss prefer the term Deaf, with 
a capital D, to refer to their cultural identity, their 
sense of shared experiences, shared language, 
shared history, and a shared sense of identity. The 
use of the term deaf, with the small d, is represen-
tative of the medical and audiological condition 
of deafness, without the identification of cultural 
identification as seen with Deaf. Hard of hearing 
individuals are those with any degree of hearing 
loss outside of severe to profound deafness. They 
may retain some hearing, aided or unaided. They 
may or may not consider themselves part of the 
Deaf community. Deaf-blindness is a unique 
classification for individuals with any degree of 
hearing loss in conjunction with any degree of 
visual impairment. In terms of cultural identity, 
these individuals often self-identify with the Deaf 
community, and communication often consists of 
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some form of tactile sign language (interpreter 
signing within the hand of the individual) [34].

There are three basic types of hearing loss 
[35]:

• Conductive Hearing Loss: Happens when 
sound cannot get through the outer and middle 
ear; sound transmission is blocked. This may 
be due to fluid in the middle ear (such as from 
colds or allergies), ear infection, damage to 
the eardrum itself (such as a hole or tear), or 
due to blockage in the ear canal (ear wax or 
benign tumor). Conductive hearing loss makes 
it harder to hear soft sounds and may muffle 
louder sounds. Depending on the underlying 
reason, this type of hearing loss may not be 
permanent.

• Sensorineural Hearing Loss: Happens when 
there is damage to the inner ear or the nerve 
from the ear to the brain. This type of hearing 
loss is permanent, ranging in severity from 
mild to profound.

• Mixed Hearing Loss: This is a combination of 
the other two types of hearing loss. While the 
sensorineural part of the hearing loss tends to 
be permanent, the conductive part may be 
correctable.

Every state and territory in the United States 
has instituted the Early Hearing Detection and 
Intervention (EHDI) program in which all new-
borns are screened for hearing loss. The goal is 
early identification and early intervention for 
those in need of services [36]. Newborns who do 
not pass the screening undergo a diagnostic eval-
uation by 3 months of age and then are enrolled 
in early intervention programs by 6  months. 
Throughout childhood and adolescence, children 
are enrolled in programs and provided with assis-
tive technologies to aid in their communication 
throughout their schooling. Nonetheless, many of 
these individuals still experience challenges with 
communication and may have variable levels of 
proficiency for the English language, written as 
well as spoken.

Hearing assistive technology systems (HATS) 
are devices to aid in hearing and oral communi-
cation for individuals who are hard of hearing. 

Individuals who are profoundly deaf may or may 
not benefit from assistive technologies, and many 
tend to prefer sign language as primary mode of 
communication [37]. For individuals with hear-
ing loss who would benefit from hearing assistive 
technology systems, there are several that can be 
helpful:

• FM Systems: Frequency modulation systems; 
works like a tiny radio with its own frequency. 
Consists of two parts: the microphone that the 
speaker wears and the receiver that the indi-
vidual with hearing loss wears (worn sepa-
rately or as part of the hearing aid).

• Infrared Systems: Uses light waves to send 
sound waves across a room. Infrared systems 
change sounds to light waves and sends them 
to a receiver worn by the individual with hear-
ing loss (worn separately or as part of the 
hearing aid). The receiver turns the light waves 
back into sound.

• Induction Loop Systems: These systems work 
with hearing aids. A loop wire is placed 
throughout the room (either under the carpet 
or through the ceiling). The wire is connected 
to a microphone for the speaker. An electrical 
current moves through the wire creating an 
electromagnetic field in the room. Most hear-
ing aids have a setting on them to pick up the 
signal so the individual can hear the speaker.

• One to one Communicators: Similar system as 
FM but more direct for communication with 
just one person. A microphone is used by an 
individual, and the sound goes directly to the 
person with hearing loss for more direct 
communication.

• Coupling Accessories: These are augmenta-
tion accessories for hearing aids or cochlear 
implants that can connect directly to media 
devices to enhance hearing on the phone, 
through a computer/tablet or use with a 
television.

There are assistive visual technology pro-
grams which convey information visually for 
deaf and hard of hearing individuals. These types 
of programs are often used in conjunction with 
hearing assistive technologies for optimal access 
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to information. Examples of assistive visual tech-
nology include [38]:

• Visual Alerting Systems: These devices help 
alert individuals to sound using visual  support. 
These include specially designed alarm 
clocks, smoke detectors, doorbells, timers, 
baby monitors, and phone alerting equipment. 
These devices may also use vibration to 
enhance alerting.

• Captioning: This is a crucial means to aid 
deaf/hard of hearing individuals access to 
media such as television or movies. Most tele-
visions enable closed captioning options (logo 
of CC in a box). Many movie theaters offer 
both closed captioning (only the individual 
who requests the captioning can see it through 
a special device used in the theater) or open 
captioning (where the captions appear on the 
screen and everyone can see them).

• Real-Time Transcription: These are transcrip-
tion services that provide instant translation of 
spoken word into written English. One com-
monly used system is the communication 
access real-time translation (CART) which 
transcribes oral English into text, word for 
word. The CART provider may be on-site or 
remote. There are some available technologies 
which provide automatic translation of spoken 
language to text, although this is more prone 
to errors and may complicate communication, 
particularly if the speaker has an accent or if 
the system is not used to the speaker’s unique 
patterns.

Research has shown that deaf and hard of hear-
ing youth tend to lag behind their hearing peers in 
readiness for college and postsecondary young 
adult life, often scoring lower on college entrance 
examinations such as the SAT and the ACT [39]. 
Much of this is likely due to the differences in pro-
ficiency in English language skills. However, it 
has been noted that deaf and hard of hearing stu-
dents tend to perform better on the ACT than the 
SAT because the ACT asks questions on what stu-
dents learn in high school [40]. The National Deaf 

Center on Postsecondary Outcomes published 
findings in their publication “Deaf People and 
Educational Attainment: 2017.” This publication 
notes that as of 2015, 83% of deaf adults graduated 
high school compared to 89% of their hearing 
counterparts, leaving a gap of 6%. The largest gap 
was noted in completion of bachelor’s degree in 
which 18% of deaf and hard of hearing students 
graduated college compared to 33% of their hear-
ing counterparts, a gap of 15%. Statistics such as 
these emphasize the need for effective transition 
planning and preparation for deaf and hard of 
hearing students [41].

Transition programs help students and parents 
plan for life after high school and help students 
develop the skills necessary for independent liv-
ing. Deaf and hard of hearing students need addi-
tional preparation to aid them in the transition 
process. Given the unique challenges as a result 
of their hearing loss, deaf and hard of hearing stu-
dents need to be prepared to navigate communi-
cation barriers and learn how to self-advocate to 
ensure appropriate accommodations in postsec-
ondary education settings as well as in the job 
force. The National Deaf Center in their pub-
lished document Transition Planning Tip Sheet 
notes that effective transition planning is one that 
(a) is student focused, (b) is student involved, (c) 
is family involved, (d) utilizes transition assess-
ments as needed for additional information, (e) 
regularly checks with student about barriers 
encountered and accommodations needed, and 
(f) includes annual reviews with updates and 
revisions as indicated [42].

With these goals in mind, transition planning 
starts at an early age for deaf/hard of hearing stu-
dents. In 2006, the Transitional Skills Guidelines 
was developed at the Laurent Clerc National 
Deaf Education Center K-12 Program at 
Gallaudet University. The Transition Skills 
Guidelines provide a hierarchy of specific skills 
to prepare the young deaf/hard of hearing student 
over the course of their K-12 education for a suc-
cessful transition to adulthood. The transition 
skill sets are arranged in five distinct standards 
[43, 44] (Table 15.2).
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 Transitioning to College 
and Postsecondary Education

In a position statement on Communication 
Access Services for Students who are Deaf or 
Hard of Hearing at Colleges and Universities, the 
National Association of the Deaf posited that 
“American colleges and universities and voca-
tional rehabilitation agencies are responsible for 
providing communication services for students 
who are deaf or hard of hearing. By doing so, this 
allows for equal access to academic and postsec-
ondary educational programs as required by the 
Americans with Disabilities Act Amendments 
Act and by the Rehabilitation Act. Services 
included under this provision include sign lan-
guage and oral interpreters, computer assisted 
real time transcription services (CART), caption-
ing service, note-taking services, assistive listen-
ing systems and related communication 
accommodations (determined by the needs of the 
student)” [45].

The Individuals with Disabilities Education 
Act (IDEA) was originally enacted in 1975 to 
ensure that children with disabilities are afforded 
a free and appropriate public education, just like 
other children. There have been revisions over 
the years including the Individuals with 
Disabilities Education Improvement Act of 2004, 
with additional specifications and objectives for 
children with disabilities ages 3–22 years [46].

Per IDEA and Americans with Disabilities 
Act Amendments Act (ADAAA), all public col-
leges and universities must ensure deaf and hard 
of hearing students have equal access to the full 
educational experience and that accommodations 
are provided for each student in attendance. 
Typically, the college or postsecondary education 
setting will have a formal office for student sup-
port services. In earlier education settings, 
accommodations are made through an 
Individualized Education Plan (IEP). However, 
once the young person goes to college, they will 
need to have the ability to self-advocate and 
request the accommodations that they need to be 

Table 15.2 Transition Skills Guidelines, Laurent Clerc 
National Deaf Education Center K-12 Program at 
Gallaudet University

Standard 1: Student demonstrates the skills necessary 
to advocate for him/herself
  Self-awareness
  Rights and responsibilities
  Advocacy/empowerment
  Interpreting
Standard 2: Student demonstrates knowledge of 
educational and career exploration, preparation, and 
planning
  Career exploration and planning
  Career materials exploration
  Educational planning
  Learning/study skills
  Life-role planning
Standard 3: Student develops positive and practical 
work habits, skills, and attitudes within a work 
environment
  Pragmatics/social courtesies
  Conflict resolution
  Teamwork
  Work attitudes
  Work habits
  Time management
  Resource management
  Workplace communication
  Feedback
  Performance and self-assessment
  Self-management
  Technology and equipment
Standard 4: Student demonstrates the knowledge of 
one’s community, one’s role in the community, and 
available resources
  Emergency and environmental safety
  Personal safety
  Money/banking
  Purchasing/negotiating
  Nutrition
  Clothing
  Hygiene
Standard 5: Student demonstrates the knowledge of 
one’s community, one’s role in the community, and 
available resources
  Travel
  Community roles and responsibilities
  Leisure
  Community resources
  Community services
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successful in college [47]. Typical basic accom-
modations for academic success at the college 
level for the deaf/hard of hearing student may 
include any or all of the following:

• Certified American Sign Language 
Interpreting Services

• Hearing assistive technology systems
• Assistive visual technology
• Note-taking services (so the student can focus 

on the lecture)
• Examination accommodations (extended 

time, signed examinations)
• Student life accommodations (such as visual 

fire alarms in classroom buildings and 
dormitories)

Basic accommodations are put into place so 
that the deaf/hard of hearing student can access 
auditory information in the classroom. However, 
the basic level of accommodation does not pro-
vide the students with full access to the learning 
environment which often extends to outside the 
classroom and is not always associated with posi-
tive outcomes. In this regard, the National Deaf 
Center on Postsecondary Outcomes gathered lit-
erature and research to develop a model of 
accommodations to meet the needs of deaf/hard 
of hearing students. They identified six key com-
ponents of access to ensure a fuller, richer experi-
ence for the deaf/hard of hearing student (using 
the acronym ACCESS) [48]:

• Attitudes: Campus climate that welcomes 
and integrates deaf/hard of hearing students in 
all aspects of campus life

• Campus Technology: Flexible technologies 
that are readily available in all campus set-
tings – from classrooms to locker rooms – for 
deaf students to fully access and experience 
the college environment

• Communications: Efficient and effective 
communication and information delivery that 
allows deaf students to maximize formal and 
informal learning opportunities

• Environment: Accessible physical and online 
spaces that accommodate and adapt to a wide 
variety of deaf student experiences

• Services: Comprehensive accommodations 
for deaf students that are readily available, 
reliably provided, individually customized, 
and monitored for quality and success

• Social Engagement: The complete immer-
sion in a campus experience that seamlessly 
includes deaf students in all events and oppor-
tunities to socialize, network, and connect

 Transitioning to the Workforce

There is a notable gap in employment data 
between deaf and hearing people in the United 
States. In the report “Deaf People and 
Employment: 2016” published by the National 
Deaf Center on Postsecondary Outcomes, they 
note that in 2014, only 48% of deaf people were 
employed, compared to 72% of hearing people. 
Deaf and hard of hearing youth who transition 
directly to the workforce will also need transition 
skills to prepare them for the labor market [49]. 
As is true for students transitioning to college, 
those going directly into the workforce need a 
comprehensive transition program. The 
Transition Skills Guidelines, noted earlier in this 
section, is utilized whether the student ultimately 
chooses college or straight to work. The Pre- 
Employment Transition Services (Pre-ETS) 
Guide is a program to aid students in preparation 
for work and career pathways. It is a program uti-
lized in conjunction with vocational rehabilita-
tion (VR) to aid students in their transition from 
high school to vocational training, college, and 
the workforce mandated by the Workforce 
Innovation and Opportunity Act (WIOA). WIOA 
requires 15% of every state VR agency’s federal 
budget be allocated to provide specific education 
and training to prepare students with disabilities 
for postsecondary pathways. The National Deaf 
Center on Postsecondary Outcomes has further 
adapted the Pre-Employment Transition Services 
Guide to address the unique needs of deaf and 
hard of hearing students [50].

The Pre-ETS categories of consideration are:

• Job exploration counseling: Includes discus-
sion on student’s interests, abilities, and 
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 capabilities in relation to careers and activities 
to increase career awareness and labor market

• Work-based learning experiences: Provides 
immersive learning opportunities for students 
to understand the working world and develop 
knowledge and skills for future careers

• Counseling on postsecondary opportunities: 
Includes discussions on student’s career path-
way; involves planning for postsecondary 
training and education depending on the inter-
ests and capabilities of the student and their 
aspirations

• Workplace readiness training: Involves the 
development of social and independent living 
skills required for any career

• Instruction in self-advocacy: Includes strate-
gies to empower deaf students to assert, pur-
sue, and take responsibility for their needs and 
goals necessary for life after high school

Since its launch in 2017, the National Deaf 
Center for Postsecondary Outcomes (housed at 
the University of Texas at Austin) has maintained 
its mission to “close the substantial gaps in educa-
tion and employment that exist for deaf people in 
the United States and its territories” [51]. They are 
a technical assistance and dissemination center 
federally funded by the Department of Education’s 
Office of Special Education Programs (OSEP) 
and Rehabilitation Services Administration to 
provide evidence-based strategies at the local, 
state, and national levels. Their website offers 
practical guidelines based on literature review and 
evidence-based strategies for students, families, 
and educators to maximize the potential for stu-
dent success in their postsecondary lives. Role 
models are critical to anyone interested in a par-
ticular career path, and this is particularly true for 
deaf and hard of hearing students. In response, the 
National Deaf Center highlights success stories in 
their series #DeafAtWork (also showcased on the 
National Association of the Deaf’s website) as 
well as #DeafSuccess [52].

Deaf and hard of hearing youth need to be 
educated about their legal rights in the workforce. 
These are governed by federal and state laws. The 
laws are outlined on the National Association of 
the Deaf’s website page on Employment Laws 
and Regulations. For federal employees, the 

rights are covered under Section 501 of the 
Rehabilitation Act of 1973 which requires the 
federal government to practice affirmative action 
to hire and promote employees with a disability. 
The regulations of this law also require equal 
access to training and promotion opportunities 
and to make reasonable accommodations for 
employees with disabilities. For employees of 
private companies or state/local government, the 
rights are protected by Title I of the Americans 
with Disabilities Act Amendments Act (ADAAA), 
which prohibits discrimination against persons 
with disabilities and to make reasonable accom-
modations available [53].

“Reasonable accommodations” refers to mod-
ifications or adjustments to a job or work envi-
ronment such that the individual with disability 
will have access to an equal employment oppor-
tunity. Per ADAAA, reasonable accommodations 
ensure:

• An equal opportunity in the application and 
interview process

• An employee to perform essential functions of 
the job

• An employee to enjoy equal benefits and priv-
ileges of employment

Reasonable accommodations for deaf and 
hard of hearing individuals may include:

• Video phones, captioned telephones, ampli-
fied phones

• Instant messaging and email services
• Assistive listening systems and devices
• Visual alerts for audible alarms and messages
• Modifications to reduce ambient noise levels
• Captioned audiovisual information
• Service animals in the workplace
• Policies and procedures for qualified inter-

preters or CART services as needed

 Transition Issues for Students Who 
Are Deaf-Blind

The discussion on special considerations for 
transitional age youth who are deaf would be 
remiss if there were no additional discussion of 
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the considerations for youth who are deaf-blind. 
Deaf- blindness means any combination of hear-
ing loss with visual impairments. It is the combi-
nation of these sensory-related losses that could 
cause such severe communication and other 
developmental and educational needs that they 
cannot be accommodated in special education 
programs solely for children with deafness or 
children with blindness [54].

Transition issues present unique challenges for 
students who have deaf-blindness as there is so 
much variability based on the severity of either the 
hearing loss or vision loss. The prevailing misper-
ception is that individuals who are deaf- blind have 
full and total loss of both senses, but the reality is 
that deaf-blindness encompasses any degree of 
hearing loss with any degree of visual impairment. 
Even a mild or moderate loss of one of these senses 
can cause significant challenges when combined 
with some degree of loss of the other sense. The 
potential to achieve and succeed for deaf-blind 
individuals often depends on how much the deaf-
blind individual uses their residual vision and/or 
hearing as well as appropriate accommodations 
and individual interventions. Helen Keller is prob-
ably the most recognized US citizen with deaf-
blindness. She made the astute observation that 
“Because I cannot see or hear, the thoughtless sup-
pose life must be a blank for me” [55]. Nothing 
could be further from the truth given her legacy 
and successes in all areas of her life.

One of the most important areas to consider 
when working with a student who is deaf-blind is 
the ability to access information in their environ-
ment and communicate with others. This impacts 
all areas of an individual’s life including learn-
ing, relationships, recreation, and vocation. 
Transition planning is as critical for individuals 
who are deaf-blind as it is for those with deafness 
or blindness. It is important to take the unique 
challenges that someone with both vision loss 
and hearing loss face as they make transition to 
young adulthood. The same types of transitional 
guidelines previously discussed for other stu-
dents with sensory loss are useful with students 
with deaf-blindness, incorporating the needs of 
both sensory losses.

In 2008, the Perkins School for the Blind 
worked with experts in deaf-blindness to develop 

the guide called Deafblindness: Educational 
Service Guidelines [56]. These guidelines pro-
vided a framework to provide programming for 
students who are deaf-blind including transi-
tional planning. In 2016, the National Center on 
Deaf-Blindness (NCDB) Transition Work Group 
revised their transition planning guide to reflect 
current practices, requirements, trends in educa-
tion, transition planning, and vocational rehabili-
tation [57]. Transition planning helps students 
with deaf-blindness prepare for their future lives, 
should they opt for college, vocational training, 
employment, as well as aid in their community 
and personal lives in adulthood. As with all tran-
sition planning, it is critical to start early. While 
the IDEA mandates transition planning by the 
age of 16 years, the process for transition plan-
ning for deaf blindness is best if started even ear-
lier. Transition planning is an individualized 
process that includes the student, the family, and 
the educational system with collaboration with 
vocational rehabilitation and adult developmen-
tal disability agencies. The NCDB converted 
their transition planning guide into a format that 
can be easily used by students, families, and pro-
fessionals. The guide was renamed the READY 
Tool (Readiness Evaluation of Transition to 
Adulthood for Deaf-Blind Youth) [58].

The READY Tool is organized by four age 
groups: prior to age 14 years; ages 14–17 years; 
ages 18–21  years; and ages 22–26  years. With 
each age range, the tool is further divided into 
three areas which are rated on the status or prog-
ress (“started,” “progressing,” or “completed”):

• Transition Assessment: Includes recommen-
dations regarding assessment processes and 
practices to help the team gather information 
needed for transition and adult-life planning

• Transition-Related Education 
Programming: Describes best practices for 
educational programming to prepare students 
and young adults for all aspects of adult life 
(e.g., independence, adult living, employ-
ment, community engagement)

• Team Collaboration and Adjustments: 
Outlines practices to ensure the team has the 
right members and processes at each stage of 
transition planning and instruction
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Successful transition from childhood to young 
adulthood involves early, intensive, and individu-
alized transition planning for students who are 
deaf, hard of hearing, and deaf-blind. 
Comprehensive resources are available for stu-
dents, parents, and educators to promote a suc-
cessful transition to postsecondary endeavors. 
Given the special and unique needs facing deaf, 
hard of hearing, and deaf-blind students, the col-
laborative approach with adult vocational reha-
bilitation services and disability services are 
integral components to the transition.

 Conclusion

Youth with disabilities will experience multiple 
changes over the course of their transition to 
adulthood which require navigating complex sys-
tems to access and secure supports and services 
specific to the needs of the individual. A compre-
hensive well-coordinated transition plan is help-
ful in alleviating challenges and preventing loss 
of critical supports and benefits. An effective plan 
uses the guiding principles of self-determination, 
timeliness, and cross-system collaboration and 
addresses anticipated challenges across life 
domains including housing, meaningful activi-
ties, relationships, professional services, legal 
capacity needs, and benefits. There are multiple 
types of disabilities that can affect a person’s 
thinking, learning, communication, vision, hear-
ing, movement, social relationships, and mental 
health. Special considerations for youth with low 
vision, blindness, or deafness have been exam-
ined, as well as additional psychosocial therapy 
for youth with emotion regulation skills deficits. 
Assessing the individual’s abilities and prefer-
ences in each life domain helps create a transition 
plan reflective of the individual’s abilities and 
needs while being aligned with the person’s 
hopes for their future.
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 Introduction

During transition from adolescence to adulthood, 
the abrupt change in environment from school to 
college or the workplace poses new challenges. 
Biological vulnerabilities may begin to manifest 
with psychiatric symptoms. Transitional age 
youth (or young adults, as we will refer to them 
in the text of this chapter) will approach these 
challenges with diverse core beliefs, values, and 
coping mechanisms – these and other dimensions 
define their emerging personality structure. The 
personality structure of a young adult is of impor-
tance when they are in treatment for mental 
health concerns, as the structure can drive behav-
iors that may interfere with, complicate, or 
enhance treatment.

Personality should be understood in develop-
mental terms, and yet there is limited longitudi-
nal data informing our understanding of how 
vulnerable personality styles may shift over time. 
In one systematic review [9], a core finding from 
the 18 included studies was the persistence of 
symptomatic and functional difficulties for indi-
viduals diagnosed with borderline personality 
disorder prior to age 19 into middle adulthood. A 
particularly informative longitudinal, twin study 
identified both the general decline in borderline 
personality traits from adolescence into adult-
hood, the potential variability of symptoms over 
the lifespan, and the increasing importance of 
genetic factors in influencing symptom presenta-
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Key Points
• Transitional age youth may have vulner-

abilities in their personality structure 
which impact their ability to function 
and engage in mental health treatment.

• Given the developmental nature of this 
period, these vulnerabilities may change 
and evolve over time and with the influ-
ence of treatment.

• It is therefore necessary to conceptual-
ize patients across multiple dimensions, 
and not to rely purely on a categorical 
diagnosis of a personality disorder.

• A strengths-based approach to formulat-
ing and treating transitional age youth 
with personality vulnerabilities assumes 
patients can achieve functional recovery 
while the work of understanding the 
determinants of their personality is 
ongoing.
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tion in adulthood relative to adolescence [4]. One 
way to make sense of existing data is to conclude 
that there is a significant relationship between 
adolescent and adult symptoms of borderline per-
sonality traits but that the potential for variabil-
ity – and, indeed, improvement – exists.

Transitional age youth who continue to 
struggle with personality vulnerabilities are an 
important focus of clinical attention. It is impor-
tant that the reality of their challenges be 
acknowledged and not minimized, but a 
strengths-based approach remains indicated, as 
there is hope for significant improvement over 
time. In this chapter, we begin with a conceptual 
overview wherein we (1) situate personality 
within the broader biopsychosocial formulation, 
(2) contrast the framework of “emerging per-
sonality structure” from the categorical term 
“personality disorder,” and (3) substantiate the 
case for a strengths-based approach with a focus 
on specific unhelpful behaviors rather than an 
attempt to understand the origins of personality 
vulnerabilities.

We then discuss how specific clinical services 
can be designed to best support the care of young 
adults, given how we make sense of their emerg-
ing personality structures in treatment. This will 
include descriptions of how patients are cohorted 
according to age and developmental context and 
the importance of levels of care that provide nec-
essary clinical support without negatively rein-
forcing unhelpful behaviors.

Finally, we use a case example of an individ-
ual with a poorly integrated sense of self, and 
diverse, primitive coping mechanisms. We 
describe the clinical approach both in terms of 
individual and group engagement and, most 
importantly, how the overall continuum and con-
text of care helped the patient access strengths, 
avoid crisis, and show clinical improvement.

The goals of this chapter are to describe a spe-
cific theoretical approach to personality structure 
in young adults, to outline how we have designed 
clinical services to be responsive to this approach, 
and to bring the material to light through a case 
example. We hope that this will leave readers 
with a usable description that feels both concep-
tually robust and clinically resonant.

 Personality Structure 
in a Biopsychosocial Context

Personality disorders are conceptualized in 
diverse ways. In the Diagnostic and Statistical 
Manual of Mental Disorders (DSM-IV), person-
ality disorders were operationalized as categori-
cal disorders, with specific signs, symptoms, and 
a threshold symptom burden required in order to 
make the diagnosis [1]. When revised for the 
DSM-5, consideration was given to adopting a 
more dimensional approach to personality disor-
ders that would allow for situating patients on 
certain personality spectrums. However, this 
approach was ultimately not adopted, and a cate-
gorical approach remains prominent [2]. A con-
trasting, psychoanalytic-informed approach 
described by McWilliams [7] situates patients 
both in terms of the level of organization of their 
personality (e.g., neurotic, borderline, or psy-
chotic) and its quality (e.g., obsessional, histri-
onic, and others). In this schema, level of 
organization is determined by the extent to which 
there are an integrated sense of self, a capacity 
for reality testing, and the maturity of defense 
mechanisms. As such, patients may, for example, 
be viewed as primarily narcissistic or obses-
sional, but at a borderline level of organization, 
allowing for more nuance in characterizing the 
overall personality style.

In addition to the approach taken in organiz-
ing the patient’s personality, it is also important 
to consider how their personality fits into a 
broader formulation of their overall presentation. 
Within the biopsychosocial approach, personal-
ity disorders are frequently situated within the 
psychological dimension of the formulation 
(whereas constructs like a depressive episode 
may more commonly be understood as part of the 
biological formulation). However, emerging 
findings in neuroscience emphasize the impor-
tance of brain-based factors in driving some of 
the features which characterize personality vul-
nerabilities including concepts like emotion reg-
ulation, belief formation, and sensory factors [6, 
8]. The distinction between what is characterized 
as “biological” vs “psychological” is largely 
informed by tradition or the degree of neurosci-
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entific understanding that may be applied to a 
specific area, and although clinically useful at 
times, the arbitrary nature of this distinction must 
be appreciated.

Given this nuance, it is important to consider 
whether a strict, categorical approach to person-
ality diagnosis is suitable for the clinical task at 
hand. In young adults, there are additional rea-
sons to believe that a more sophisticated lens is 
necessary. Firstly, the brains and identities of 
young adults continue to be in a state of develop-
ment, and it is possible that certain vulnerabilities 
may lose clinical significance later in life. 
Secondly, the young adult period is frequently 
characterized by exposure to fast-changing and 
complex environments which may amplify spe-
cific emotional and behavioral patterns; in adult 
life, a more predictable and selected environment 
might mitigate these vulnerabilities (e.g., obses-
sional tendencies may be impairing in college but 
of minor significance in certain career paths). 
Thirdly, there exists the availability of robust 
treatment approaches to support the development 
of resilience, emotion regulation, affect aware-
ness, and other psychological strengths within 
young adults, and a conceptual approach to per-
sonality disorders should be able to capture the 
potential for improvement in the underlying vul-
nerabilities over time.

The approach taken to emerging personality 
structure within our young adult programs is 
rooted within the biopsychosocial formulation 
but involves a more in-depth consideration of 
how biological, psychological, and social factors 
may act to influence individual examples of 
thoughts, feelings, and behaviors. For example, 
rather than attributing self-injury as a symptom 
of borderline personality disorder, we would seek 
to define the ways in which this symptom is 
driven. We would consider biological vulnerabil-
ities (such as abnormal impulse control, negative 
attention bias, sensory integration deficits, and 
others), psychological weaknesses (e.g., a ten-
dency to rely on dramatic behaviors to gain the 
attention of others), and social factors (e.g., the 
presence of accommodation, in the form of a 
family member who quickly provides care for a 
self-inflicted injury). Through this approach, we 

are able to empathize with the patient by validaz-
ting that some aspects of their experience are out-
side of their control (such as the degree of anger, 
sadness, or anxiety they feel in response to a spe-
cific trigger) and that we will seek to provide 
them with evidence-based tools to address these 
challenges (e.g., medication). We also frankly 
state that the patient’s choices affect the underly-
ing problem and that their style of interacting 
with the world and meeting their own emotional 
needs is maladaptive. Evidence-based psycho-
therapeutic interventions are offered to address 
these vulnerabilities, and the importance of 
agency, choice, and engagement are strongly 
emphasized.

Although patients are given freedom to reflect 
on the early determinants of their personality 
structure, this is de-emphasized in their initial 
treatment. Rather, the focus is on helping patients 
live a life in accordance with their own values. 
Addressing core vulnerabilities in personality 
structure and functional recovery can proceed 
while the ongoing work of understanding earlier 
experiences occurs in parallel. In the next sec-
tion, we describe how clinical services may be 
structured in order to safely support this approach 
to both conceptualizing and supporting the 
emerging personality structure of young adults.

 Strengths-Based Programs 
for Youth with Emerging Personality 
Vulnerabilities

Although empirically based treatments exist for 
working with individuals with personality disor-
ders, these approaches do not fully define how to 
best organize clinical services to maximize safety 
and engagement. In this section we describe a 
strengths- and resilience-based approach to the 
task and review how this approach may facilitate 
the feasible and safe delivery of care to young 
adults with personality vulnerabilities. This 
approach is currently implemented within the 
adolescent and young adult service line at Butler 
Hospital. For context, the full list of programs in 
our adolescent and young adult service line can 
be found in Table  16.1. The approach will be 
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described in more general chapters for the 
remainder of the chapter.

The first consideration that warrants discus-
sion is why should young adult services exist at 
all? In many systems, individuals aged 
18–26 years old will access treatment with adults 
of all ages. However, there are critical advantages 
to providing a separate treatment environment for 
young adults. Notably, young adults have a more 
consistent set of themes to their social experi-
ences, including differentiation from parents, 
college attendance, early engagement in the 
workforce, and the pursuit of increasingly serious 
romantic relationships. The college experience, 
in particular, is characterized by a unique set of 
stressors which may influence the development 
of mood symptoms [5]. To the extent that PHP 
and IOP treatment models rely on group therapy, 
it is more likely that peer identification and the 
therapeutic benefits of shared experience and 
camaraderie will be achieved within this nar-
rower age cohort.

A young adult program facilitates the strength- 
based approach which characterizes the overall 
treatment philosophy described in this chapter. 
Individuals with emerging personality vulnera-
bilities are exposed to age-matched peers who 
work toward success in their social, personal, 
academic, and vocational lives. This influence 
offers models for more adaptive styles of engage-
ment with the world and, indeed, in treatment. In 
our experience, patients in young adult-specific 
programs are, on average, significantly more 
motivated and hopeful for a goal of good func-
tional recovery since many are newer to treat-
ment. This provides a more promising 
environment for fostering motivation for change 
in those with vulnerable styles, in contrast to 
cohorts who have chronic mental health issues 
and long-term functional impairment who may 
foster less adaptive perspectives on treatment and 
recovery which can negatively impact a group- 
based program.

A second important feature is the availability 
of both full-day and after-school programs. This 
offers a practical range of schedules, delivering 
care without negatively reinforcing patterns of 
avoidance, addressing provider enmeshment 
(e.g., a patient who appears to rely on crisis situ-
ations to connect with a preferred provider may 
benefit from being cared for in a setting where 
that provider is not involved in their care), esca-
lating level of care without readmission, and 
titrating containment (e.g., by asking patients to 
initially take responsibility for their safety for an 
evening, then for a weekend, and then for the 
days when the program is not active). For exam-
ple, if an individual appears to be accessing a 
PHP in order to avoid an emotionally taxing work 
environment, we may empathically suggest that 
they instead access IOP in order to work through 
this challenge without engaging in avoidance. On 
the other hand, individuals who request frequent 
check-ins for unsafe thoughts in IOP may be bet-
ter cared for in a PHP until they are more 
contained.

Programs that allow for more intense clinical 
contact have substantial advantages at certain 
times for individuals with emerging personality 
disorders. These settings may allow the team to 
more quickly gather the rich clinical data neces-

Table 16.1 Organization of services at Butler Hospital, 
where approach is applied

Adolescent and young adult service line

Levels of care
Programs for ages 
13–17

Programs for ages 
18–26

Inpatient Adolescent 
Inpatient Unit

General Adult 
Inpatient

Partial 
hospital 
(PHP)

Adolescent Partial 
Hospital

Young Adult 
Partial Hospital

Intensive 
outpatient 
(IOP)

College IOP for 
college students
True Self IOP for 
LGTBQ+ 
individuals
Pathfinders IOP 
for those with 
college/workplace 
delay
Connect IOP for 
individuals with 
social difficulties

Outpatient Transitional 
Outpatient Clinic 
for post-inpatient/
PHP visits

Transitional 
Outpatient Clinic 
for post-inpatient/
PHP visits
Ongoing 
outpatient 
psychiatric 
treatment
Aftercare groups

E. Ursillo et al.



339

sary for the crafting of a detailed biopsychosocial 
formulation. This formulation may guide treat-
ment within the PHP/IOP setting and also when 
individuals step down to outpatient care. Further, 
these treatment environments, which provide 
daily clinical support and safety planning, may 
allow for individuals to remain in the home envi-
ronment despite ongoing high-risk behaviors [3]. 
PHP and IOP may provide the necessary scaf-
folding to help patients with emerging personal-
ity disorders maintain safety and some degree of 
functioning during crisis.

Inpatient settings may achieve many of the 
same goals as PHP and IOP but may fail to meet 
the patient’s clinical needs and preferences. A 
frequent narrative, expressed particularly by col-
lege students in our community, is that they with-
hold reporting feelings of hopelessness and 
suicidality to prevent being hospitalized. PHP 
and IOP greatly extend the ability of providers to 
tolerate such high-risk thoughts, as one need only 
be reassured that patients will commit to safety 
for the hours between program days, rather than 
days to weeks. Inpatient settings may also serve 
to negatively reinforce avoidant behaviors, in so 
far as admission temporarily removes all obliga-
tions toward schools, friends, and family and 
even for one’s own ability to stay safe. Although 
inpatient admission may be critical for some, 
there are considerable advantages to having an 
alternative. In the next section, we will describe a 
case of an individual with significant features of 
an emerging personality disorder, and how both 
the clinical approach and structure of services 
were important in facilitating her care.

 A Case Example

Sarah was a 24-year-old, single, white, straight 
female who presented to our partial program as a 
referral from an outside psychiatric facility for 
continued treatment of depression after an over-
dose attempt on aspirin.

 Socio-cultural History

Sarah, the patient, was born in South Carolina to 
married parents and has a younger sister. They 

moved together to Brattleboro, Vermont, when 
she was 4 years old. The patient reports her par-
ents were divorced when she was 12 years old. 
Her father moved out and eventually remarried. 
She now has a step-sibling and a step-mother. 
She reports that she and her younger sister lived 
with her mother for the remainder of their child-
hood. As a child she experienced physical abuse 
at the hands of a family friend – no legal charges 
were pressed after this was discovered. The 
patient attended regular elementary, middle, and 
high school. She required support in high school 
related to difficulties with self-injury. She did 
acceptably academically aside from missing a 
high number of days in high school for mental 
health treatment. She completed some college 
but has not been able to continue in classes due to 
mood. She has never successfully held a job. She 
reported that she has few friends, no significant 
history of romantic relationships, and a signifi-
cantly strained relationship with her parents and 
sister. She has no specific religious or spiritual 
beliefs.

 Past Psychiatric History

Sarah identified feeling depressed and anxious as 
early as middle school. She received her first 
therapy when her parents divorced at age 
12 years. She entered treatment again when her 
family found out that she had been physically 
abused. She was in and out of treatment programs 
and individual therapy during high school due to 
the mood symptoms and self-injury and received 
services in school to address this concern. She 
had two suicide attempts after high school which 
she greatly minimizes and was treated on an 
inpatient unit on both of these occasions. She did 
not find any level of care she had experienced 
helpful to date. She reported that most of the 
treatment she had received actually made her feel 
worse.

 Events Leading to Hospitalization

Prior to this psychiatric event, the patient was on 
medical leave for college related to ongoing men-
tal health difficulties and was living with her 
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mother. She shared that her main goals at this 
time were to complete school, get a job, and 
become independent of her family. She felt the 
current living arrangement was triggering for her 
both because of her relationship with her mother 
and because of how disconnected she felt in her 
home community, having previously attended 
college at a school in a neighboring state. The 
patient felt that her decline in mood would be 
best managed by again attending an out of state 
school – she then chose to move across the coun-
try alone to Oregon and try to make a life for her-
self there. While in the new environment in 
Oregon, she attempted to re-focus on her goals to 
complete college and find a job. Unfortunately, 
she did not get accepted into any of the schools 
she applied to, nor was she successful in holding 
down a job.

As a result of mood decline and lack of suc-
cess in Oregon, the patient then had to move back 
home with her mother. At home, she became 
quickly overwhelmed as it reminded her of how 
far she was from her goals. These feelings were 
further complicated by the knowledge that her 
sister was succeeding independently at college. 
She endorsed increased sleep, over-eating, low 
energy, amotivation, anhedonia, and feelings of 
hopelessness and worthlessness. As her symp-
toms worsened, she reported feeling quite stuck 
with no sense of purpose. It was at this time that 
she attempted overdose on ibuprofen and was 
psychiatrically hospitalized and sent to our pro-
gram for further treatment.

 Mental Status

The patient engaged with good eye contact and 
was neatly dressed and groomed. She was articu-
late with a normal rate, volume, and rhythm of 
speech. She had a restricted, negative affect, and 
her mood was depressed and irritable. Her 
thought form was linear, and her thought content 
was characterized by negative self-worth and 
hopelessness. She showed no perceptual distur-
bances or cognitive difficulties and sustained 
attention well. She had limited insight into many 
aspects of how her own choices intersected with 

her current situation, and her judgment appeared 
poor as it related to her choices in how she navi-
gated interpersonal challenges.

 Biology

The patient endorsed feelings of worthlessness, 
hopelessness, anhedonia, low mood, suicidal 
thoughts, increased sleep, and increased appetite. 
She showed a tendency to filter information 
around her through a negative lens which compli-
cated her ability to experience positive emotions. 
She met criteria for a major depressive episode 
and did report a history of depression.

 Psychology

Interpersonally, the patient was dismissive of the 
philosophy of the program and at times devalued 
treatment, group leaders, physicians, peers in 
groups, and her individual therapist. She expressed 
irritation with her parents for “forcing” her into 
treatment and not providing her what she felt was 
necessary for her to succeed in Oregon (financial 
means). She expressed distorted beliefs of what 
parents and treatment providers should be able to 
do for her as well as a significant misunderstand-
ing of what her role should be in therapy (i.e., that 
therapy would “fix” her with little effort on her 
part; this belief appeared to underlie why no treat-
ment had been successful thus far). She appeared 
to have little awareness into how her personality 
structure might interfere with her ability to suc-
ceed in school, in work, or in relationships. She 
appeared to have strong defenses that made her 
seem off-putting and difficult to build rapport 
with. She appeared to have poor distress tolerance 
creating difficulties in all spheres of her life.

 Treatment Engagement

Sarah had a difficult time engaging in both indi-
vidual and group sessions. She tended to focus on 
the ineffectiveness of the program and how 
groups would not be helpful for her. She 

E. Ursillo et al.



341

 frequently challenged group leaders and made no 
efforts to mingle with her peers. She used indi-
vidual sessions to criticize the therapist rather 
than considering her role in her own wellness.

 Treatment Course

Sarah completed 4 days of treatment in the partial 
hospital setting, where the average length of stay 
is 5–7  days. Due to her mental status, lack of 
treatment engagement, and personality structure, 
the treatment team encouraged her to focus on 
her role in treatment, rather than focusing on her 
perceived limitations of the program. We high-
lighted and emphasized the concept of radical 
acceptance: no treatment is perfect, but no treat-
ment will be successful until she fully engages 
and accepts the help. She was dismissive of these 
recommendations and of all attempts to shift 
treatment discussions in that direction. She was 
offered treatment with a low dose of quetiapine in 
addition to the SSRI she was taking prior to 
admission to target her irritability, poor mood, 
and anxiety, but the patient was unwilling to par-
ticipate in other aspects of treatment to the extent 
necessary that these interventions could be imple-
mented and monitored safely.

 Formulation

Sarah allowed us to conduct a family meeting on 
the last day of treatment in our program where 
we presented the following formulation:

Biologically, Sarah has symptoms and views 
consistent with depression. She has episodes of 
low mood, anhedonia, poor sleeping and eating 
patterns, feelings of worthlessness, hopelessness, 
and suicidal thoughts. She has difficulties with 
her ability to experience positive emotions and 
tends to negatively filter information. 
Psychologically, she has significant difficulty 
with distress tolerance, struggles to use effective 
coping mechanisms, and tends to undermine and 
end situations rather than experience vulnerabil-
ity and anxiety. These vulnerabilities had an 
impact on the patient’s ability to engage in the 

program much like all of her past treatment expe-
riences. Socially, the patient had not experienced 
consistent and significant consequences for her 
avoidance, which had led to accommodation of 
symptoms both by the patient and her caretakers. 
This also contributed to a low threshold for toler-
ating distressing, challenging, or unwanted feel-
ings, making it nearly impossible for the patient 
to achieve her main goals in life.

 Recommendations

Going forward, it was strongly recommended 
that her parents clearly communicate expecta-
tions to avoid any accommodation of symptoms 
and drive the patient toward adaptive coping and 
recovery. It was recommended that the family 
create a new plan for supporting the patient’s 
return to independence. This plan was advised to 
include a healthy balance of financial support (to 
foster some independence while she got back on 
her feet) and engagement in mental health treat-
ment, something they had not been successful in 
clearly defining prior to this treatment.

 Outcome

Although the patient was not pleased with her 
partial hospital experience, both the patient and 
parents were able to say that they had never 
before been presented with a clear formulation of 
the patient’s difficulties. The parents were able to 
agree upon a clear set of expectations and guide-
lines for the patient after discharge that seemed 
feasible and realistic. The family reported a 
greater understanding of what each needed to do 
to promote wellness.

 The Case in Context

This case, despite its complexity and challenges, 
illustrates how the approach to personality struc-
ture described in this chapter helped to conceptual-
ize a difficult patient, communicate a formulation 
to the family, make some progress in treatment, 
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and identify barriers to ongoing recovery. Further, 
it highlights some of the considerations relevant to 
the structure of young adult services.

At the outset, the patient described concern 
about being in a psychiatric hospital, and a PHP 
offered an alternative which was somewhat more 
acceptable. Despite the presence of both dynamic 
and static risk factors for suicide, the PHP allowed 
us to both provide the patient with treatment in a 
setting that met her needs and maintain good 
oversight of her safety. Secondly, the patient’s 
thoughts and feelings were in line with themes 
that are particularly relevant to the young adult 
experience – college attendance, stress related to 
social media, and negotiating emerging indepen-
dence with parents. It is likely that engagement 
would have been even more difficult to achieve if 
the patient had not been cohorted with peers who 
could hold some perspective on these issues.

Our therapeutic approach was first informed by 
our formulation, with a focus on immediate oppor-
tunities to improve the patient’s functioning. An 
awareness of the patient’s emerging personality 
vulnerabilities facilitated clear treatment team 
communications around the importance of her 
choices and engagement on her overall recovery. 
We were able to support the family in identifying 
sources and examples of accommodation. We 
minimized opportunities where the patient would 
be able to regress, or unproductively restate her 
disempowered narrative where nothing was help-
ful and there were no solutions. Although the 
patient marginally made use of the tools she was 
being offered, we were able to reach a shared 
understanding of what would need to change if she 
were to recover.

 Conclusion

Supporting young adults with significant vulner-
abilities in their personality structure is a signifi-
cant clinical challenge, but may be best facilitated 
by a structured and nuanced approach to formu-
lation, combined with optimally designed clini-
cal services. In this chapter, we described an 

approach taken at one hospital and illustrate the 
ways in which formulation and thoughtful orga-
nization of clinical services may support teams 
working with challenging cases. Although it is 
rare that we are able to completely describe 
every vulnerability in a young adult’s personal-
ity, we consider it a success if we are able to help 
develop a shared understanding of what these 
vulnerabilities are, where they intersect with the 
brain and environment, what we can do to help, 
and what critical choices the individual will need 
to make to promote sustained recovery.

References

 1. American Psychiatric Association. DSM-IV. 
Washington, DC; 1994.

 2. American Psychiatric Association. DSM-5; 2013.
 3. Bateman A, Fonagy P.  Effectiveness of partial hos-

pitalization in the treatment of borderline person-
ality disorder: a randomized controlled trial. Am 
J Psychiatry. 1999;156(10):1563–9. https://doi.
org/10.1176/ajp.156.10.1563.

 4. Bornovalova, Marina A., et al. “Stability, change, 
and heritability of borderline personality disorder 
traits from adolescence to adulthood: A longitudi-
nal twin study.” Development and psychopathology. 
2009;21(4):1335.

 5. Byrd DR, McKinney KJ.  Individual, interpersonal, 
and institutional level factors associated with the 
mental health of college students. J Am Coll Heal. 
2012;60(3):185–93. https://doi.org/10.1080/0744848
1.2011.584334.

 6. Fineberg SK, Steinfeld M, Brewer JA, Corlett 
PR. A computational account of borderline person-
ality disorder: impaired predictive learning about 
self and others through bodily simulation. Front 
Psych. 2014;5:AUG), 1–7. https://doi.org/10.3389/
fpsyt.2014.00111.

 7. McWilliams N. Psychoanalytic diagnosis: understand-
ing personality structure in the clinical process. New 
York, NY: Guilfrod Press; 2020.

 8. Vega D, Soto À, Amengual JL, Ribas J, Torrubia R, 
Rodríguez-Fornells A, Marco-Pallarés J.  Negative 
reward expectations in Borderline Personality Disorder 
patients: neurophysiological evidence. Biol Psychol. 
2013;94(2):388–96. https://doi.org/10.1016/j.
biopsycho.2013.08.002.

 9. Winsper, Catherine, et al. “Clinical and psychoso-
cial outcomes of borderline personality disorder in 
childhood and adolescence: a systematic review.” 
Psychological medicine. 2015;45(11):2237–51.

E. Ursillo et al.

https://doi.org/10.1176/ajp.156.10.1563
https://doi.org/10.1176/ajp.156.10.1563
https://doi.org/10.1080/07448481.2011.584334
https://doi.org/10.1080/07448481.2011.584334
https://doi.org/10.3389/fpsyt.2014.00111
https://doi.org/10.3389/fpsyt.2014.00111
https://doi.org/10.1016/j.biopsycho.2013.08.002
https://doi.org/10.1016/j.biopsycho.2013.08.002


Part III

Special Populations



345© Springer Nature Switzerland AG 2021 
V. Chan, J. Derenne (eds.), Transition-Age Youth Mental Health Care, 
https://doi.org/10.1007/978-3-030-62113-1_17

What’s Next After High School: 
Exploring Options Through 
Identification of Individual 
Strengths and Needs

Edwin Williamson, Walter E. Wilson Jr, Kayla Pope, 
and Catherine Fuchs

 Introduction

Child and adolescent psychiatrists (CAPs) play a 
significant role in guiding teens through the tran-
sition to young adulthood. The transition team 
should revolve around the young person as the 
central figure and include parents or guardians, 
clinicians, and support services. Youth have many 
paths to a successful transition to adulthood, 
including unique educational tracks, entering the 
workforce, or joining the military or through the 
juvenile justice system. Educational pursuits 
often include options such as trade school or 
community college. It is also possible that a 
young person will struggle to get a job or succeed 
in an independent living situation outside the 
home.

TAY refers to older adolescents (15–16 years) 
to young adults (24–26 years) [1]. Quantification 
of this stage is complicated by the nuances of cul-
ture, brain development, and the intersection of 
environment and genetics. Clinicians, parents, 
teachers, and administrators must consider the 
impact of mental illness onset and progression on 
development. Dr. Maryann Davis, Ph.D., 
Professor of Psychiatry at the University of 
Massachusetts, defines developmental transition 
as “the natural process of maturation and 
increased competence and the social changes that 
are associated with this natural process.” Davis 
explores the impact of mental illness on psycho-
logical development while considering the addi-

Key Points
• A subset of transitional age youth (TAY) 

with mental illness do not attend a 
4-year college.

• Child and adolescent psychiatrists need 
to be familiar with the demographics of 
this group of TAY and understand the 
unique challenges they face in manag-
ing their psychiatric conditions.

• Research on effective support for ado-
lescent development may be helpful in 
identifying opportunities to support the 
transition to adulthood.

• A unique subset of TAY with mental ill-
ness includes those in the juvenile jus-
tice system.

E. Williamson (*) · W. E. Wilson Jr · C. Fuchs 
Vanderbilt University Medical Center, Department of 
Psychiatry & Behavioral Sciences and Pediatrics, 
Nashville, TN, USA
e-mail: Edwin.williamson@vumc.org;  
Catherine.fuchs@vumc.org 

K. Pope 
Winnebago Mental Health Institute,  
Oshkosh, WI, USA

17

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_17&domain=pdf
https://doi.org/10.1007/978-3-030-62113-1_17#DOI
mailto:Edwin.williamson@vumc.org
mailto:Catherine.fuchs@vumc.org
mailto:Catherine.fuchs@vumc.org


346

tional challenges facing TAY due to institutional 
transitions which may lead to loss of services [1].

Access to institutional resources varies with 
ethnicity, socioeconomic status, adverse life 
events including victimization, and the impact of 
mental illness on developmental milestones. 
Cognitive development may be inconsistent due 
to the high comorbidity between behavioral dis-
orders and learning disorders. Individuals with 
mental illness may have compromised problem- 
solving skills; this may be exacerbated by the 
presence of complicated family systems. 
Disadvantaged youth with mental illness may 
have additional risk factors as they transition to 
adulthood due to the potential absence of neces-
sary skills for independent living [1].

Studies in neuroscience recognize the ongoing 
maturation of the brain at least to the age of 25 
years, introducing opportunity for the continued 
development of executive function skills, reason-
ing, and impulse control [2]. Epigenetics empha-
sizes the consideration of the dynamics between 
the environment and individual development [2]. 
This highlights the value of thoughtfully consid-
ering the stepwise trajectories available to TAY 
with mental illness as they determine their social, 
educational, and vocational paths [3].

Successful transition requires a juxtaposition 
of developmental pathways with individual goals. 
This process varies with individual life circum-
stances. Too often, normal is defined as achieving 
developmental milestones “on time.” An alterna-
tive construct is to recognize that individual vul-
nerabilities and strengths lead to variability in 
when youth achieve developmental milestones 
[4]. The CAP should review the domains of 
development including emotional and cognitive 
growth, motor skills, social skills, and language 
acquisition including language processing and 
receptive and expressive language. CAPs can 
work with youth to identify the infrastructure and 
supports necessary to achieve goals, as well as 
assist with planning and accountability.

It is important to consider the perceptions and 
preferences of TAY as they shift their care from 
child to adult mental health services. A literature 
review by Embrett et al. identified that, as youth 
make the transition to adult services, they often 

perceive the adult services as less supportive or 
less helpful. This introduces increased risk that 
the patient may not follow through on the adult 
mental health referrals. A review of the US 
healthcare system identified that between ages of 
16–17  years and 18–19  years, use of mental 
health services declined by 45%; service use then 
increased after age 20 years but never attains the 
level experienced at age 16 years. Similarly, the 
study identified that in the UK, 61% of youth 
receiving child services stopped participating in 
mental healthcare at 18 years, and 24% stopped 
participating in mental healthcare after age 
16 years [5].

Embrett et al. reported several barriers to tran-
sition including lack of communication and col-
laboration between the child and adult services, 
silos in funding of child vs. adult services creat-
ing financial barriers, lack of education about the 
purpose of transition, and the cultural differences 
between family-focused child services and indi-
vidually focused adult services. Of note, in the 
USA, 47 states have a disparity between the cri-
teria for mental health services in children and 
adolescents and the criteria for adult mental 
health services based upon how mental illness is 
defined, with adult services reported as more lim-
ited in scope than child and adolescent services. 
It is notable that there is limited research on the 
benefits of transition programs for TAY with 
mental illness. The review identified characteris-
tics of successful transition programs. Critical 
factors include a “lifespan approach” which 
addresses skill gaps in maneuvering relationships 
and accessing education programs or vocational 
services. Peer support is also helpful, as are 
bridge programs and transfer meetings that 
include case management and wraparound ser-
vices to promote the transition. The CAP work-
ing with TAY should be familiar with common 
challenges in transition of services and should be 
able to help facilitate successful moves from 
child to adult mental health services. While clini-
cians and support staff are focusing on the transi-
tion of services, parents are often simultaneously 
thinking about goals for their child. Parents must 
be able to encourage appropriate separation and 
individuation while also providing a realistic 
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safety net for their children. This may challenge 
the parents to recalibrate their hopes, dreams, and 
expectations. Systemic or institutional factors 
create barriers, potentially disrupting the TAY’s 
ability to utilize their strengths. The CAP can 
serve as a guide who encourages youth to opti-
mize strengths while also encouraging patients 
and families to recognize barriers [1].

We present a number of potential postsecond-
ary pathways for at-risk TAY, challenging the 
perception that matriculating at 4-year college is 
the definition of success. We recognize that there 
is variability among the TAY who select different 
pathways. This discussion is focused on TAY 
with a history of mental illness prior to gradua-
tion from high school.

 Vignettes

Note that all cases are a compilation of several 
clinical scenarios and do not represent a specific 
patient.

“E” is a 17-year-old girl who first presented to 
her psychiatrist at age 14 years with aggression, 
mood liability, and poor insight and judgment. 
Her family history was significant for bipolar dis-
order (bp), and she was diagnosed with bipolar 
disorder (BP 1). Her course included multiple 
medication trials and psychiatric hospitaliza-
tions, which impacted her academic progression 
and social experience at school. She was ulti-
mately stabilized on an atypical antipsychotic 
and a mood stabilizer. She had an intact family 
consisting of married parents and two brothers. 
Her father was an accountant, and her mother 
was a stay-at-home-mother. While the family 
always expected that “E” would attend a 4-year 
college, the illness prevented her from being aca-
demically, socially, and emotionally prepared. As 
her mental status improved, she was able to iden-
tify that she felt as though she had missed out on 
“normal teenage activities” and used her lack of 
knowledge of popular movies and music as evi-
dence. “E” chose to attend a community college 
for the first 2 years to prepare for transition to a 
4-year college. The CAP working with her 
focused on stabilizing her illness in the context of 

her unique strengths while facilitating her transi-
tion to a general adult psychiatrist. She ultimately 
decided to enter the workforce after community 
college.

“J” is a 19-year-old young man who presented 
to the adult clinic as a first-year student in com-
munity college. He had a history of adolescent-
onset major depressive disorder (MDD) which 
negatively impacted his motivation in school. His 
parents had a strong cultural bias against engag-
ing in treatment for mental illness. “J” was resis-
tant to accepting the need for support, both 
institutional and individual. During his first year 
of community college, an advisor noted him to be 
increasingly withdrawn and encouraged “J” to 
attend a mental health assessment. He initially 
refused, so his advisor accompanied him to the 
appointment in an attempt to facilitate trust in the 
system. At the appointment, “J” reported relaps-
ing symptoms of MDD complicating his social, 
academic, and emotional development. He did 
not want his parents informed of his struggles 
due to cultural stigma and concern about cost of 
care potentially impacting his family. Over sev-
eral months, he was ultimately able to develop a 
trusting relationship with his psychiatrist, who 
addressed his ambivalence by focusing on the 
conflict between his desire for treatment and his 
family’s cultural beliefs. He completed commu-
nity college and successfully transitioned to the 
workforce.

“M” is a 21-year-old young man who origi-
nally encountered the mental health system when 
he was hospitalized for suicidal ideation at the 
age of 16 years. Over the next several months, he 
was diagnosed with autism spectrum disorder 
(ASD) and attention-deficit/hyperactivity disor-
der (ADHD). He had never enjoyed school and 
had switched from his zoned public school to an 
alternative school due to emotional and academic 
struggles. After his hospitalization, his parents 
withdrew him from the alternative school, with 
worries that he was “in the wrong crowd” and 
that suicidality was “being normalized.” He was 
referred for psychological testing; results were 
consistent with ASD and ADHD. He had signifi-
cant mood and cognitive side effects from even 
small, introductory doses of mixed amphetamine 
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salts, lisdexamfetamine and methylphenidate. He 
tolerated atomoxetine 18 mg but was not able to 
tolerate an upward titration and discontinued the 
medication at various intervals because he did 
not like how it made him feel. He enrolled in a 
home school program, where he struggled with 
organization and structure. He completed high 
school a year later than initially anticipated. After 
graduating from high school, he attended com-
munity college and failed his first semester. He 
worked with his CAP to have another trial of ato-
moxetine while applying for a job. As part of his 
transition care plan, the CAP guided him toward 
the identification of adult psychiatric services.

 Demographics and Resources: 
Matching Who We Are and What 
We Need

For the large number of young adults in America 
who do not attend a 4-year college, community 
colleges and trade schools offer educational 
opportunities, while the military and entry-level 
jobs can provide employment. Despite these 
many options, some still struggle to find success 
in education or employment. The child and ado-
lescent psychiatrist can play a crucial role in 
assisting the subset of TAY dealing with mental 
illness by supporting both the patient and their 
family in further personal, emotional, and social 
development to help them successfully navigate 
this developmental stage. There are some key dif-
ferences in the demographics of TAY who do not 
attend university compared to those who matricu-
late at a 4-year college. Knowing the demograph-
ics of this group can help mental health clinicians 
understand TAY needs and potential options.

 Socioeconomic Factors

Socioeconomic status is correlated with post- 
high school status. TAY who do not attend a 
4-year college have on average a lower socioeco-
nomic status than those who do. In public institu-
tions, 55% of students at four colleges have 
parents who earn over $65,000 per year, while 

that is true of only 42% of students at 2-year col-
leges [6]. In recent years, several states have cre-
ated initiatives to reduce or eliminate costs for 
higher education with scholarships like the 
Tennessee Promise program, which provides 
community college and technical education with 
no tuition cost for high school graduates, regard-
less of income. Other programs include the 
California College Promise program, the 
Maryland Community College Promise program, 
and programs in six other states, with more states 
considering legislation to lower or eliminate 
tuition [7]. Psychiatrists can assist families by 
addressing economic barriers and being aware of 
programs and opportunities outside of 4-year 
colleges.

 Entering the Workforce

Since 1990, the percentage of TAY directly enter-
ing the workforce has decreased. For the 
20–24 year age group, the percentage enrolled in 
school has steadily climbed, from 29% in 1990 to 
38% in 2014 [8]. While the trend is increasing, 
most TAY are not enrolled in school. 
Unemployment in this group has decreased in the 
last 10 years, from close to 20% in the 16–24 year 
age group in 2010 to close to 10% in 2014, but of 
all age groups, this group still has the highest 
unemployment rate [9]. At the same time, the 
earning gap between those with and without col-
lege degrees has doubled in the last four decades 
[10]. Managing expectations and assessing devel-
opmental skills can help psychiatrists, patients, 
and families navigate these years.

 Educational Attainment

TAY who are not enrolled in a 4-year college 
have diverse pathways toward educational attain-
ment. Some have graduated from high school and 
attended and, subsequently, left a 4-year college. 
Some have not finished high school or have 
obtained a GED. Others are choosing to enter the 
workforce directly from high school. For those 
who hope to continue in school, factors that affect 
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persistence and graduation rates include socio-
economic status and academic preparedness [11, 
12]. Mental illness is also a large factor and is 
estimated to account for roughly half of school 
failures [13]. Knowing the multiple, often nonlin-
ear paths that young adults take as they traverse 
this transitional age toward adulthood can help 
psychiatrists prepare patients and their families 
for the future.

 Community College

Most research on college mental health has been 
focused on 4-year college populations, but there 
is an increasing body of research on the large 
community college population. In one compari-
son between the two populations, researchers 
found that while community college students 
were less likely than traditional college students 
to report diagnoses of anxiety and depression, 
they were more likely to report diagnoses of 
severe mental illness like bipolar disorder, 
schizophrenia, and substance abuse. Despite a 
higher frequency of severe mental health reports, 
community colleges provide less psychoeduca-
tion to their students. Some mental health protec-
tive factors, like living in a residence hall (which 
can be protective against suicide), are less com-
mon at community colleges as well [14]. 
Knowing about the higher rates of severe mental 
health disorders and potential resource limita-
tions at community colleges can help psychia-
trists work with students to plan for mental health 
needs in these academic settings.

 Military

Since 1990, the military population has decreased, 
from over 2 million members to 1.29 million in 
2016 [15]. Of the 1 million enlisted service mem-
bers, about half, or 550,000, are age 25 years and 
younger. While the overall numbers have 
decreased, the military remains a stable job for 
many TAY.  The US Department of Defense 
defines certain mental illnesses as disqualifying 
for military service. The list of mental health con-

ditions that are identified as disqualifying can be 
found in the Medical Standards for Appointment, 
Enlistment, or Induction in the Armed Forces 
[16]. According to the Army Times 2018, eligi-
bility for military service requires a waiver if a 
recruit has a history of mood disorders, substance 
use disorders, or self-injurious behavior. During 
the 13 months from October 1, 2016, to October 
31, 2017, the military authorized slightly more 
than 1000 waivers in these categories. 
Documentation of treatment, remission, and cur-
rent condition can be submitted for review by a 
military psychiatrist. Factors including date of 
diagnosis, current ability to handle stressful situ-
ations, and score on the Armed Forces 
Qualification Examination (https://afqttest.com/) 
affect whether a waiver will be approved [17]. 
The criteria for a waiver have generated discus-
sion within the military leadership. A review of 
mental healthcare in the military in multiple 
countries identified that, once in the military, 
access to care is variable with multiple factors 
contributing to barriers and facilitators to care. 
Barriers include individual concerns regarding 
the impact of mental healthcare upon one’s 
career, the logistics of access to care in various 
settings, stigma, and attitudes toward care. 
Factors contributing to help-seeking include sup-
port system, greater impairment in level of func-
tioning, and beliefs about mental illness [18]. The 
effectiveness of interventions is difficult to study 
given the broad range of job and career opportu-
nities in the military. This review suggests that 
screening and referral is important but contingent 
upon available resources. Psychoeducation is 
indicated in part to reduce barriers to care, peer 
support is useful, and availability of evidence-
based interventions is important. The CAP should 
be familiar with the complexities of mental 
healthcare in the military when working with an 
individual transitioning into the military during 
the TAY years.

 Substance Use in TAY

The Monitoring the Future Survey compares col-
lege (including 2-year college) to noncollege 
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TAY from 1975 to 2017. There has been an over-
all increase in the annual prevalence of marijuana 
use in both groups in the last decade. The lowest 
rates were in 2006 for college students at 30% 
and in 2007 for noncollege students at 32%, with 
an increase to 39% for college students and 41% 
for noncollege students in 2016, the highest in 
three decades. Rates of nonmedical amphetamine 
use were slightly higher among college students. 
This is likely due to attempts to improve aca-
demic performance. Opiate misuse declined dur-
ing this period for the noncollege group from 
9.6% to 3.2%. The overall trends for all sub-
stances have been mostly stable or slightly 
increasing in the last two decades, down from the 
higher rates seen in the 1980s. While the rates are 
lower than in the 1980s, the annual prevalence of 
any illicit drug use in TAY is over 40%. In 2018, 
the Monitoring the Future survey explored vap-
ing nicotine in young adults and found that 
annual prevalence in college age youth was 26% 
(30-day prevalence, 16%) compared to noncol-
lege age youth at 21% (30-day prevalence, 13%) 
[19]. Experts encourage screening for substance 
use in the TAY population [20].

In the military, alcohol use disorders are the 
primary form of substance use. Binge drinking 
was identified in one of every three service mem-
bers in 2014 compared to one in four in the gen-
eral population. Rates vary by gender with men 
demonstrating greater binge alcohol use than 
women. Close to 11% of veterans seeking care 
within the VA system have a substance use disor-
der. This population’s risks include the stress of 
deployment, transition back to civilian life, and 
potential combat exposure [21]. Knowing the 
risks of exposure and use within this age group 
can help psychiatrists work with patients and 
families to minimize disruptions to military ser-
vice due to substance abuse and to incorporate 
substance use-specific treatment into the overall 
plan.

 Healthcare Access

The ability to access healthcare can change 
according to age. The age group with the largest 

portion of people without health insurance is 
those from ages 18 to 29 years, which encom-
passes the TAY population. While this group saw 
a dramatic decrease in the rates of uninsured after 
the passage of the Affordable Care Act (from 
32% in 2010 to 16.9% in 2015), one in six TAY 
do not have health insurance [22]. Young adults 
as a group tend to use mental health outpatient 
services less than older adults but use inpatient 
services more frequently. Variation in insurance 
coverage is one factor in this pattern [23].

For those with Medicaid, depending on the 
specific state laws, eligibility can change at age 
18 or 21  years, making it harder to obtain 
Medicaid in adulthood. Some patients in state 
custody may no longer be eligible for Medicaid 
as adults. The income threshold for Medicaid 
eligibility may be stricter at age 19 than at age 
17  years. For those with private health insur-
ance, most plans allow children to stay on their 
parents’ health plans up to the age of 26 years. 
Identifying how patients will pay for ongoing 
outpatient care, acute episodes requiring hospi-
talization and medications can help patients 
and families plan for a more stable transition 
period.

 TAY Involved with Juvenile Justice

The resource matching, academic access, occu-
pational opportunity, and general adult transi-
tions are even more complicated for TAY who 
have been involved with the juvenile justice sys-
tem. A significant number of TAY are involved in 
the juvenile justice system, although the number 
differs from state to state due to variability in the 
upper age of jurisdiction of juvenile courts (15–
17  years old) and the age that youth are trans-
ferred from juvenile to adult systems (18–24 years 
old) [24]. Transitional age youth who are justice-
involved have several characteristics that make 
them especially vulnerable to poor developmen-
tal outcomes, contributing to a more perilous 
transition to adulthood. These include higher 
rates of mental health and substance abuse prob-
lems. They are also more likely to come from dis-
advantaged backgrounds, with less family 
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support, and are more likely to have experienced 
trauma [25].

Mental health problems in transitional age 
youth who are justice- involved are significantly 
higher than a community-based sample. 
Disruptive behavior disorders are the most preva-
lent mental health problem, but anxiety disorders, 
mood disorders, and substance abuse are also sig-
nificant issues. Studies looking at nonresidential 
justice- involved youth find 45% of males and 
50% of females have met diagnostic criteria for a 
mental health disorder [26].

Among youth placed in a residential facility, 
65–70% meet criteria for a mental health issue. 
Comorbidity rates are also very high. It has been 
estimated that 79% of justice-involved youth 
have met criteria for two or more mental health 
issues and 60% have met criteria for a substance 
abuse problem [27].

There are several unique barriers to access-
ing care for TAY in the juvenile justice system. 
Many are also involved in the child welfare sys-
tem which can lead to diffusion of agency 
responsibility and problems with communica-
tion and coordination of care. Further, many 
juvenile justice systems have resource and 
insurance limitations that impact access to men-
tal health and substance abuse treatment. One 
study has found that only 15% of system-
involved transitional age youth with mental 
health problems received services to address 
their mental health needs [28].

Upon reentry from an out-of-home placement, 
TAY face additional challenges. Detention or 
transitions in placement may adversely affect the 
educational process, leading to delays in com-
pleting high school or disruption in vocational 
training in preparation for entering the work-
force. In addition, system involvement may pre-
clude experience in the workforce. One study has 
found that only 31% of youth were involved in 
education or work 1 year after reentry to the com-
munity [29]. The failure to reintegrate poses a 
significant risk factor for recidivism.

There is limited research evaluating treatment 
programs for justice-involved transitional age 
youth and there are few programs specifically 
designed for this population. Most of these pro-

grams rely heavily on parent and family involve-
ment. Multisystemic therapy (MST) has been 
modified to address the needs of TAY, and there 
have been some promising pilot studies of pro-
grams such as MST for Emerging Adults 
(MST-EA) and Family Integrated Transitions 
[30]. Both of these programs have demonstrated 
a reduction in recidivism, and TAY participating 
in MST-EA also showed a decrease in mental 
health symptoms. Further research is needed to 
verify these results and to better understand what 
modifications in programming are most effective 
for this population [31].

Another promising approach has been extend-
ing foster care for transitional age youth past 
18 years old to provide additional family support 
and financial assistance. One federal initiative is 
the John H.  Chafee Foster Care Independence 
Program which provides federal dollars to sup-
port the transition to independent living. States 
can use funding for housing, education, voca-
tional training, mentorship, and preventative 
health activities [32].

Programs that support reentry after detention 
or out-of-home placement have also shown some 
promising results, including reduced recidivism 
rates. The Boston Reentry Initiative (BRI) is 
designed to decrease recidivism rates among 
high-risk, violent youth. The program uses indi-
vidualized reentry plans to address housing, 
employment, mental health, and substance abuse 
needs. According to https://youth.gov/youth-top-
ics/preventing-youth-violence/forum-communi-
ties/boston/reentry-initiative, recently 
incarcerated inmates are screened and subse-
quently selected for eligibility. The program is 
characterized by a monthly panel of stakeholders 
that offer services to BRI participants as a united 
front – both for “life-changing opportunities” and 
for “severe and swift consequences for reoffend-
ing.” The program also requires frequent meet-
ings with a mentor, and case management reentry 
teams often follow participants for 12–18 months 
post-release to support individual transition plans 
of community reentry. The program is estimated 
to have reduced recidivism by 30% [33]. Another 
promising program is the Multidimensional 
Family Therapy-Detention to Community pro-
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gram for substance-using juveniles in justice 
facilities or those who are in the pre-detention 
phase. Like other MST programs, this interven-
tion relies heavily on family involvement [34]. 
The minimum treatment dose includes 6  hours 
per month for the families and 4 hours per month 
for the individual. Local program commitment to 
sustainability and availability of post-detention 
community mental health and substance abuse 
treatments may be challenging.

Improving outcomes for justice-involved TAY 
is important and will require several things. First, 
more needs to be done to address structural issues 
which create barriers to accessing housing, edu-
cation, and much needed substance abuse and 
mental health treatment. This is a widespread 
problem that will require both federal and state 
leadership and commitment of resources to solve. 
There is also a dearth of information on what 
works best for this population, and more research 
focused on interventions targeting their specific 
needs will guide the development of best 
practices.

 Evolution of Developmental 
Concepts

Transitional age youth are in a stage of life when 
important decisions are made in the pursuit of 
identified goals. Characteristics and values 
unique to the individual evolve during the transi-
tional age, leading to informed decisions based 
on experiences and values [31]. As noted by 
Embrett, critical factors for transition include the 
development of skills to manage relationships, 
school, or vocational training [5]. Students 
attending community college may experience 
stress during their transition to a new educational, 
cultural, and social setting. Many community 
colleges promote wellness programs to provide 
support to help the student navigate the transition 
[35]. Psychiatrists working with TAY must iden-
tify individual strengths while helping with the 
management of mental health issues, all within 
the context of understanding the unique demands 
and resources in the various trajectories chosen 
by their patients.

During the early 2000’s, there was a notable 
shift in the understanding of youth development 
by researchers from a focus on problematic 
behaviors (“deficit”-emphasized perspective) to 
recognition of an interplay of genetics, social 
environment, resources, and relationships [31]. 
Several researchers focused on the critical char-
acteristics necessary for American youth to effec-
tively develop in order to gain a greater 
understanding of these developmental factors. 
Note that the theory does not assume that the 
adolescent does not have problems but rather 
assumes that characteristics that contribute to 
effective problem-solving can help with the man-
agement of these challenges [36]. This work pro-
vided a basic framework for afterschool programs 
and other community-based initiatives aimed at 
promoting positive youth development. Positive 
youth development has been described using 
multiple terms, each focused on various concepts 
involving bidirectional engagement with the 
community and how community resources can 
be leveraged for optimal cultivation of skills that 
will lead to a productive life [26]. During the 
1990s and beginning of the 2000s, youth devel-
opment was conceptualized in a more optimistic 
way than in the previous decades. Focus shifted 
to an understanding of the plasticity of the brain 
in response to environmental stressors rather than 
the belief that behavior is genetically predeter-
mined [25].

Lerner et al. designed a longitudinal study of 
fifth graders to assess potential benefits of posi-
tive youth development as it relates to what they 
call the “5 Cs.” These are divided into behaviors 
that are “functionally valued” across develop-
ment (competence, character, and connection) 
and behaviors that are “structurally valued” 
across development (contribution to self and con-
tribution to family). The initial study included 
questionnaires completed by 1700 fifth graders 
(47.2% male) and 1117 parents (82.5% mothers, 
13.9% fathers, 0.2% foster parents) from 57 
schools (89.5% public schools). Participants 
were from all areas of the USA with 57.9% 
European American, 18% Latino, 8.1% African 
American, and 4.1% Native American [22]. The 
study conducted an annual assessment of adoles-
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cents over an 8-year span. The identified goal of 
the study was to follow participants from the 5th 
through the 12th grade [37]. The model proposes 
that adolescents can learn effective coping skills 
throughout development by building on internal 
strengths and effectively engaging with people 
and resources. Components of the system include 
resources embedded in daily life as experienced 
within the family, school, or neighborhood [18, 
38] (Table 17.1).

Positive youth development is reported to be 
an effective approach to work with the general 
adolescent population, although the literature on 

Table 17.1 (continued)

The 5 Cs [22]

Primary 
developmental 
areas

Potential questions 
for providers to ask

Connection Social 
(friendships 
and romantic 
relationships), 
academic, 
intrafamilial, 
community

How connected do 
you feel to your 
friends?
How connected do 
you feel to your 
romantic partner?
Do you feel like 
you fit in at your 
school?
Do you feel 
connected to your 
community?
Do you feel like an 
included and valued 
member of your 
family?

Character Moral/ethical What does it mean 
to you to have 
integrity?
What are the things 
you value most in 
life?
What characteristics 
do you value in 
others?
What characteristics 
do you value in 
yourself?

Caring Empathy, 
sympathy, 
emotional 
intelligence, 
compassion

Who do you care 
about most in your 
life?
Who is the person 
in your life who 
you believe cares 
about you the most?
How well do you 
think you can read 
the emotions of 
those around you?

Contribution 
(the sixth 
“C”) [39]

Social 
(friendships, 
intimate 
relationships, 
family), 
community, 
society

What do you 
believe to be your 
purpose in life?
What do you 
believe you have 
contributed to 
society thus far?
What do you hope 
to contribute to 
society in the 
future?

Table 17.1 Clinical application: identifying characteris-
tics of positive youth development.

The 5 Cs [22]

Primary 
developmental 
areas

Potential questions 
for providers to ask

Competence Academic, 
athletic, 
extracurricular 
activities

What are you most 
proud of?
What are you best 
at?
What are some 
things you struggle 
with?
How do you feel 
like you are 
performing 
academically and 
athletically?
How do you feel 
like you are 
performing in other 
extracurricular 
activities?

Confidence Academic, 
athletic, 
extracurricular 
activities, 
social

Is there anything 
you feel vulnerable 
about?
Have you ever used 
any substances to 
perform better 
academically or 
athletically?
How do you feel 
about your ability 
to achieve 
academically or 
athletically?
How comfortable 
are you in social 
situations?

17 What’s Next After High School: Exploring Options Through Identification of Individual Strengths…
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positive psychology identifies some controversy 
regarding the concepts of positive versus nega-
tive emotions and behaviors. Positive psychology 
is a strength-based field developed to facilitate a 
state of well-being and healthy functioning. 
Researchers study life experiences with a focus 
on positive events rather than psychopathology; 
they explore the presence of “positive individual 
traits” and attempt to understand the role of insti-
tutions in the development of positive experi-
ences [40]. The initial focus was on “normal,” but 
there is increasing effort to apply the concepts to 
work with individuals dealing with adversity or 
mental illness [41]. Studies have demonstrated 
some benefit of “positive psychotherapy” for 
depression, suicidal ideation, and substance use 
disorders, but these studies are difficult to quan-
tify and need more in-depth cultural understand-
ing. One meta-analysis (English language studies 
not limited to TAY) found that positive psychol-
ogy interventions improved well-being and ame-
liorated depression [42]. Development of 
effective coping skills during adolescence may 
allow TAY to function optimally during a time of 
increased autonomy.

Providing further information about working 
with TAY, Narendorf et al. did a qualitative study 
of uninsured young adults seeking emergency psy-
chiatric care. The study included 55 individuals 
aged 18–25 years, 45% female, 27% White, 27% 
Black, 20% Hispanic, and 20% multiracial. 
Participants completed a structured questionnaire 
and participated in a semi- structured interview to 
provide information on their experiences with past 
mental health services. Patients primarily noted 
the importance of clinicians whom they consider 
competent based upon provider communication 
regarding the rationale for treatment decisions. 
However, they also stressed the value of having a 
positive relationship with their mental health pro-
vider and feeling respected by others [24].

 Conclusion

This book examines aspects of mental healthcare 
during the critical period of transition from ado-
lescence to adulthood. In the vignette descrip-

tions, we see different kinds of struggles in 
navigating this life stage and how each individ-
ual, working with their psychiatrist, was able to 
find a path toward young adulthood.

To continue to advance our understanding of 
how best to support TAY, we need to understand 
the mental health needs and resources available 
to those in school and newly entering the work-
force. We also need to research the impact of 
changing health insurance and socioeconomic 
status early in adulthood and compare practices 
for transitioning mental healthcare from adoles-
cence to adulthood in various communities. 
Research indicates that educating and engaging 
young adults regarding treatment decisions can 
empower TAY with mental illness to advocate for 
their care and engage with providers [24].

Psychiatrists require specific education on the 
challenges facing TAY with mental illness. CAPs 
must be aware of individual and cultural bias 
regarding the expected life trajectory of each 
TAY after high school and should consider the 
strengths, barriers, and risk factors facing each 
individual patient. Training should address these 
concepts. Training programs should consider 
opportunities to meet Accreditation Council for 
Graduate Medical Education (ACGME) training 
requirements for CAP while also emphasizing 
the importance of the transition from adolescence 
to young adulthood. This might include integra-
tion into the curriculum of didactic discussion 
with clinical services specifically dedicated to 
transitional issues. Also important is communica-
tion between the child and general psychiatry 
training programs to ensure discussion of transi-
tional needs and barriers. Partnership with juve-
nile justice systems, local community colleges, 
and technical schools could provide opportunity 
for psychiatrists in training to learn more about 
the unique needs of this population. General psy-
chiatry residencies can also work to prepare their 
residents to work with TAY through partnership 
with child and adolescent psychiatry divisions 
and local educational institutions.

Child and adolescent psychiatrists can play a 
key role during this developmental stage. Child 
psychiatrists assess strengths and opportunities 
for improvement across domains while also help-
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ing patients and parents mobilize necessary 
resources. When done proactively, the CAP can 
help guide the TAY to optimal achievement of 
goals for each individual during this transitional 
stage of life.

References

 1. Davis M, Vander SA.  The transition to adulthood 
for youth who have serious emotional disturbance: 
developmental transition and young adult outcomes. 
J Ment Health Adm. 1997;24(4):400–27.

 2. Mychasiuk R, Metz GA. Epigenetic and gene expres-
sion changes in the adolescent brain: what have we 
learned from animal models? Neurosci Biobehav Rev. 
2016;70:189–97.

 3. Martel A, Fuchs DC. Transitional age youth and men-
tal illness – influences on young adult outcomes. Child 
Adolesc Psychiatr Clin N Am. 2017;26(2):xiii–vii.

 4. Leebens PK, Williamson ED.  Developmental psy-
chopathology: risk and resilience in the transition to 
young adulthood. Child Adolesc Psychiatr Clin N 
Am. 2017;26(2):143–56.

 5. Embrett MG, Randall GE, Longo CJ, Nguyen T, 
Mulvale G.  Effectiveness of health system services 
and programs for youth to adult transitions in mental 
health care: a systematic review of academic litera-
ture. Admin Pol Ment Health. 2016;43(2):259–69.

 6. Ma J, Baum S. Trends in community colleges: enroll-
ment, prices, student debt, and completion. College 
Board Research Brief. 2016;4:1–23.

 7. Jones T, Berger K. A promise fulfilled: a framework 
for equitable free college programs. Washington, 
D.C.: The Education Trust; 2018.

 8. Kena G, Hussar W, McFarland J, De Brey C, Musu- 
Gillette L, Wang X, Zhang J, Rathbun A, Wilkinson- 
Flicker S, Diliberti M, Barmer A.  The condition of 
education 2016. NCES 2016–144. Washington, DC.: 
National Center for Education Statistics; 2016.

 9. Cassidy M.  Why youth unemployment is still a 
huge problem. The Fiscal Times [Internet]. 2015 
Jan 15 [cited 9 Feb 2020]. Available from: https://
www.thefiscaltimes.com/Columns/2015/01/09/
Why-Youth-Unemployment-Still-Huge-Problem.

 10. David H.  Skills, education, and the rise of earnings 
inequality among the “other 99 percent”.

 11. Stewart S, Lim DH, Kim J. Factors influencing col-
lege persistence for first-time students. J Develop 
Edu. 2015:12–20.

 12. Grimes SK.  Underprepared community college 
students: characteristics, persistence, and aca-
demic success. Commun Collage J Res Practice. 
1997;21(1):47–56.

 13. Vander Stoep A, Weiss NS, Kuo ES, Cheney D, 
Cohen P. What proportion of failure to complete sec-
ondary school in the US population is attributable to 

adolescent psychiatric disorder? J Behav Health Serv 
Res. 2003;30(1):119–24.

 14. Katz DS, Davison K.  Community college student 
mental health: a comparative analysis. Commun 
College Rev. 2014;42(4):307–26.

 15. Reynolds GM, Shendruk A.  Demographics of the 
US Military. Washington, D.C.: Council on Foreign 
Relations; 2018.

 16. Department of Defense. Medical standards for 
appointment, enlistment, or induction into the mili-
tary services. Report No. 6130.03. 2018.

 17. Mitchell E. Military issues 1,000 waivers for soldiers 
with mood disorders: report. Army Times. 27 Apr 
2018.

 18. Sharp ML, Fear NT, Rona RJ, Wessely S, Greenberg 
N, Jones N, Goodwin L. Stigma as a barrier to seek-
ing health care among military personnel with mental 
health problems. Epidemiol Rev. 2015;37(1):144–62.

 19. Schulenberg JE, Johnston LD, O'Malley PM, 
Bachman JG, Miech RA, Patrick ME. Monitoring the 
future national survey results on drug use, 1975–2017. 
Vol. II, College Students & Adults Ages. 19–55. Ann 
Arbor: Institute for Social Research; 2018.

 20. Bukstein OG.  Challenges and gaps in understand-
ing substance use problems in transitional age youth. 
Child Adolesc Psychiatr Clinics. 2017;26(2):253–69.

 21. Teeters JB, Lancaster CL, Brown DG, Back 
SE.  Substance use disorders in military veterans: 
prevalence and treatment challenges. Subst Abuse 
Rehabilitat. 2017;8:69.

 22. Elements of access to health care. Content last 
reviewed June 2018. Agency for Healthcare Research 
and Quality, Rockville. https://www.ahrq.gov/
research/findings/nhqrdr/chartbooks/access/elements.
html.

 23. Narendorf SC, Wagner R, Fedoravicius N, Washburn 
M.  Prior experiences of behavioral health treatment 
among uninsured young adults served in a psy-
chiatric crisis setting. Commun Mental Health J. 
2017;53(7):782–92.

 24. Wasserman GA, McReynolds LS, Ko SJ, Katz LM, 
Carpenter JR. Gender differences in psychiatric dis-
orders at juvenile probation intake. Am J Pub Health. 
2005;95(1):131–7. of Juvenile Just and Delinquency 
Prevention, Office of Just Programs, U.S. Department 
of Justice. (2018). Statistical briefing book. Statistics 
retrieved from: https://www.ojjdp.gov/ojstatbb/struc-
ture_process/qa04106.asp and https://www.ojjdp.gov/
ojstatbb/structure_process/qa04101.asp.

 25. Zajac K, Sheidow AJ, Davis M. Juvenile justice, men-
tal health and the transition to adulthood: a review of 
service system involvement and unmet needs in the 
US. Child Youth Serv Rev. 2015;56:139–48.

 26. Wasserman GA, McReynolds LS, Ko SJ, Katz LM, 
Carpenter JR. Gender differences in psychiatric disor-
ders at juvenile probation intake. Am J Public Health. 
2005;95(1):131–7.

 27. Shufelt JL, Cocozza JJ.  Youth with mental health 
disorders in the juvenile justice system: Results from 

17 What’s Next After High School: Exploring Options Through Identification of Individual Strengths…

https://www.thefiscaltimes.com/Columns/2015/01/09/Why-Youth-Unemployment-Still-Huge-Problem
https://www.thefiscaltimes.com/Columns/2015/01/09/Why-Youth-Unemployment-Still-Huge-Problem
https://www.thefiscaltimes.com/Columns/2015/01/09/Why-Youth-Unemployment-Still-Huge-Problem
https://www.ahrq.gov/research/findings/nhqrdr/chartbooks/access/elements.html
https://www.ahrq.gov/research/findings/nhqrdr/chartbooks/access/elements.html
https://www.ahrq.gov/research/findings/nhqrdr/chartbooks/access/elements.html
https://www.ojjdp.gov/ojstatbb/structure_process/qa04106.asp
https://www.ojjdp.gov/ojstatbb/structure_process/qa04106.asp
https://www.ojjdp.gov/ojstatbb/structure_process/qa04101.asp
https://www.ojjdp.gov/ojstatbb/structure_process/qa04101.asp


356

a multi-state prevalence study. National Center for 
Mental Health and Juvenile Justice: Delmar; 2006.

 28. Teplin LA, Abram KM, McClelland GM, Washburn 
JJ, Pikus AK.  Detecting mental health disorders in 
juvenile detainees: Who receives services. Am J 
Public Health. 2005;95(10):1773–80.

 29. Chung HL, Schubert CA, Mulvey EP. An empirical 
portrait of community reentry among serious juvenile 
offenders in two metropolitan cities. Crim Justice 
Behav. 2007;34(11):1402–26.

 30. Trupin EJ, Kerns SEU, Walker SC, DeRobertis 
MT, Stewart DG.  Family integrated transitions: a 
promising program for juvenile offenders with co-
occurring disorders. J Child Adolesc Subst Abuse. 
2011;20(5):421–36.

 31. Davis M, Sheidow AJ, McCart MR. Reducing recidi-
vism and symptoms in emerging adults with serious 
mental health conditions and justice system involve-
ment. J Behav Health Serv Res. 2014;42:172.

 32. Children’s Bureau. (June 28, 2012). John H. Chafee 
Foster Care Independence Program. Retrieved 
from: https://www.acf.hhs.gov/cb/resource/
chafee-foster-care-program.

 33. Braga AA, Piehl AM, Hureau D. Controlling violent 
offenders released to the community: an evaluation 
of the Boston reentry initiative. J Res Crime Delinq. 
2009;46(4):411–36.

 34. Liddle HA, Dakof GA, Henderson C, Rowe 
C.  Implementation outcomes of multidimensional 
family therapy-detention to community: a reintegra-
tion program for drug using juvenile detainees. Int J 
Offender Ther Comp Criminol. 2011;55(4):587–604.

 35. Barrington K.  How to manage your stress while 
attending community college [Internet]. Community 
College Review. 2017 [cited 26 Dec 2019]. Available 
from: https://www.communitycollegereview.com/
blog/how-to-manage-your-stress-while-attending-
community-college.

 36. Lerner RM, von Eye A, Lerner JV, Lewin-Bizan S, 
Bowers EP.  Special issue introduction: the meaning 
and measurement of thriving: a view of the issues. J 
Youth Adolesc. 2010;39(7):707–19.

 37. Lerner RM, Lerner JV. The positive development of 
youth: comprehensive findings from the 4-H study 
of positive youth development. Washington, D.C.: 
National; 2013.

 38. Lerner RM, Lerner JV, von Eye A, Bowers EP, Lewin- 
Bizan S.  Individual and contextual bases of thriv-
ing in adolescence: a view of the issues. J Adolesc. 
2011;34(6):1107–14.

 39. Sherrod L.  Civic engagement as an expression of 
positive youth development. Approaches Posit Youth 
Develop. 2007;1:59–74.

 40. Duckworth AL, Steen T, Seligman M. Positive psy-
chology in clinical practice. Annu Rev Clinical 
Psychol. 2005;1:629–51.

 41. Schrank B, Brownell T, Tylee A, Slade M.  Positive 
psychology: an approach to supporting recov-
ery in mental illness. East Asian Arch Psychiat. 
2014;24(3):95.

 42. Sin NL, Lyubomirsky S.  Enhancing well-being and 
alleviating depressive symptoms with positive psy-
chology interventions: a practice-friendly meta- 
analysis. J Clin Psychol. 2009;65(5):467–87.

E. Williamson et al.

https://www.acf.hhs.gov/cb/resource/chafee-foster-care-program
https://www.acf.hhs.gov/cb/resource/chafee-foster-care-program
https://www.communitycollegereview.com/blog/how-to-manage-your-stress-while-attending-community-college
https://www.communitycollegereview.com/blog/how-to-manage-your-stress-while-attending-community-college
https://www.communitycollegereview.com/blog/how-to-manage-your-stress-while-attending-community-college


357© Springer Nature Switzerland AG 2021 
V. Chan, J. Derenne (eds.), Transition-Age Youth Mental Health Care, 
https://doi.org/10.1007/978-3-030-62113-1_18

Digital Media Use in Transitional-
Age Youth: Challenges 
and Opportunities

Paul Weigle, Kristopher Kaliebe, Kristin Dalope, 
Tracy Asamoah, and Reem Mohamed Abdel Shafi

P. Weigle (*) 
Natchaug Hospital, Mansfield Center, CT, USA 

K. Kaliebe 
USF Health Department of Psychiatry and Behavioral 
Neurosciences, Tampa, FL, USA
e-mail: kkaliebe@health.usf.edu 

K. Dalope 
UPMC Children’s Hospital of Pittsburgh,  
Pittsburgh, PA, USA
e-mail: dalopek@upmc.edu 

T. Asamoah 
Austin, TX, USA 

R. M. A. Shafi 
Cairns Hospital and Hinterland Service,  
Cairns, QLD, Australia

18

• Mental health disorders often drive 
excessive digital media use, creating a 
novel symptom profile.

• Mental health providers must assess 
digital media use, identifying elements 
of potential risk and harm.

• TAY often engage in social connections 
online in place of healthier face-to-face 
interactions.

• Online activities are often preferred by 
TAY to other means of managing nega-
tive affective states.

• TAY engaging excessively in online 
entertainment often experience worsen-
ing symptoms of ADHD, anxiety, or 
depression.

• Negative and unhealthy sites, such as 
those endorsing eating-disordered 
behaviors, self-harm, or suicide, may be 
particularly appealing to depressed 
youth.

• Solutions to common media-related 
problems can include mindful use and 
utilizing technology applications  to 
track and limit unhealthy use.

• Incorporating new technologies into 
treatment can augment interventions, 
improve communication and alliance, 
and integrate treatment into our patients’ 
lives.

Key Points
• Today’s TAY are distinct from other gen-

erations in their habitual engagement 
with new media technology, decreased 
risk-taking, and increased  rates of 
depression and anxiety.

• New digital media for entertainment and 
communication is extensively interwo-
ven into TAY’s lives.

• Interactions with digital technologies 
can engender or exacerbate mental 
health problems.
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Clinical Vignette
Jared is a 19-year-old man who presents reluc-
tantly with his parents to an initial outpatient psy-
chiatry evaluation in relation to a suicidal threat 
he made after an argument with his parents over 
completing chores. He dropped out of college 
3  months before presentation and has become 
progressively isolated and despondent. In high 
school, during which he played video games in 
moderation, Jared was a fair student, and he did 
well in his first semester of college. However, 
after the winter break of college, he returned to 
campus, bringing his powerful “gaming com-
puter.” At a friend’s advice, Jared started playing 
Counter-Strike: Global Offensive (CS:GO) – an 
online competitive first-person shooter game 
played in teams. In his second semester, his gam-
ing habit quickly consumed over 8 hours per day, 
to the detriment of sleep, socialization, home-
work, and study. Ultimately, Jared stopped 
attending class in college. He experienced a 
major depressive episode, lost weight, and con-
templated suicide. He dropped out, returned 
home, and made a plan with his mother to get a 
full-time job. In the ensuing months, he contin-
ued to spend most of his waking hours playing 
CS:GO. He has not pursued a job, has gained 20 
lbs., and has left household chores undone. He 
reports increasing social anxiety, rarely leaves 
home, and relapsed into depression. On inter-
view, he makes little eye contact and gives mini-
mal answers. His gaze returns regularly to his 
phone, and when asked why, he states it is to see 
if a CS:GO teammate has yet responded to his 
text. Jared admits that this has been the worst 
year of his life, but notes that he has at least got-
ten joy from playing CS:GO, which he calls “my 
coping skill.”

 Introduction

Tech is everywhere. Modern youth’s engagement 
with media represents, by many measures, the 
greatest generational divide in history. Today’s 
transitional age youth represent the first genera-
tion whose adolescence began in a world of 
smartphones and contemporary computers, win-

dows to online entertainment and video games. 
Dubbed “iGen” [130], this cohort born between 
1995 and 2012 is defined by their technology 
habits. Technology has had a transformative 
effect on how these youth experience the world 
on a daily basis. This poses new challenges to 
their health and maturation, with implications for 
the assessment and treatment of psychiatric dis-
orders. Transitional age youth of today often pos-
sess new skill sets, but also lack abilities 
considered basic in previous generations. 
Disorders of mental health in youth are interwo-
ven with the media habits and experiences which 
dominate their lives. Excessive online habits can 
themselves become pathological, causing dys-
function, representing a distinct mental disorder. 
Online activities and experiences such as cyber-
bullying, sexting, and fear of missing out 
(FOMO) can also have a dramatic impact on 
mental health. It is vital that mental health practi-
tioners understand the new normal, as well as 
digital technology’s differential impact on psy-
chiatric disorders including depression, anxiety, 
attention-deficit/hyperactivity disorder (ADHD), 
and disorders of the autism spectrum. As such, 
practitioners must adapt the clinical evaluation of 
transitional age youth to include effects of 
technology- related mental health issues and dis-
orders and guide patients toward balanced, 
healthy lives in a world dominated by screens.

 Problematic Internet Use

For many adolescents and young adults, regulat-
ing digital media use is challenging; smart-
phones, tablets, laptops, etc., are the gateway for 
commerce, education, employment, entertain-
ment, information, and socialization [100].

Researchers use a variety of terms and meth-
ods when trying to understand digital media use 
and when it becomes problematic. To date, there 
are over 60 terms describing  the latter. 
Problematic interactive media use (PIMU) 
describes when  overuse or compulsive use of 
media (both online and offline) interfere with 
one’s daily life – having a negative impact on per-
sonal hygiene, grades, family interactions, emo-
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tional and psychological issues, and relationships 
[87]. PIMU often presents in one of four ways: 
gaming, social media, pornography, and 
information-bingeing.

TAY with PIMU may also have coexisting 
diagnoses of ADHD, ASD, anxiety, depression, 
eating disorders, and/or substance use [93] 
Physically, those who have PIMU may have 
sedentary lifestyles, weight gain, sleep issues 
[93], neck/back pain, wrist/hand pain, and eye 
strain.

Problematic Internet use (PIU) is described as 
the “use of the Internet that creates psychologi-
cal, social, school and/or work difficulties in a 
person’s life” [9, p. 378]. PIU focuses upon two 
factors, time on the Internet and what is done on 
the Internet, and it includes additional ideas 
beyond addiction (e.g., Internet use that inter-
feres with offline socialization).

Internet addiction focuses on an addiction 
specific to the Internet, describing core features 
of addiction such as loss of control while on the 
Internet or feelings of withdrawal when away 
from the Internet [120].

Internet gaming disorder is defined in the 
2013 revision of Diagnostic Statistical Manual of 
Mental Disorders 5 (DSM-5) as a condition 
requiring further study, not yet an official diagno-
sis. Gaming disorder is listed in the International 
Classification of Diseases (ICD-11) as a diagno-
sis in the 2018 revision.

The figure below (Fig. 18.1) incorporates lan-
guage from primary care and mental health prac-
titioners to illustrate the relationship between 
Internet gaming disorder and related 
phenomena.

Table 18.1 compares the definitions of Internet 
gaming disorder and gaming disorder.

There are over 20 assessment tools that focus 
on different aspects of problematic use [66]. 
These tools may measure concepts of addictive 
behaviors, impulse-control disorders, or behav-
iors that use the Internet as a medium for other 
addictive behaviors. Others assess the impact of 
the use of existing apps [81], or devices like 
smartphones.

The impact of PIMU/addiction upon TAY 
may include physical and mental health concerns 
and decreased success in educational, employ-

ment, or social realms  – regardless of culture. 
These behaviors may also have a significant 
impact upon the family system. For example, 
TAY who never leave their parents’  home may 
have had a “failure to launch”, or a “boomerang” 
effect may occur if the TAY returns  to live at 
home as a result of PIMU or addiction. In both 
scenarios, family dynamics may be disrupted, 
financial stressors increased, and interpersonal 
conflicts intensified.

The following two tables (Tables 18.2 and 
18.3) summarize the current state of research and 
treatment evidence in therapy and in pharmaco-
logical management to address problematic use 
of digital media. For pharmacological manage-
ment, the medications listed can be beneficial in 
treating PIU, which may coexist with one or 
more comorbid psychiatric diagnoses.

Clinical Vignette
Suzie is a 19-year-old female who has come to 
see a college counselor, as she is experiencing 
poor mood and difficulty sleeping. She is study-
ing biomedical sciences and had an argument 
with a friend about a joint assignment last week. 
The conflict has escalated, and several other peo-
ple are involved. She is worried about her reputa-
tion and feels excluded, as she is no longer 
welcome in her former study group. This issue 

PIMU

PIU

Internet
Addiction

Internet
Gaming
Disorder

Fig. 18.1 Interrelationship of PIMU, PIU, Internet 
addiction, and Internet gaming disorders
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Table 18.2 Psychotherapeutic treatment of problematic 
interactive media use

Therapeutic 
approach Details
Acceptance 
commitment 
therapy

Accept distress and neutrally 
engage with emotions

Cognitive 
behavioral 
therapy

Identify cognitions, behaviors, and 
emotions that trigger relapses and 
focus psychoeducational and coping 
strategies on the antecedents

Dialectical 
behavioral 
therapy

Increase patient’s ability to be 
conscious of experienced feelings, 
thoughts, and urges so patient can 
make effective decisions [93]

Digital 
detoxification

Complete abstinence is promoted 
for a finite period of time 

Family-based/
family therapy

Improve communication and teach 
family monitoring of digital media 
use 

Motivational 
interviewing

Evaluation of readiness for change 
using precontemplation, 
contemplation, preparation, action, 
maintenance, and relapse stages

Sports 
intervention

Sports exercise prescriptions 
improved PIU [75] 
Exercise rehabilitation may benefit 
PIU [60]

has kept her up at night, and she has tried to rea-
son with several people to rejoin the group, to no 
avail. Her grades are slipping, and she nearly 
walked into a passing car while simultaneously 
texting her ex-friend. She has had near misses 
with traffic like this in the past while using social 
media on her phone.

 Typical Screen Habits and Mental 
Health Impact

Young adults of this generation come of age with 
significantly distinct strengths and weaknesses 
due to individual experiences accumulated in 
childhood and adolescence. Cross-sectional stud-

Table 18.1 Internet gaming disorder and gaming disor-
der comparison

DSM-5 Internet gaming 
disorder ICD-11 gaming disorder
Condition for further 
study, not an official 
diagnosis

Diagnosis

Internet-based games Online or offline video 
games

Criteria present within 
1 year

Criteria present within 1 
year

Modifiers of mild, 
moderate, severe

No modifiers

Repetitive use of 
Internet-based games, 
often with other 
players, that leads to 
significant issues with 
functioning

Pattern of gaming behavior 
(digital gaming or video 
gaming) which must be of 
sufficient severity to result in 
significant impairment in 
family, social, educational, 
occupational, or other 
important areas of 
functioning

5 of 9 criteria (below) 
needed

All 3 bolded criteria 
required

Preoccupation or 
obsession with Internet 
games

Impaired control over 
gaming
Increasing priority given to 
gaming over other activities 
to the extent that gaming 
takes precedence over other 
interests and daily activities

Loss of interest in 
other life activities, 
such as hobbies
Lied to others about 
Internet game usage
Has lost or put at risk 
an opportunity or 
relationship due to 
Internet games
Continued overuse of 
Internet games, even 
knowing how much 
they impact their life

Continuation or escalation 
of gaming despite the 
occurrence of negative 
consequences

Uses Internet games to 
relieve anxiety or guilt

No explicit discussion of 
these topics

Withdrawal symptoms 
when not playing 
Internet games
Tolerance – needs 
more time playing 
games
Tried to stop or 
decrease playing 
Internet games, but 
failed
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ies done 15  years apart, in 2000 and in 2015, 
show a massive increase in daily screen entertain-
ment consumption, to an average of over 
6.5 hours per day for adolescents [100, 103]. The 
average amount of time spent online tripled 
 during this time period, and the average amount 
of time spent playing video games quadrupled. 
Taken as a whole, the average transitional age 
American youth spends about twice as much 
time engaging in screen entertainment during 
their teenage years as they spend in school. The 
extensive time devoted to screens has displaced 
time traditionally spent in other activities. 
Generational research indicates that in 2015, ado-
lescents spent significantly less time socializing 

in person with peers, going out on dates, reading 
books and magazines, driving, and even sleeping 
than at any other time in the prior 25 years [130]. 
However, this time period also saw a significant 
decrease in adolescent violent crime rates, teen 
pregnancy, and cigarette and alcohol use. 
Determining causality is difficult, but it appears 
that the increase in teen technology habits have 
displaced both healthy and risky behaviors. 
Current transitional age youth have less experi-
ence with socializing in person (including dating) 
than any generation before, which is expected to 
negatively impact their “offline” social skills 
[130]. Modern youth have also spent less time 
reading books and magazines for enjoyment, as 
well as driving, which may impact their educa-
tion and options for employment as well as social 
life. Nighttime technology use displaces time 
spent sleeping, deconditions sleep habits, and 
increases sleep latency times following video 
games or other stimulating screen activities. 
Insufficient sleep is particularly vital to correctly 
identify and address in psychiatric care, because 
it strongly predicts depression, anxiety, and sui-
cidality [83]. As a possible protective factor, 
today’s youth also come of age having engaged 
in fewer experiences with sexual intercourse, 
pregnancy, interpersonal violence, and drug and 
alcohol use [130], which may in turn decrease 
susceptibility to mental disorders such as post-
traumatic stress disorder and substance use 
disorders.

However, there are signs that the current gen-
eration is overall less mentally healthy than the 
last. When compared with young adults who 
were aged 18–25  years old in the mid-2000s, 
transitional age youth in the late 2010s are more 
likely to report specific psychological problems 
[131]. This relationship is illustrated in Fig. 18.2.

Changing screen habits seems to be the biggest 
difference between the current and previous gen-
erations. Even within the generation of young 
adults, increased screen habits have been associ-
ated with anxiety, depression, psychopathology 
symptoms, and poor sleep quality [141]. Large 
systematic reviews of research studies have associ-
ated time spent on screen media with depression, 

Table 18.3 Medication treatment of problematic interac-
tive media use

Medication Evidence
Atomoxetine Improved child depression 

inventory scales [92]
Bupropion 11 patients open-label trial – 

decreased craving for video 
games [47]

Citalopram + 
quetiapine

Case report TAY w/PIU – 
improvement maintained at 
4-month follow-up [19]

Clonazepam + 
sertraline

Case study of CBT to treat 
anxiety and Internet addiction 
reduced both symptomatologies 
[109]

Escitalopram Case report of gaming addiction 
[110]
Open-label trial in 19 patients, 
decreased time online in 11 
patients [27]

Fluoxetine Case report of pornography 
addiction [26]

Lamotrigine/
fluoxetine

Case report of compulsive 
sexual behaviors online and 
offline [112]

Methylphenidate 
(extended release)

62 children with ADHD, 
decreased Internet video game 
use time [46]

Memantine 29 subjects with gambling 
addiction, open label, 10 weeks 
decreased gambling behaviors 
[42]

Naltrexone + 
sertraline

Case report of Internet sexual 
addiction, depression, OCD 
[13]
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psychological distress, behavior problems, low 
self-esteem, and poor physical fitness, although 
one review found only a small effect [121].

The amount of screen time youth engage in 
may be less important than the choices they make 
regarding quantity and content of use. For exam-
ple, scrolling social media while in a classroom 
may distract from learning, while doing so late at 
night may lead to insufficient sleep.

 Advantages and Disadvantages 
of Online Experiences and Behaviors

Specific online screen habits and experiences 
have been associated with negative mental health 
outcomes and warrant particular concern: cyber-
bullying, sexting, social comparison, FOMO (fear 
of missing out), violent video game play, and 
viewing pornography. Cyberbullying is the use of 
electronic communication to bully another, typi-
cally by sending intimidating, humiliating, or 
threatening messages. Cyberbullying victimiza-
tion is becoming more common in recent years, 
and it specifically predicts worsening of depres-
sion symptoms over time [67, 77]. Sexting 
involves sharing sexually explicit photographs or 
videos via electronic media and is also becoming 
more common. One survey of young adults found 
that a majority admitted to having engaged in sex-
ting [122]. Although sexting is not always related 
to a negative outcome, at greatest risk are females 
who send a picture for the hopes of starting a new 
relationship [32]. Sexting has also been associ-
ated with depression, anxiety, substance use, and 
risky sexual behaviors [86, 119]. Social compari-
son refers to the human tendency to evaluate one-

self based on observation of others. This concept 
can relate to use of various types of media, yet its 
effects appear particularly powerful via social 
media, where users often exaggerate or fabricate 
desirable characteristics in order to compete for 
“followers,” “friends,” and “likes.” Youth engag-
ing in social comparison are more likely to feel 
inferior and are significantly more likely to expe-
rience depression in relation to social media use 
[76, 88, 133]. Similarly, FOMO is the feeling of 
being excluded from experiences one’s peers are 
enjoying. Youth who experience FOMO tend to 
feel inferior and self-conscious over time [59]. 
They are more likely to check social media 
accounts obsessively and to suffer negative conse-
quences of social media use [90]. Similar to 
engagement with other forms of violent media, 
violent video game play has been found to 
increase aggressive thoughts and behaviors in 
dozens of research studies. Although the effect 
size is relatively small, it is significant, and may 
be proportional to the extent of exposure. The 
mental health implications of watching online 
pornography are largely unknown, but a signifi-
cant proportion of young men endorse feeling 
addicted [43]. These online experiences should be 
assessed in psychiatric evaluations of youth and 
addressed in treatment when problematic.

Various habits of screen media engagement 
appear to confer specific skills and advantages. 
Regular video game play has been shown to ben-
efit eye-hand coordination, aspects of vision such 
as detail resolution and contrast sensitivity, visual 
tracking, mental rotation, task switching, and 
multitasking.

Social media use may also confer specific 
benefits and risks to mental health. Social 
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Fig. 18.2 Likelihood of 
mental health problems 
in transitional age youth 
in 2010 as compared to 
a decade before [131]
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media engagement has been related to increased 
self- esteem and social support. Youth suffering 
from depression and anxiety often seek help 
and support online, typically preferring to 
socialize online rather than in person. Racial 
minority and LGBTQ youth, as well as those 
with niche interests, or learning disabilities, 
often use social media to connect with like- 
minded peers and as a result feel less lonely 
[63]. Some studies indicate that social media 
engagement in youth may be protective against 
depression, particularly for those who receive 
positive feedback and online support and who 
engage actively, e.g., posting, commenting, 
and “like- ing.” In contrast, other studies have 
found that social media use by youth who are 
unpopular, lack self-purpose, and are emotion-
ally invested in their social media image is 
linked to negative mental health outcomes [12, 
136]. Social media use may be riskier for 
depressed users, who are much more likely to 
have negative interactions on social media, to 
feel left out on social media, and to use social 
media to avoid real-world problems [101]. 
Youth often disclose suicidal thoughts online 
rather than in person. Doing so risks delaying 
needed help, and online discussion about sui-
cide is related to worsening suicidality over 
time [31, 82].

When compared with previous generations, 
contemporary transitional age youth have more 
experience playing video games and engaging on 
social media. They have considerably less prac-
tice with in-person socializing and reading. They 
are more likely to suffer depression or mental 
distress, have poorer physical fitness, and have 
less healthy sleep habits than any time in living 
memory [130]. These generational differences 
exist, but generalizations are difficult, due to high 
variability in individual screen media habits and 
experiences. Psychiatrists who treat transitional 
age youth must be able to assess screen habits in 
patients and their effects on mental health and 
psychiatric disorders. Providers can guide our 
patients toward healthier media habits and make 
use of the unique opportunities computer tech-
nology offers for health and recovery.

 Assessment and Formulation

Engagement with digital media is an almost uni-
versal behavior among TAY across class, sex, and 
culture. An unheralded level of access to media 
has shaped youth culture and is an aspect of daily 
life with multitasking of different media the new 
norm [95]. An expanding portfolio of evidence 
demonstrates an impact of digital media use on 
self-esteem, sleep quality, mood, risk-taking 
behaviors, and even propensity for accidents [3, 
45, 61]. Thus, digital media use bears a role in 
mediating the risk of depression, anxiety, and 
self-injurious behavior. There is a need for men-
tal health providers to become attuned to a rap-
idly shifting digital environment and for 
psychiatric assessments to reflect this change in 
youth culture [114]. However, over half of prac-
ticing psychiatrists are over 55 years of age and 
may have less experience with technology  than 
the youth they are evaluating [48]. Professional 
organizations including the APA and AACAP 
work to address this practice gap via clinical 
updates and education about the relevance of 
digital media within a psychiatric assessment [1, 
5].

Considering the type, extent, and impact of 
digital media use in their lives may be helpful as 
a broad framework when interviewing the patient. 
Being aware of the potential for media-related 
issues within the patient’s narrative can help gar-
ner pertinent clinical information that may other-
wise not be offered.

• What digital media does this person use? 
(number/type of devices, social media, video 
games)

• When do they use digital media? (time of day 
(night time use, work hours), duration)

• Why do they use these forms of media? (enter-
tainment, distraction, boredom, information, 
communication, anonymity) [61]

• Impact – Does the patient feel their media use 
offers positive, neutral, or negative effects on 
their functioning? (in addition to objective 
assessment from the provider including collat-
eral as indicated)
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The approach of tailoring questions relevant 
to each of the assessment domains may be the 
most intuitive and has been proposed [18]. 
Psychiatric providers can quickly establish rap-
port and begin to guide appropriate digital media 
use by inquiring about digital media use as part 
of a psychiatric history [18]. The domains can be 
adapted to consider the influence of digital media 
within it and be tailored to the patient’s 
presentation.

Screening tools have commonly been used for 
depression or anxiety, such as the PHQ-9 and 
GAD-7 [85, 94]. Validated, succinct tools assess-
ing problematic media use are also available and 
may be a beneficial primer in assessing digital 
media use. The Problematic and Risky Internet 
Use Screening Scale (PRIUSS -3) is a three-ques-
tion scale that, if positive, can be further evaluated 
assessing social impairment, emotional impair-
ment, and risky/impulsive Internet use [52]. The 
Bergen Social Media Addiction Scale (BSMAS) is 
another self-report scale that has six items based 
on the diagnostic criteria of addiction as outlined 
in the DSM-5: mood modification, conflict, with-
drawal, salience, and relapse [3].

 Integrating the Clinical History 
of Media Use into Practice

 History of Presenting Illness
This is the initial narrative as to why a patient is 
coming to seek psychiatric care. This may vary 
from insomnia to low mood to social problems. 
Curiosity and exploration as to whether media 
habits play a role in the chief complaint can be 
established here. For example, in a case of insom-
nia or interpersonal conflict, querying about the 
role of screen media and their perception of its 
impact may be helpful. Late evening or bedtime 
screen use can lead to untimely arousal, increased 
sleep latency, and poor-quality sleep along with 
suboptimal cognitive and athletic performance 
the next day [45, 54]. Asking how communica-
tion is conducted (e.g., Snapchats that disappear, 
text messaging, public posts on Facebook or 
Twitter) helps establish how individuals manage 

conflict, or if they are a victim and/or perpetrator 
of cyberbullying [18].

 Past Psychiatric and Medical History
TAY access online resources for health-related 
information and may use mental health applica-
tions as their first foray into addressing mental 
health problems [4]. Asking about applications 
they utilize and whether they find them beneficial 
can offer an initial impression as to their treat-
ment preferences [4]. Media use when driving 
increases risk for accidents and also should be 
discussed [41, 128].

 Social History
TAY are unlikely to differentiate between “real- 
world” friends and friends they have only ever 
conversed with online – unless asked [95]. This 
differentiation offers an opportunity to reflect on 
the balance between offline and online influences 
and at times helps establish a diagnosis and illu-
minate potential risks. Asking about whether a 
patient uses their phone during work, class, or 
study is worthwhile as use of smartphones and 
social media during lectures has a detrimental 
effect on academic performance [106].

 Developmental History
An exploration of how media use evolved, includ-
ing at what age they started, and how their use 
was restricted or encouraged by their caregivers 
can help paint a picture of the nature of their 
home life and quality of caregiver relationships. 
Did caregivers provide adequate supervision? 
Were there arguments about appropriate media 
use? Did caregivers use screen media predomi-
nantly for play, or to soothe them as children? 
[140]

 Safety Assessment
Research has indicated that exposure to NSSI 
(non-suicidal self-injury) imagery [15] and sex-
ual predators can increase an individual’s risk for 
self-injury or exploitation [99]. Individuals with 
problematic use, especially with comorbid psy-
chiatric symptoms, are at increased risk of being 
victim to or engaging in risky behavior such as 
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cyberbullying [115]. A survey among psychiatri-
cally hospitalized youth indicated a positive rela-
tionship between problematic Internet use and 
suicidality [36]. Young people are increasingly 
communicating distress digitally, particularly to 
peers [78]. Careful yet overt inquiry and educa-
tion about exposure to risks and disclosure of sui-
cidality on digital media is necessary here.

 Mental Status Examination
A cross-sectional observation of what the patient 
does with their electronic device during the con-
sultation is useful and can be compared with the 
narrative obtained [18]. This may vary from 
keeping it out of sight; setting it on the table; 
being distracted by it – replying to messages and 
calls; or using it to communicate with the pro-
vider by showing images or texts. This may offer 
a “teachable moment” whereby the provider can 
assess and target insight, or as a discussion point 
when assessing for problematic use.

 Formulation
Considering the influence of digital media within 
each domain of a biopsychosocial framework 
assists in incorporating its relevance within a 
summary formulation. The impact of the digital 
environment youth exist in and have created 
should be considered within [35]:

• Biological aspects including light exposure, 
sleep, sedentarism, physical activity, or eating 
habits [18]

• Psychological aspects: mood including 
depression, anxiety and FOMO, general sense 
of well-being [139]

• Social aspects: social supports and the con-
nectedness and similarities between online 
and offline environments including risks taken

A digital media assessment can help to gener-
ate a more holistic and realistic view of the 
patient with an appropriate management plan tai-
lored to their presentation. This may include 
intermittent periods of abstinence to reduce stress 
[129], increased engagement in sports, CBT, or 
another psychotherapy to target addictive Internet 
behaviors [87].

Clinical Vignette
Raquel, a freshman at a community college who 
lived at home, was spending increasing amounts 
of time alone in her bedroom. Worried about her 
isolation and moodiness, her mother encouraged 
her to see a therapist. During the initial meeting, 
Raquel slumped into a chair, her gaze fixed to the 
floor. She admitted to habitually coming home 
after class to confine herself to her bedroom and 
to spend hours online. Raquel lacked motivation 
to leave the house or spend time with her family 
or “offline” friends, preferring connection with 
her “online-only” friends. Raquel told her thera-
pist that she frequently felt sad and bored but 
enjoyed watching videos on YouTube. Conflicts 
often arose with her mother over how much time 
she has spent online. Raquel dealt with loneli-
ness by further scrolling through the feeds of 
social media sites, which was often followed by 
feelings of sadness and hopelessness. Raquel 
found herself in a cycle of depression and exces-
sive time spent online. Raquel sacrificed sleep 
and in- person relationships for her activities 
online. She admitted to frequently updating her 
status on social media sites and checking 
responses to her posts, feeling frustrated and dis-
appointed when she received too few “likes,” or 
responses.

 Depression and Anxiety

Raquel’s story is not uncommon among transi-
tional age youth (TAY). Many struggling with 
negative mood turn to the Internet for informa-
tion, entertainment, social connection, and sup-
port, often with negative consequences. TAY with 
moderate to severe depression report a heightened 
affective response to social media experiences, 
both positive and negative [101]. Internet devices 
are immediately available sources of education 
and feedback. Today’s TAY are coming of age at 
the same time that new digital technologies are 
emerging as the preferred source of personal 
expression, entertainment, and information. TAY 
search online for information about their health 
conditions as well as to find support from others 
afflicted with similar issues; 87% of 14- to 
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22-year-olds access the Internet for health infor-
mation [101]. However, those dealing with anxi-
ety or depression are vulnerable to certain aspects 
of digital technology. Compared with peers, anx-
ious and depressed youth prefer socializing 
online. Internalizing youth often use social media 
to combat loneliness, but are also more suscepti-
ble to cyberbullying and other negative online 
interactions [11, 96].

Like many of her peers, Raquel’s emergence 
into adulthood coincides with a period of 
increased autonomy, the emergence of mental 
illness, and poorly regulated digital technology 
habits. Major transitions mark this life stage, 
with TAY typically entering the workforce or 
college, often moving to a new community in 
the process. New onset, or exacerbation of exist-
ing mental illness, frequently occurs during this 
time period. Youth now progress through these 
milestones with the Internet as a constant com-
panion. Although TAY typically seek support 
and relief from distress online, overdependence 
on digital technology may lead to ineffective 
coping skills, increased social isolation, addic-
tive use of social media, and, ultimately, wors-
ening distress.

Young adults who spend the most time online 
report the highest rates of depression and anxiety 
[49, 71, 117] as well as suicidal ideation and 
attempts [60, 78, 113]. Studies of various Internet 
activities (social media, gaming, blogs, shopping 
sites, and topic-specific platforms) have found 
that the highest utilizers of each endorse the most 
anxiety and depression [79, 89, 125].

TAY endorsing anxiety and depression report 
more negative interactions online than their 
peers, a pattern which often worsens the problem. 
These include:

• Cyberbullying [53]  – both perpetrators and 
victims are significantly more likely to engage 
in self-harm or suicidal behaviors [105, 132].

• Problematic interactive media use  – particu-
larly social media, whether excessive use is 
intended to manage negative mood states or 
youth experiencing psychological distress 
experience greater emotional distress as a 
result of their use [51, 98, 116, 132, 137].

• Problematic experiences on social media such 
as attention-seeking behaviors and suffering 
FOMO [117] – depressed youth spend more 
time on social media platforms, more fre-
quently checking for reactions to their posts.

Determining causality in the association 
between Internet habits and psychiatric disorders 
is complex. The majority of currently published 
studies utilize cross-sectional designs and are 
unable to conclude the directionality of the asso-
ciation between Internet habits and psychopa-
thology. However, individuals with excessive and 
inappropriate Internet use frequently endorse 
greater rates of depression or anxiety. Youth with 
internalizing disorders appear to be uniquely vul-
nerable to the effects of excessive or inappropri-
ate Internet use.

Many TAY prefer to seek information and 
support for their psychological issues online. A 
2018 Hope lab survey found that adolescents and 
TAY with depression use the Internet for several 
purposes [101].  TAY often conduct online 
research as their first step in better understanding 
their mental health concerns. Websites, blogs, 
apps, and social networking groups dedicated to 
mental health issues appeal to many youth with a 
variety of psychiatric diagnoses. These resources 
are readily available and can be used anony-
mously. However, many online resources are not 
affiliated with a recognized academic or treat-
ment organization and may contain misleading 
information. Globally accessible platforms allow 
for youth to connect with individuals experienc-
ing similar problems, who may be better able to 
understand shared experiences. Used appropri-
ately, the Internet is a powerful tool for TAY to 
understand and manage their psychiatric symp-
toms. Supportive family or friends can use simi-
lar online tools to engage TAY dealing with such 
problems.

In planning interventions for TAY dealing 
with anxiety and depression, special consider-
ation should be given to the role of their online 
activities. Formal assessment of Internet habits in 
TAY presenting with depression or anxiety 
should be part of all initial evaluations. Intensity 
and frequency of use, platforms used, and other 
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patterns of use can affect anxiety and depression. 
Understanding patients’ online lives will help 
providers create better-informed treatment 
 interventions. Treatment should include helping 
TAY identify problematic behaviors and emo-
tional responses related to digital technology, 
thus reducing or removing unhelpful online 
behaviors and increasing positive use of technol-
ogy and other healthy behaviors. The Internet is a 
powerful educational tool, a source of peer sup-
port, and many TAY are receptive to using tech-
nology as a component of mental health treatment 
[38]. The Internet can enable providers who work 
with TAY to better understand, treat, and support 
patients.

Clinical Vignette
Aaron, a college freshman, presents to his first 
appointment with a psychiatrist during his winter 
break. His parents had insisted that he see a psy-
chiatrist after learning that he had received C’s 
and D’s in his first semester. He had been diag-
nosed with attention-deficit/hyperactivity disor-
der (ADHD) in third grade by his family doctor, 
but with treatment had become an A and B letter 
grade student who was also active in sports. 
Aaron stares at the floor as the psychiatrist asks 
about his semester. Aaron insists that he is taking 
his stimulant daily, but complains of often miss-
ing deadlines for assignments, feeling unpre-
pared for tests, and struggling with insomnia. 
Aaron admits to spending hours, both during and 
outside of class time, playing a popular multi-
player game. He subscribes to several YouTube 
channels featuring others playing the game and 
finds it difficult to turn off his devices to attend to 
his schoolwork.

 Attention-Deficit/Hyperactivity 
Disorder

It is no surprise that newly-independent Aaron 
struggled with self-monitoring his Internet hab-
its. TAY with ADHD are particularly susceptible 
to excessive Internet use and addiction. In such 
cases, inappropriate and excessive Internet habits 
further exacerbate physical, psychological, and 

biological disability. Childhood associations 
between ADHD and excessive technology use 
(e.g., causing difficulties with social relation-
ships, sleep, and behavior) persist in transitional 
years [2, 10]. TAY with insomnia have higher 
rates of both ADHD and Internet addiction [34]. 
Those with greater ADHD severity typically have 
increased social impairment as well as higher 
levels of state and trait anger, leading to social 
isolation [107]. Social isolation, in turn, contrib-
utes to excessive Internet use, which perpetuates 
isolation in a vicious cycle. Online activities 
incorporating high risk or reward, such as gam-
bling and gaming, are particularly habit-forming 
for those susceptible to addiction. Digital tech-
nology is emerging as an important factor in how 
symptoms of ADHD manifest in TAY.

ADHD, comorbid symptoms, and poorly reg-
ulated Internet habits can profoundly impact 
functioning. TAY and adults with ADHD have 
higher levels of Internet addiction, a construct 
recognized worldwide but not yet defined in 
DSM 5 [49, 69, 124, 135]. Internet use disorders 
are associated with maladaptive behaviors and 
negative mood states. Impulsiveness, loneliness, 
and impaired behavioral inhibition are predictors 
of Internet addiction among adults with ADHD 
[70]. Internet gaming disorder is associated with 
impulsivity and hostility in TAY [142]. Severity 
of ADHD symptoms is associated with severity 
of Internet addiction in TAY, particularly so when 
the Internet is used to help regulate negative emo-
tions [33]. The immediate gratification, fast- 
paced interfaces, and constantly moving screens 
may alleviate immediate feelings of boredom 
[33]. Left unchecked, excessive online behaviors 
interfere with offline functioning.

Achieving autonomy and independence, key 
developmental tasks for this age group, are 
threatened by factors that impair executive func-
tioning skills. A significant proportion of ADHD 
cases diagnosed in adulthood report an absence 
of symptoms in childhood, calling into question 
whether an alternative etiology is responsible for 
their symptoms [20]. Adults with recent-onset 
ADHD symptoms are more likely to endorse 
symptoms of Internet addiction compared to con-
trols [69]. Engagement with video games and 
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other screen media has been linked to deteriorat-
ing attention over time [123]. Similarly, gaming 
disorder has been linked with the development of 
ADHD symptoms [80]. Although causality is 
impossible to prove from this data, excessive 
Internet habits may cause or worsen symptoms of 
ADHD. When evaluating ADHD, especially for 
adults with new-onset symptoms, care must be 
taken to also assess technology habits.

When working with TAY in clinical settings, 
priorities should include strengthening self- 
monitoring and self-regulation skills including 
challenges uniquely impacted by ADHD symp-
toms and Internet use (e.g., time management, 
limit setting, need for immediate feedback, prob-
lems with sleep and interpersonal relationships). 
These TAY require strategies to manage these 
issues to improve their overall functioning. 
Recognition of the interrelationships between 
these varied problems will help patients gain 
insight into their vulnerability to problematic 
Internet use.

Clinical Vignette
Tony is a 20-year-old male with autism spectrum 
disorder (ASD) who lives with his family. He was 
“too high functioning” for vocational rehabilitation 
services but has not been successful in keeping a 
job. He doesn’t have “real-life” friends; he has “vir-
tual” friends online. When his parents tell him to 
stop gaming, he throws things; his tablet and con-
troller broke. He learns about sexuality and relation-
ships from online forums, mainstream media, and 
pornography. He has tried to meet romantic partners 
via social media but has been unsuccessful.

After Tony and his parents contacted the 
Office of Vocational Rehabilitation about his 
employment challenges, he met with a job coach 
who explained professional interactions in the 
workplace and via email. He and his family began 
co-watching movies and programs, and his fam-
ily taught him which observed behaviors were 
unreasonable. Tony also joined a social skills 
group where he made some acquaintances and 
learned “rules” about appropriate and inappropri-
ate behavior online and offline. They talked about 

topics like independence, safety, relationships, 
sexuality, courtship behaviors, consent, pornog-
raphy, and the law. His therapist also referred him 
to reliable online resources.

 Autism Spectrum Disorder

TAY with autism often find that interactions 
online are less threatening to navigate [25]. They 
also have patterns of Internet use that differ from 
their peers, listed in Table 18.4.

Data demonstrates that TAY with ASD have 
greater compulsive Internet and video game use, 
which can lead to fewer opportunities to develop 
social, academic, and occupational skills and 
negative impacts for their families. Technology 

Table 18.4 Media habits of youth on the autism 
spectrum

Topics How youth with ASD differ from peers
General use More computer use [65]

Preference for online communication 
over face-to-face interaction
Less use of social aspects (email, 
social media like Facebook, texting) 
Discussion forums: more specific 
interests and a greater number of 
interests [55, 56]
Higher rates of non-social media use 
(i.e., television and video games)

Online social 
interactions

More comprehension and control 
over communication, access to 
similar others, and the opportunity to 
express their true selves [37]
More positive friendships after 
receiving emails from friends or 
visiting social networking sites [65]

Employment Increased social problems – obstacles 
concerning communication and 
human interaction in non-autism- 
specific employment [74]

Gaming More likely to use mobile phones for 
games than their peers
More difficulty disengaging from 
playing video games, feeling upset 
when not able to play, getting angry 
when interrupted from games, and 
playing longer than intended
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can help initiate social interactions with like-
minded others, but maintenance of connections 
with desired friends and romantic partners, 
knowledge of who is trustworthy, and assessment 

of  appropriate disclosure can be challenging [16]. 
Benefits and limitations of various low- and high-
tech social outlets for this population are listed in 
Fig. 18.3.

Potential
Low Tech
Solutions

Potential
Benefits 

Potential Risks
or Limitations 

Co-
watching
shows or
movies

Stronger familial
relationships;

partal guidance
around content

(Kuo et al, 2014)

Inappropriate
content may not

be discussed
(Kuo et al, 2014)

Family
Therapy 

Opportunity to
work on family
dynamis with a

mediator
(Parker et al,

2017)   

Temporary
discomfort while
clarifying roles 

(Parker et al
2017)

Group
Therapy

Mediated group
setting to

discuss common
stressors or
challenges

(Storch, 2017) 

Limited
engagement
with group

Limited
generalizability
(Storch, 2017)

Individual
Therapy 

Private therapy
sessions to

discuss topics of
interest or
concern  

Alliance may be
assoicated with

outcomes (Kerns 
et al., 2018)

Potential
"high" tech
solutions 

Potential
Benefits

Potential
Limitations or

Risks

Discussion
Forums 

Able to engage
w/ a community
of like-minded

individuals
(Chloe &

Caldwell-Harris
2012)  

Acceptance of
discussion

forum as a data
source (Chloe &
Caldwell-Harris

2012)

Online
Resources 

Learn
Information &  
Self-advocacy 
(Nicolaidis et al 

2016)

Resource quality
varies 

Online
Coaching
Programs

Coaches'
competence and
knowledge were
valued (Hatfield

et al 2017)

Not a
replacement for

face to face
coaching

(Hatfield et al
2017)

Social Media

Facilitate
socialization

(Gwynnette et al
2017)  Obtain
support (Ward

et al, 2018)

Displacement of
offline social
interactions
(Ward et al,

2018)
Online safety

(Gwynette et al
2017)  

Video
Games

Common
interest Social
interactions 

Online safety
Displace sleep &
exercise (Lane &
Radesky, 2019) 

Virtual
Reality

Driving (Cox et
al 2017) Social

Skills (Kandalaft,
2013)

Difficulty with
generalization

Wearable
Technology

Monitor
autonomic

response and
predict

disruptive
behaviors

(Goodwin et al
2019)

Tolerance of
Technology

Fig. 18.3 Social outlets for TAY with ASD
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 Integrating Technology into 
Treatment

Digital media and related technology are incre-
mentally becoming a part of mental healthcare 
delivery  – from booking appointments online; 
text messaging services to deliver information 
and support (e.g., Caring Contacts) [23]; or 
enabling access to emergent help such as crisis 
text line, or HIPAA-compliant telepsychiatry ser-
vices (e.g., VSee) [40, 73]. As mental health bur-
den outstrips current psychiatric resources, 
digital therapeutic options could play a crucial 
role in addressing the gap in services [127].

A growing area of interest is mental health 
applications (“apps”), of which there are over 
10,000 claiming to benefit mental health [127]. 
Patients may already be using these applications 
in lieu of or to supplement traditional treatment 
options [91, 97]. Potential advantages include 
affordability, wide-ranging geographical reach, 
immediate accessibility in a crisis, improving 
engagement, and lowering the stigma of seeking 
psychiatric help [4]. Yet optimism needs to be 
tempered with caution. The vast majority of apps 
lack robust evidence of efficacy [68], and many 
of the exceptions are apps specifically designed 
for a trial and not commercially available [4, 30, 

97]. However, where RCT evidence is available, 
the results are encouraging [29, 111]. 
Unfortunately, the rapid development of apps 
means that their rigorous study is impractical. 
Practitioners ought to be aware that many apps 
may be evidence informed (rather than evidence 
based), unhelpful, or even harmful, and most do 
not fall under the remit of FDA regulations [4, 
68, 127].

The APA does not endorse or supply ratings 
for specific apps. However, an APA app evalu-
ation model has been published providing 
guidance to clinicians as to how to examine the 
utility, suitability, risks (including privacy 
issues), and benefit of a particular app before 
recommending it to patients in clinical practice 
[5, 22]. This model is illustrated in Fig.  18.4 
and includes using the app to gauge whether it 
may add value to specific aspects of clinical 
care, e.g., stress management, strengthening 
adaptive coping skills (e.g., the meditation app 
Headspace) [22], or medication reminders 
(e.g., MediSafe [108]). Chan et al. also provide 
questions relevant to these domains to consider 
before recommending an app [21]. Behavioral 
activation and physical exercise can be encour-
aged using apps that utilize “gamification” 
methods such as Zombies, Run! and 

Fig. 18.4 APA app 
evaluation model [126]. 
(Adapted APA app 
evaluation model, 
reproduced with 
permission from author)
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SuperBetter [7, 104]. The gamelike interface 
and rewards system have been shown to 
increase motivation for individuals to reach 
their goals [22, 84].

Apps engaging in real time or ecological 
momentary assessment of mood, thoughts, or 
behavior (e.g., MoodPrism, T2 Mood  Tracker) 
lend themselves well to outpatient care [30, 91]. 
These may be useful for diagnostic clarification. 
Apps are perceived positively by youth and can 
improve patient engagement in treatment [91]. 
Additional benefits include increasing emotional 
awareness, reduced subjective experience of 
depression, a positive “digital placebo effect,” 
and, importantly, limited potential for adverse 
effects [4, 6, 7, 30]. However, a barrier to clinical 
use is the inability to incorporate and store app 
data with current EMR systems [127].

AACAP suggests a few applications, e.g., 
MY3, which assists users with a readily available 
safety plan and contact information of supports 
that they have pre-created for use in times of cri-
sis [1, 72, 127]. However, they are recommended 
with the proviso that all are utilized in conjunc-
tion with a provider [1, 127]. A recent meta- 
analysis of CBT treatment formats indicated that 
guided digital self-help was as effective as indi-
vidual or group based ones for treatment of 
depression [24]. A burgeoning area is virtual real-
ity exposure therapy via apps such as ZeroPhobia 
[29]. RCTs have indicated these helpful for an 
array of anxiety disorders including phobias [17, 
29, 58]. CBT-i Coach for insomnia and PTSD 
Coach, developed by the US Veteran Affairs, 
have also demonstrated some efficacy [50, 62, 
64].

Digital therapeutics are becoming a credible 
option for treatment, and some app creators are 
seeking FDA approval as a legitimate treatment 
option for psychiatric disorders. Recently the 
FDA approved the app “reSET” for the treatment 
of substance use disorder (in conjunction with 
face-to-face treatment) [134]. Other apps that are 
undergoing FDA approval include Headspace 
and Akili Interactive Labs’ video game for 
ADHD treatment, for which initial trials yielded 
positive results [102].

Clinical Vignette
Maria is a 19-year-old female who was living at 
home while taking classes at the local commu-
nity college. She had difficulty with making 
new friends but stayed connected to her high 
school friends on social media. She did play a 
couple video games, watch videos, and looked 
up facts about her favorite topics, but she spent 
hours on social media instead of doing her 
schoolwork. After late nights online, she often 
slept through morning classes. By the time the 
semester ended, she had regular complaints of 
neck pain, day and night reversal, and poor 
grades (C’s, D’s, and an F).

Maria connected with a therapist and psychia-
trist through her college mental health center. She 
was diagnosed with social anxiety, started on 
escitalopram, and began the spring semester. She 
was motivated to see peers in her afternoon 
classes. With her therapist, she improved her time 
management – building in time for assignments, 
physical exercise, eating, and sleeping. Any 
remaining time before bedtime, she spent at her 
discretion online. She ended the semester with 
A’s and B’s and some acquaintances that she 
might socialize with over the summer.

 Solutions

Higher work- and school-related demands, 
greater freedom, more opportunities for socializ-
ing, and reduced family-related structure and 
support create increased autonomy and difficult 
choices for TAY. “On-the-fly” decision-making 
regarding media engagement is a poor strategy 
due to its high cognitive demands, poor prioriti-
zation, susceptibility to impulsive decisions, and 
the ever-present digital distractions.

For healthy functioning, TAY should adopt a 
time management approach which prioritizes pro-
ductive work and essential responsibilities, cap-
tures goals, lists important tasks, and schedules 
events. Tasks requiring sustained attention must 
often be “chunked,” broken up into manageable 
portions. TAY should cultivate healthy habits 
incorporating exercise, in-person socializing, cre-
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ative activities, and routine chores. A consistent 
work routine is preferable to sporadic expendi-
tures of effort. Creating calendars, setting timers, 
and making lists help to organize activities.

Many TAY must be taught about the costs of 
multitasking. Multitasking has not been shown to 
cause permanent cognitive deficits [8, 118], but it 
reduces productivity and increases fatigue [57]. 
The brain’s data processing systems truly only 
focus on one thing at a time, so what appears to 
be multitasking is actually rapid shifting of atten-
tion back and forth. Cognitive energy and effi-
ciency are lost each time the attentional filter 
changes from one task to another, the costs of 
which quickly accumulate.

Frequent distractions and interruptions (such as 
those created by screen media) reduce productivity 
in much the same way. Each time sustained atten-
tion is turned away from active work, efficiency is 
sacrificed. The extra effort required to shift atten-
tion frequently may give “multitasking” TAY the 
mistaken impression they are working efficiently. 
Even the mere availability of an inert smartphone 
within reach creates a distraction significant 
enough to hinder cognitive performance [138].

Addressing problems of multitasking and fre-
quent interruption are most important for TAY 
already suffering disorders which interfere with 
cognitive control and attention, such as depres-
sion, anxiety, and ADHD.

Finally, getting sufficient sleep is an essential 
activity, not a waste of time as many youth 
believe. TAY are easily caught up in subcultures 
which discount the benefits of sleep and normal-

ize insufficient sleep habits. Sleep researcher 
Lauren Hale has suggested the approach of desist, 
dampen, and dim. This can be understood as (1) 
desist by stopping digital media at least 1 hour 
prior to bed, (2) dampen by avoiding arousing 
material just prior to sleep, and (3) dim by reduc-
ing screen light intensity to minimize sleep- 
disrupting blue light exposure after sunset [44].

Problematic technology use habits are com-
mon in TAY, and professionals should assess 
these problems as well as motivation for change, 
coping skills, and psychosocial supports before 
setting treatment goals. Depending on this 
assessment, either a harm reduction or 
abstinence- based approach may be appropriate. 
It may be helpful to reframe unhealthy or prob-
lematic digital behaviors as misguided methods 
to meet one’s basic needs such as receiving 
attention, stimulation, self-expression, affilia-
tion, or control. Matching these needs with 
alternative, enjoyable, healthy non-digital activ-
ities is often the key to an optimal outcome [39]. 
A lack of mindfulness often plays a role in 
excessive online engagement [14]. Transitional 
age youth should be encouraged to notice and 
tolerate impulses to use their devices. Creating 
self-awareness represents a good start while 
other interventions are initiated. Regular media 
“fasts” (i.e., periods of abstinence), along with 
scheduling screen-free elements of daily rou-
tine, will help prevent relapse and reduce inci-
dents of overuse. A detailed list of dilemmas 
associated with technology habits and their 
solutions can be found in Table 18.5.

Table 18.5 Technology-related dilemmas and solutions

Area of concern Solutions
Privacy – exposure to junk mail, spam, identity 
theft, account hacking, and ransomware which 
misappropriate personal information
Safety – involvement with stalking, 
cyberbullying, or disputes risking legal problems 
or retaliation. Vulnerability to distracted driving 
and walking

Wise sharing of sensitive information, especially that which 
may attract unwanted attention, create conflict, or alienate 
others
Use platforms, apps, and websites which are transparent 
regarding data collection and safeguards
Use strong privacy settings on video games, apps, and websites

Displacement of movement – lack of physical 
activity and deconditioning
Repetitive stress injury – particularly of the neck, 
back, and eyes. Contracture and weakening of 
abdominal and back musculature skeleton due to 
disuse

Increase exercise, consider fitness tracker or monitoring 
through phone or mobile device
Take frequent screen breaks, set timers to cue breaks
Engage a full range of movements of every part of the body
Use a standing desk or treadmill, walk while listening or 
conversing on devices, and schedule times to stand
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Table 18.5 (continued)

Area of concern Solutions
Sensory overload – underexposure to nature
Loud, distracting, and agitating noises. Noise- 
induced hearing loss, often caused by excessive 
headphone volume
Sleep /circadian rhythm disturbance – 
underexposure to natural lighting and 
overexposure to nighttime light, especially blue 
light

Seek leisure activities which maximize opportunities in green 
spaces away from urban stressors
Honor the importance of sleep
Align digital media use with natural circadian rhythms
Turn devices off when not in active use
Decrease screen brightness settings or use blue light- filtering 
glasses at night
Use eye shades and earplugs to minimize disruptive sensory 
exposure to nighttime light and background noise

Attention fatigue and difficulty with 
focus –excessive time with digital media causing 
ADHD- like symptoms
Lack of productivity – digital media displacing 
essential activities such as work or school. 
Frequent distractions or “multitasking” causing 
ineffective work or learning

Minimize distractions including multiple active devices, open 
windows, pop-ups, notifications, or email
Prioritize cognitive energy toward important tasks
“Chunk” work into manageable intervals, intermixed with 
breaks for physical activity and creative diversions
Manage information flow via a system which helps order goals, 
organize dataflow, and ensure task completion

Cognitive distortions related to distorted 
information and false narratives – worsening of 
emotional and cognitive deficits via media 
featuring narrow perspectives, negativity, and/or 
distorted social comparison, or promoting 
inaccurate, depressogenic, and anxiety-
generating schemas

Self-assessment of positive vs. negative emotional valence and 
behavioral impacts of engagement with various media sources
Monitoring influences on rigid or negative thought patterns, 
cognitive distortions, and avoidance behavior
Build awareness of stressors inherent in following news media, 
marketing manipulations, and divisive rhetoric

FOMO and/excessive social comparison – distress 
based on anxieties regarding missed social 
activities, exclusion, and envy
Fueled by recognition of a narrowed social life 
and relationships primarily conducted through 
digital media

Avoid social media or other digital diversions which increase 
distress and isolation
Self-assess the balance between online and offline relationships
Create a practice to be thankful for what you have, rather than 
what you lack
Proactively establish etiquette and expectations in housing or 
dorms which promotes real-world experiences

Parental over-involvement/infantilizing – digitally 
enabled enmeshment and related parental 
overprotection

Establish boundaries regarding levels of family involvement. 
Consider digital calendars or reminders to schedule contact
TAY may need to set limits on overinvolved parents and 
prioritize the establishment of an independent identity

Online conflict – cyberbullying and digital 
“drama.” Many platforms, especially those with 
anonymous posting, support negativity, tribalism, 
or hate. Due to amplification effects and 
permanency of the online record, hostile 
interactions can have long-lasting, more 
profound effects

Understanding that lack of social cues and anonymity in 
electronic communication exacerbate conflict
Careful stewardship of personal digital footprint and reputation
When angry, wait 24 h before sending related posts, texts, or 
email, and consider going offline to engage directly

Identity formation, purpose, and 
meaning – disconnected “offline” lives lack social 
bonds and purpose. Lack of meaning is especially 
painful for those dissatisfied with school or work 
and those subscribing to popular and consumer 
culture emphasis on status and wealth

Assess whether digital media habits are building community 
and positive relationships
Constructive risk-taking regarding building identity and 
contributing to community
Seek out creative and social outlets unrelated to work or school

 Conclusion

Today’s TAY appear different than previous gen-
erations, in part due to the technologies interwo-
ven into their lives. They are required to use 
smartphones, computers, and other digital 

devices to function in their school, work, family, 
and social lives. TAY have ready access to unlim-
ited digitally mediated leisure activities and 
diversions. They lack role models for media hab-
its and must pave a new path navigating complex 
and tempting digital environments.
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A successful launch into adulthood will 
require effective strategies, including setting real-
istic limits on digital media use, effectively pri-
oritizing activities, and honoring the importance 
of sleep, in-person contact, and physical activity. 
In clinical populations, unhealthy habits are com-
mon, including PIU – problematic Internet use. 
Changing harmful patterns is often difficult, 
especially in TAY whose habits are engrained 
over a substantial portion of their lives. A valid 
assessment of digital activities is complicated 
because many intermix benefits (e.g., socializa-
tion, learning, and stimulation) with unhealthy 
patterns that compromise other aspects of life.

Mental health providers working with transi-
tional age youth must assess the quantity, quality, 
and impact of their digital media habits. Asking 
the right questions regarding Internet use is vital 
to gathering the essential information. Thankfully, 
screening tools can help simplify and standardize 
such assessments, as can digital devices 
themselves.

For example, a quick smartphone assessment 
notes frequently used apps, notification settings, 
total screen time, and daily steps walked. With 
little effort and expense, such important data can 
be gathered, as well as time spent on apps or 
games. Smart devices can track physiological 
measures such as blood pressure, medication 
adherence, or sleep. In the near future, digital 
devices could routinely and automatically down-
load directly into electronic medical records, eas-
ing the identification and tracking of relevant 
health patterns and simplifying treatment plans.

For TAY, digital media-related issues are often 
important enough to warrant a substantial com-
ponent of the biopsychosocial formulation. An 
ever-expanding range of apps, online treatment, 
and emerging uses for virtual reality efficiently 
augment traditional care. Digital technologies 
can enable patients to learn clinically relevant 
information and track mood states and could 
prompt patients, thereby increasing medication 
compliance, or completion of psychotherapy 
“homework” assignments.

Thus the paradox of growing up digital is con-
stantly evolving, creating new challenges and 
opportunities. Youth benefit from virtually unlim-

ited information, the ability to track one’s own 
habits and enhance personal relationships with 
improved communication. Yet, simultaneously, 
they suffer far more distractions; receive less 
trustworthy information, with online acquain-
tances replacing friendships; and have powerful 
enticements to establish unhealthy or self- 
destructive digital behaviors.

To quote Dickens: “it was the best of times, it 
was the worst of times, it was the age of wisdom, 
it was the age of foolishness” [28]. Today’s digi-
tally native TAY enjoy many positive trends with 
regard to safety, health, and quality of life. 
However their generation must contend with an 
epidemic of depression, anxiety, and suicidality. 
TAY face unprecedented challenges related to 
their digital media devices, yet they wield power-
ful new tools capable of enhancing their lives. 
Mental health providers who have stood witness 
to these trends and are well-informed are capable 
of providing practical solutions to new versions 
of timeless challenges inherent in emerging into 
adulthood during extraordinary times.
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 Introduction

Transitional age youth are those youth between 
late adolescence (15–16 years old) and early adult-
hood (24–26 years old). During this period, transi-
tional age youth are responsible for achieving 
self-sufficiency, attaining higher levels of educa-
tion and employment, and negotiating relation-

L. L. Hua (*) 
Catholic Charities of Baltimore, Millersville, MD, 
USA 

L. Flaherty 
Harvard University and Cambridge Health Alliance, 
Cambridge, MA, USA

19

Key Points
• Rate of unintended pregnancy in a pop-

ulation is a measure of public health.
• Transitional age youth have the highest 

rates of unintended pregnancy: women 
20–24 years of age, followed by young 
women 15–19  years of age and 
25–29 years of age.

• Factors contributing to unintended preg-
nancy include nonuse or inconsistent 
use of contraception, minority status, 
adverse life experiences, and substance 
use.

• Protective factors include positive atti-
tude toward contraception, high-esteem, 
and having health insurance.

• Unplanned pregnancy has an impact on 
both mother and child, including upon 
prenatal care, breast-feeding, and 
mother-child relationship.

• Unintended pregnancy can also affect 
mental health. Women should be 
screened for psychiatric disorders, 

including depression, anxiety, and sub-
stance use, and treated accordingly.

• College and graduate school offer 
unique opportunities to orient students 
on safe sex practices and protective 
strategies in the context of alcohol/sub-
stance use.

• Special populations that could benefit 
from increased screening and attention 
include those who have intellectual and 
developmental disabilities and autism 
spectrum disorder (ASD), those with a 
history of foster care placement, as well 
as the lesbian, gay, bisexual, transgender, 
and questioning (LGBTQ) population.

• Formal policies to better educate and 
protect children, adolescents, and transi-
tional age youth could help to decrease 
risky sexual behavior and unintended 
pregnancy.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_19&domain=pdf
https://doi.org/10.1007/978-3-030-62113-1_19#DOI


382

ships with families, friends, and romantic partners 
[88]. This is an incredible responsibility to under-
take during a period when their brains have not 
fully developed and they are still in the process of 
maturing and learning to control their impulses. 
Taking all this into consideration, it stands to rea-
son that while navigating relationships, sometimes 
through sexual exploration, pregnancy, whether 
intended or unintended, can occur.

Intended pregnancies are those that occur to 
women at the desired time (or later) or to women 
who are indifferent toward the pregnancy. 
Unintended pregnancies are defined as pregnan-
cies that were not wanted at all or were mistimed 
(not wanted at time of conception) [86]. Statistics 
on unintended pregnancies are used to study the 
fertility of populations and determine needs for 
reproductive health care. Unintended pregnancy 
is an indicator of population health since both 
mothers and children are at increased risk for 
poorer mental and physical health as a result 
[62]; reducing unintended pregnancies is one 
avenue to improving public health [41].

In the United States’ National Survey of 
Family Growth (2006–2010), 77% of pregnan-
cies occurring in women 15–19  years old were 
unintended, and 50% of pregnancies in women 
20–24  years old were unintended [94]. Using 
data from the National Survey of Family Growth, 
Finer et  al. calculated that 6.1 million pregnan-
cies occurred in the United States in 2011, with 
45% of them being unintended (51% in 2008). 
Forty-two percent of unintended pregnancies, not 
including miscarriages, ended in abortion [41]. 
More recent data from the Centers for Disease 
Control and Prevention (CDC) show a 32.6% 
decrease in abortion rate from 2012 to 2016 for 
women 15–19 years old and an 18% decrease for 
women 20–24 years old [69]. Women who were 
cohabiting but not married had about four times 
the rate of unintended pregnancy as those who 
were married [41]. In 2011, the rate of unin-
tended pregnancy decreased in every demo-
graphic [41]. Between 2008 and 2012, the rate of 
contraceptive use increased. Use of long-acting 
contraception, in particular intrauterine devices 
(IUDs), also increased [41]. Nonetheless, per 
Guzzo, 18% of unmarried women in their 20s did 
not use contraception at last sex [56].

The highest rate of unintended pregnancy 
occurred in women 20–24  years of age, with 
women 15–19  years old and 25–29  years next 
[41]. Generally, rates of unintended pregnancy 
decrease with age. However, because estimates 
of pregnancies usually include all women, and 
because a lower proportion of adolescents are 
sexually active, the estimated rate of unintended 
pregnancy of adolescent females ends up being 
low. If the rate of unintended pregnancy of only 
sexually active adolescents 15–19  years old 
were calculated, it would be much higher than 
that of women 20–24 years old [38, 53]. Married 
women had lower rates of unintended preg-
nancy, and unmarried, cohabiting women had 
four times the rate of unintended pregnancy as 
married women [41]. Finer et al. also found an 
inverse association between income and educa-
tion level and rate of unintended pregnancy. In 
addition, there were racial and ethnic disparities 
in rates of unintended pregnancy, even control-
ling for income, although overall, rates for these 
groups decreased as well [41]. Namely, poor, 
Black, and Hispanic women and girls had higher 
rates of unintended pregnancy.

 Risk Factors Contributing 
to Unintended Pregnancy

 Factors in Contraceptive Use

Nonuse or inconsistent use of contraceptives and 
change in the frequency and the type of contra-
ception used, as well as using less effective meth-
ods of contraception, are risk factors for 
unintended pregnancy [40, 77]. Lack of knowl-
edge about the risks of unprotected sex and what 
is involved in effective contraception is also an 
important contributor to unintended pregnancy. 
These factors are intricately intertwined with 
social and cultural factors, especially minority 
and socioeconomic status.

 Minority Status
Of all the unintended pregnancies that occur in 
the United States (almost half of all pregnancies), 
the highest proportions occur in racial/ethnic 
minorities and adolescents [21]. Black and 
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Hispanic women are more likely to have an unin-
tended pregnancy than White women. Women 
who earn incomes that are less than the federal 
poverty line are also more likely to experience an 
unintended pregnancy than women living at 
200% or more of the poverty line [39].

Black and Hispanic women who were at 
higher risk of having an unintended pregnancy 
were less likely to use contraception than White 
women and, if they did, were more likely to have 
a contraception failure if they did use it [44, 122]. 
Hispanic young women (18–29-year-olds sur-
veyed) were more likely to report that they did 
not think they would get pregnant upon having 
sex [77]. Young Black women were more likely 
to report fear of adverse effects of contraception. 
One study of Hispanic women found that incor-
rect beliefs about how different contraceptives 
worked resulted in using less effective forms of 
contraception or cessation of use of contracep-
tives [51].

Using data from the 2009 National Survey of 
Reproductive and Contraceptive Knowledge, 
Craig et al. found that Hispanic women who were 
born in other countries knew less about contra-
ception than US-born Hispanic women. It is 
unclear why this is true, but one could hypothe-
size that strong religious faith or perhaps 
decreased emphasis on comprehensive sexual 
education in school could play a role. In the Craig 
study, Hispanic women generally had the least 
knowledge, followed by Black women; however, 
Black women’s knowledge of contraception was 
only slightly lower than that of White women 
[21]. Many have pointed out how the legacy of 
forced sterilization of African Americans has 
made Black women distrustful of contraception 
(e.g., see [118]).

When looking at age, comparing adolescents 
and young adults, teenagers generally had lower 
awareness of the different types of contraception 
than adults, especially long-acting reversible con-
traception (the intrauterine device and the implant) 
[21]. This points to the importance of health-care 
providers taking the time to explain the different 
types of contraception methods, including barrier 
and long-acting reversible contraception.

A study using data from the National Survey 
of Reproductive and Contraceptive Knowledge 

found that although White and Black women 
were similar, Hispanics and teenagers (18–
19  years old) had lower awareness of types of 
contraception and knowledge about specific 
methods of contraception than White women and 
young adults (20–29 years old). Hispanics who 
had immigrated to the United States had even less 
knowledge [21].

Discrimination experienced by socially disad-
vantaged women affects mental and physical 
health and is associated with health disparities, 
including unplanned pregnancy [58, 128, 132]. A 
longitudinal population-based cohort study of 
women aged 18–20 years old was conducted to 
examine the relationship between social discrim-
ination, mental health, and pregnancy. Perception 
of moderate/high discrimination was most 
strongly predicted by pregnancy during adoles-
cence [58]. This study also found that the rela-
tionship between discrimination and risk of 
pregnancy was similar for both socially advan-
taged and disadvantaged women; in addition, 
race and socioeconomic status also did not pre-
dict discrimination. Employment and enrollment 
in college seemed to be protective against dis-
crimination [58].

 Adolescents’ Attitudes 
and Understanding
Personal beliefs/expectations and the partner’s 
desire to use contraception can also contribute to 
unintended pregnancy. Kornides et  al. reported 
that non-Hispanic black young adults were more 
likely to worry that contraception had side effects 
and would decrease sexual desire [77].

If a partner says that they prefer not to use 
contraception, a woman’s decision to use contra-
ception may be swayed [77]. Craig and col-
leagues found that Black and Hispanic women 
were more likely to think that birth control was 
the responsibility of the woman [21]. Involving 
the partner in the decision to use contraception 
and in deciding which method to use could there-
fore be a point for advocacy to increase use of 
effective contraception in the future. In a study 
using data from the National Survey of 
Reproductive and Contraceptive Knowledge, 
Black and Hispanic women were more likely to 
believe that the woman bears the onus of contra-
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ception alone [21]. This belief could negatively 
affect contraceptive use, especially given that 
women may be more likely to use contraception 
when the decision is discussed with their sexual 
partner [21].

Adolescent attitudes toward contraception and 
understanding of condom use and reproduction, 
in addition to having immediate outcomes, also 
have important long-term consequences; they are 
predictive of adult contraceptive use [56]. This 
finding supports comprehensive sex education in 
adolescence, which would then have a higher 
likelihood of being applied through adulthood.

 Adverse Life Experiences

Adverse life experiences are also risk factors for 
unintended pregnancy. Experiencing violence, 
discrimination, and/or economic hardship during 
childhood and early adolescence is associated 
with difficulties in later adolescence and early 
adult life, including tobacco, substance and alco-
hol use, depression, suicide, obesity, social/fam-
ily conflict, decreased education achievement, 
fewer work opportunities, delinquency, running 
away, violence, homelessness, and incarceration 
[60, 115]. In a study of adolescents 14–17 years 
old, it was found that adolescents with a history 
of childhood maltreatment were more likely to 
engage in risky sexual behaviors, relationships 
with “risky” peers, and substance use, and to 
demonstrate more psychological dysregulation 
and behavioral issues and have poorer relation-
ships with parents [101]. ACEs are also associ-
ated with increased risk of younger age at first 
sexual activity, multiple sexual partners, sexual 
violence, and history of multiple abortions [3, 30, 
101].

Both sexual and physical abuse contribute to 
risky sexual behaviors [1, 131]. An Australian 
longitudinal study found an association between 
sexual abuse, physical abuse, emotional abuse, 
and neglect and early age at first sexual inter-
course [1]. Neglect predicted multiple sexual 
partners in both males and females. A history of 
multiple incidents of maltreatment in childhood 
significantly predicted earlier sexual activity. All 
types of childhood maltreatment predicted risky 

sexual behaviors in both males and females and a 
higher number of pregnancies in youth. Past 
emotional abuse was associated with future mis-
carriage [1]. Dietz et al. demonstrated an associa-
tion between psychological and physical abuse 
and unintended first pregnancy among adult 
women [30]. Noll and Shenk reported that past 
history of sexual abuse increased adolescent 
childbirth by 2.74-fold, while neglect increased 
odds by 3.14-fold [100].

These risks extend to males as well as females. 
Adolescent males who have a history of sexual 
abuse are more likely to have multiple sexual 
partners, less likely to use any form of birth con-
trol, and more likely to have used alcohol or 
drugs prior to sex [115]. Anda et al. demonstrated 
that each ACE exposure in young men was asso-
ciated with higher risk of impregnating a sexual 
partner in adolescence [3]. In a cohort study 
using data from the National Longitudinal Study 
of Adolescent to Adult Health, increased ACE 
exposure that occurred in childhood and adoles-
cence was associated with higher risk of unin-
tended first pregnancy in young women [60]. 
They also found that different levels of ACE 
scores contributed to different levels of risk for 
unintended pregnancy in different sociodemo-
graphic groups of women [60].

Women who report physical violence or his-
tory of sexual victimization are more likely to 
report ineffective use of contraception (with-
drawal method or inconsistent use of condoms/
oral contraceptives during their last sexual 
encounter) [112]. In a study of young urban (pri-
marily minority) women in Philadelphia, authors 
examined the relationship between violence and 
psychological factors and the use of contracep-
tion [99]. Although there was some limitation in 
the generalizability of the findings, exposure to 
childhood sexual violence was strongly, signifi-
cantly, and positively associated with ineffective 
contraception use. Low self-esteem at baseline 
was also significantly related to ineffective con-
traception use at follow-up.

In one study, adolescent females 14–17 years 
old who had experienced sexual abuse, physical 
abuse, or neglect within the prior year were 
assessed until 19 years old and were found to be 
twice as likely to become pregnant as their non- 
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abused peers [100]. Birth rates were highest in 
females who had experienced sexual abuse and 
neglect [100]. In addition, pregnant or parenting 
adolescents themselves may be at higher risk of 
experiencing or perpetrating intimate partner vio-
lence (IPV) [117]. Silverman et al. noted that dat-
ing violence was twice as likely to occur in 
adolescents who had experienced pregnancy in 
the last year versus those who had not (Silverman 
2004). A study of postpartum adolescent mothers 
indicated that adolescent mothers reported IPV at 
a rate of 67.6% in the 18 months following deliv-
ery. Intimate partner violence has also been found 
to be associated with depression through time 
[49, 83]. Depression in the adolescent mother can 
also be associated with mental and behavioral 
health issues in the offspring [52].

 Adolescent Sexual Behavior

Adolescent sexual behaviors are predictive of 
young adult outcomes with respect to reproduc-
tive health, including unintended pregnancy, sex-
ually transmitted disease diagnosis, and number 
of sexual partners in the past year [119]. The 
most common risk factor found in this study was 
having two or more sexual partners in adoles-
cence. Other risk factors included having had a 
nonmonogamous relationship, having had a 
casual “hookup” or “one-night stand,” inconsis-
tent contraceptive use, and not discussing contra-
ception with partner prior to sex. This risk was 
cumulative [119].

More recent literature also suggests that use of 
technology such as sexting increases the likeli-
hood of sexually risky behavior, including unpro-
tected sex, more sexual partners, sexually 
transmitted infections (STIs), and having sex in 
the context of alcohol and substance use [7]. 
These are all factors that increase risk for unin-
tended pregnancy as well.

 Substance Use

Substance use is another risk factor for unin-
tended pregnancy. Excessive alcohol consump-
tion, which has been increasing among college 

women, is associated with increased levels of 
sexual activity and higher likelihood of risky sex-
ual behaviors, such as engaging in unprotected 
sex or “casual” sex [92]. In 2001, 2% of full-time 
4-year college students (18–24  years old) were 
victims of sexual abuse by another drinking col-
lege student [64].

To attempt to understand this increase, there 
has been more recent interest in motivation for 
the consumption of alcohol. A SAMHSA report 
indicates that 9.4% of adolescents 12–17  years 
old had used alcohol in the past month, and 
57.75% of young adults aged 18–25  years old 
had done so [126]. The four most common rea-
sons for alcohol consumption are social, enhance-
ment of positive mood, coping with negative 
emotions, and conformity [17]. Social and 
enhancement motivations appear to be more rel-
evant to college-aged students as reasons for 
drinking alcohol. As first-year students enter col-
lege, they navigate new friendships and other 
intimate relationships, often in the setting of par-
ties with alcohol. Conformity motivation is 
drinking to “fit in.” Coping-motivated alcohol 
intake is more associated with negative conse-
quences and eventual problem drinking. It does 
not seem to be associated with risky sexual 
behavior [74, 79].

A study of sexual experience and alcohol con-
sumption in first-year college females demon-
strated that freshmen who were sexually 
experienced upon starting college were more 
likely to drink in greater quantities and more fre-
quently than did peers who were sexually inexpe-
rienced. Coping-related drinking, regardless of 
alcohol intake and sexual status, was found to be 
a significant risk factor for college freshman 
women [79].

Gender, race, and age should also be consid-
ered in examining the relationship between alco-
hol use and risky sexual behavior. One study 
showed that African American females in college 
have less positive expectancy of alcohol use than 
do Hispanic females and White females. Older 
men in college engaged in more binge drinking 
and had more sexual partners in the past year 
[110].

In a case control study using data from the 
Pregnancy Risk Assessment Monitoring System 
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from 1996 to 1990, 45% of women (median age 
26 years old) reported that their pregnancy was 
unintended, and 14% reported binge drinking 
prior to conception [96]. Women reporting unin-
tended pregnancies were significantly more 
likely to have engaged in binge drinking. In 
addition, as the number of binge drinking epi-
sodes increased prior to conception, the propor-
tion of women who had unintended pregnancies 
rose.

Women in this study who experienced unin-
tended pregnancy were likely to be younger, 
unmarried, non-White, and less educated. These 
women were also less likely to have health insur-
ance and more likely to have Medicaid, smoke 
tobacco, and be exposed to physical violence 
prior to conception [96]. Smoking and experienc-
ing physical abuse were also associated with 
unintended pregnancy in White people but not in 
Black people [96].

A study of undergraduate alcohol use associ-
ated with sexual activity found that single under-
graduates had a higher association of heavy 
alcohol use with same-day sexual intercourse 
[73]. The authors also found that intoxication 
with alcohol was associated with decreased use 
of condoms, although marijuana intoxication was 
not. In addition, although undergraduates who 
were alcohol- or marijuana-intoxicated were 
more likely to have same-day sex, most unpro-
tected sex against STIs occurred in sober partners 
in committed relationships. Therefore, counsel-
ing of couples on use of condoms to protect 
against STIs when getting refills for prescription 
contraception to protect against pregnancy could 
be helpful [73].

Some alcohol protective behavioral strategies 
(PBS), which are aimed at harm reduction to 
either reduce intake or decrease risk of harm 
while drinking, have been shown to be helpful. 
Moorer et al. reported that college women seem 
to use serious harm reduction strategies more 
than they use controlled consumption strategies 
[92]. Discussion of serious harm reduction strate-
gies, such as keeping one’s drink close and going 
home with a friend, may be considered as a uni-
versal addition for orientation classes during 
freshman year of college.

 Protective Factors Against 
Unintended Pregnancy

Attendance at religious services is thought to be a 
protective factor against unintended pregnancy, 
although some research has found that women 
who attend religious services may actually be at 
higher risk of pregnancy due to not using contra-
ception. One study of college students at a large 
university in the “Bible Belt” examined the asso-
ciation of alcohol consumption, religious convic-
tion, and risky sexual behavior. In their sample of 
210 students, about 40% said they had used alco-
hol to enhance sexual experiences, and about 
70% reported they were less likely to use con-
doms if they drank alcohol prior to sexual activity 
[105]. Women who had stronger religious beliefs 
generally drank less alcohol and were not as 
likely to engage in sexually risky behavior as 
their female peers with weaker religious beliefs. 
For college men, religious conviction had no 
association with sexual behavior or alcohol con-
sumption [105].

In addition, positive attitude toward contracep-
tion can be a protective factor in preventing unin-
tended pregnancy, as well as having instructions 
on options and proper use of contraception [77, 
109]. Having private insurance that covers contra-
ception has been shown to be a protective factor 
against unintended pregnancy [6, 77]. Satisfaction 
with one’s contraception also leads to more con-
sistent use during sexual encounters [34].

Interestingly, in a recent study of college age 
women 18–24  years old, high self-esteem was 
found to be associated with more consistent use 
of contraception. In addition, confidence, a sense 
of independence, and life satisfaction were also 
positively related to consistent use of contracep-
tion, whereas symptoms of depression and use of 
marijuana were associated with inconsistent use 
of contraception [93].

 Impact of Unplanned Pregnancy

Research indicates that women with unplanned 
pregnancy start receiving prenatal care later than 
women with intended pregnancies [23, 71, 86]. 
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Initiating prenatal care early is associated with a 
healthy birth weight [86, 103]. There appears to 
be a relationship between unintended pregnancy 
and prematurity and low birth weight; however, 
the relationship is likely to be moderated through 
smoking, drinking, poor diet, and decreased vita-
min intake [86].

There seems to be an increased risk for post-
partum depression in mothers who have unin-
tended pregnancies. There is also increased risk 
to the mother for experiencing physical abuse 
during the pregnancy [86]. In addition, there is 
decreased likelihood of breast-feeding after preg-
nancy [23, 33, 86].

Children born from unintended pregnancies 
are at risk for poor physical and mental health, 
decreased school performance, and less close 
mother-child relationships. Mothers with unin-
tended pregnancies have been shown to be more 
likely to use corporal punishment; one study indi-
cated that children born of unwanted pregnancies 
were more likely to be physically abused as well 
[86]. In addition, children born of unintended 
pregnancy have been found to demonstrate prob-
lematic physical behaviors and poor educational 
outcomes. These children have also been shown 
by some to be less well- adapted in childhood, 
have lower self-esteem in their early 20s, and 
experience depression and/or involvement in 
psychiatric care in their late 20s/early 30s [25, 
86].

 Mental Health

Depression during pregnancy is the greatest risk 
factor for developing postpartum depression. It is 
associated with higher risk of preterm birth, 
decreased birth weight, and behavioral issues, 
such as increased fussiness or less reactivity [82, 
120, 121]. Depression is also associated with dif-
ficulty forming attachment with the baby, behav-
ioral changes in the infant, and decreased 
likelihood of breast-feeding. In a review of 
research on young women 21 years and younger 
with depression, anxiety, bipolar disorder, and 
psychosis, Siegel and colleagues found that preg-
nant and parenting adolescents were more likely 

to report depressive symptoms than pregnant and 
parenting older women but not more than non-
pregnant or parenting adolescents. This is espe-
cially concerning given the known risk of 
depression to the unborn child and then to later 
attachment between mother and child and behav-
ioral issues as the child grows [121].

The study by Hall et  al., of young women 
18–20 years old who wanted to avoid pregnancy, 
demonstrated that depression and stress at base-
line were associated with higher risk for preg-
nancy [57]. Pregnancy rate was 1.6 times higher 
in young women with symptoms of stress versus 
those without. In women with both depression 
and stress symptoms, pregnancy risk was two 
times higher than in women who did not have 
these symptoms [57]. Depression may also be 
associated with increased risk of alcohol and sub-
stance use in adolescent mothers, as well as with 
rapid repeat childbirth [5, 18, 26]. Corcoran also 
demonstrated that conduct problems in youth are 
also associated with higher risk for pregnancy in 
young adulthood, in addition to repeat childbear-
ing [20].

Another study based on data from the National 
Longitudinal Study of Adolescent to Adult Health 
found that moderate to severe symptoms of 
depression were associated with increased risk of 
experiencing an unintended first pregnancy [59]. 
Depression increased the risk of pregnancy in 
minority adolescents and young women but not 
White women. Depression also increased risk of 
pregnancy in women with income levels of 
$0–$19,999 and $20,000–$49,000 but not above. 
In addition, depression increased pregnancy risk 
in women less than 20 years old but decreased the 
risk in women greater than 24  years old [59]. 
This group also found that moderate to severe 
stress symptoms, as well as depressive symptoms 
to a lesser extent, in 18–19-year-olds were asso-
ciated with increased nonuse and misuse of con-
traception, likelihood of using less effective 
methods of contraception, sexual activity, and 
unintended pregnancy over a year of follow-up 
[59].

A retrospective cohort study using data from 
the Rhode Island Pregnancy Risk Assessment 
Monitoring System from 2004 to 2008 found that 
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adolescents and young adults had a higher likeli-
hood of reporting a depression diagnosis before 
their most recent pregnancy [102]. Twenty- to 
twenty-four-year-olds had the highest rate of pre-
natal depression. Prenatal depression decreased 
with age. In addition, adolescents and young 
adult mothers were more likely to experience 
postpartum depression. This also decreased with 
age [102]. Risk factors found in this study to be 
associated with postpartum depression include 
smoking and drinking pre- pregnancy, infant 
being alive, infant living with mother, stressors, 
and decreased social support [102].

Not only do adolescents/young women (15–
19  years old) with mental health disorders, 
including affective and psychotic disorders, have 
multiple risk factors that are associated with 
pregnancy, but one large Canadian study indi-
cated that they have a higher fertility rate than 
adolescents with no mental illness as well [130].

It is also important to consider the risk of 
maternal depression to children’s mental health. 
Depression during pregnancy is associated with 
poor nutrition, delayed or inadequate prenatal 
care, increased substance use, preeclampsia, low 
birth weight, preterm delivery, postpartum 
depression, and suicide [50, 90, 95]. Infants of 
depressed mothers seem to be more irritable, less 
active, and less attentive, with less facial expres-
sion and increased likelihood of developmental 
delay. The relationship between mother and 
infant is also often impaired [27, 35, 95]. Toddlers 
and preschoolers of mothers with depression 
present with increased likelihood of poorer cog-
nitive functioning, as well as increased likelihood 
of responding negatively when someone is 
friendly, and decreased likelihood of engaging in 
creative play independently. School- aged chil-
dren, as well as adolescents, of mothers with 
depression have a higher chance of having ADHD 
and depression, as well as adolescents. They are 
also at higher risk for anxiety and conduct disor-
ders [76, 133].

Currently, the recommendation is that ante-
natal and postpartum mild to moderate depres-
sion first be treated with cognitive behavioral 
therapy or interpersonal therapy. If depression 
does not improve, medication, with SSRIs as 

first-line choice, should be used at lowest effec-
tive dose in combination with therapy. If depres-
sion is more severe, the antidepressant may be 
started in conjunction with evidence-based ther-
apy [90].

With regard to treatment for depression, 
given that TAY span about 15  years old to 
24 years old, it is important to take into consid-
eration that for part of this age group, the only 
Food and Drug Administration (FDA)-approved 
first-line pharmacological treatments for major 
depression are fluoxetine and escitalopram, and 
that for this entire age group, there is a black 
box warning for possible increased suicidal ide-
ation with antidepressant treatment. These con-
cerns need to be balanced with risks to both 
mother and unborn child and infant if depres-
sion is not treated. Informed consent with full 
understanding of risks needs to be given after 
partnered decision- making between the patient 
and the physician.

 College/Graduate School-Related 
Concerns

The American College Health Association- 
National College Health Assessment (ACHA- 
NCHA), a nationally recognized research 
survey with the participation of multiple US 
college institutions and participation from tens 
of thousands of students, reported that about 
65% of college students engaged in sexual 
intercourse in 2018 and 1.1% experienced 
pregnancy [2]. College-aged students are at 
particularly high risk of engaging in risky sex-
ual behaviors, including sex with multiple and 
or unknown partners, inconsistent use of con-
doms, and not discussing risk-relevant topics 
prior to having sex, such as use of protection 
against pregnancy and any existing sexually 
transmitted infections [75]. As these risky sex-
ual behaviors in college put students at risk of 
consequences such as assault, STI, unintended 
pregnancy, and psychological distress, it is 
important to consider other risk factors that 
contribute to engaging in these behaviors 
[119].
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“Hookups” refer to sexual encounters between 
partners who are not romantically involved and 
who do not expect any sort of relationship com-
mitment after the initial hookup. “Hooking up” 
appears to be common in college students, with a 
2012 review indicating that the lifetime preva-
lence rates in college students were 60–80% [46]. 
One study of college students found a hookup 
rate of approximately 55% within the past year 
[80]. A longitudinal study of almost 500 first- 
year female undergraduate students (between 18 
and 25  years of age) from a private university 
found that hookups were correlated with experi-
encing symptoms of depression [37]. Hookups 
also appeared to increase the risk of sexual vic-
timization and to predict sexually transmitted 
infections [37].

In addition to being associated with high-risk 
behavior generally, alcohol use is linked to casual 
sexual encounters [70]. Two-thirds to three- 
quarters of college students report alcohol intake 
prior to hooking up, and both male and female 
college students state that there is a higher likeli-
hood of hooking up as opposed to more tradi-
tional romantic interactions if they have had 
alcohol prior [36, 47]. They also report more 
alcohol intake during the hookup. In addition, 
results from Fielder’s study demonstrated that no 
one used condoms during last oral sex, and 31% 
did not use condoms during vaginal sex, which 
increases risk of sexually transmitted infections, 
as well as unintended pregnancy [36].

According to the National Campaign to 
Prevent Teen and Unplanned Pregnancy [125], 
unplanned births are responsible for about 10% 
of female dropouts from community college and 
7% of community college student dropouts over-
all. In addition, an estimated 61% of community 
college students who have children during col-
lege do not complete their college education 
[125]. Those students who do not drop out of col-
lege after having a child are likely to carry a 
heavy burden, including having to study and 
maintain good grades while caring for a child, as 
well as obtaining childcare for their children 
when they are in school. The National Campaign 
recommends that colleges integrate information 
on unplanned pregnancy into student support ser-

vices, such as student orientation, and into some 
required freshman classes. It also recommends 
providing resources about unplanned pregnancy 
to students and helping all students connect with 
student health services and access to contracep-
tion. Some state and private colleges/universities 
also have information on their online student 
health and counseling service websites. The 
American Academy of Community Colleges and 
the National Campaign to Prevent Teen and 
Unplanned Pregnancy partnered to write the 
report Making it Personal: How Pregnancy 
Planning and Prevention Help Students Complete 
College, which can be a helpful resource. This 
resource focuses mainly on three ways to create 
more awareness on pregnancy prevention: by 
integrating information into the curriculum, 
implementing college success courses, and post-
ing online resources [106].

Online Information for graduate students can 
also be helpful with regard to unplanned preg-
nancy. As an example, the University of Nebraska 
webpage on Pregnancy and Parenting in Graduate 
School (https://www.unl.edu/gradstudies/con-
nections/pregnancy-and-parenting-graduate-
school) discusses positive and more challenging 
aspects of being pregnant in graduate school and 
encourages planning ahead (including letting the-
sis/dissertation advisors know as soon as 
possible).

 Special Populations

 Intellectual and Developmental 
Disabilities

A common misconception is that people with 
intellectual and developmental disabilities (IDD) 
are more likely to be “asexual.” As such, less 
emphasis may be placed on this population 
receiving sexual education in a way they can 
understand or receiving appropriate counseling 
from care providers [43]. This can potentially 
lead to consequences such as rape, infection, or 
unintended pregnancy while adolescents/young 
adults with IDD try to navigate their sexual 
development on their own, as studies indicate 
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that they are likely to be just as sexual as their 
peers [43]. They are also more likely to have a 
history of sexual victimization [29]. A review of 
literature on contraception and adolescents with 
disabilities indicated that contraception can help 
with treatment of gynecological conditions as 
well as prevent unwanted pregnancy [29], 
although ethical issues, such as autonomy and 
justice, are relevant.

A study in the United Kingdom found that 
women with ID have less understanding of sexual 
health and reproduction; they are also less likely 
to use contraception [4]. In a Swedish study, 
women with intellectual disability who gave birth 
were more likely to be teenagers, obese, and sin-
gle compared to women who did not have intel-
lectual disability [65]. Women with ID had a 
higher likelihood of preterm birth, requiring a 
C-section and being discharged to somewhere 
other than their own home [65]. Women with 
IDD who give birth are more likely to be less than 
25 years old [9]. Rapid repeat pregnancies were 
more common in women with intellectual and 
developmental disabilities, but this seemed to be 
mediated in part by social, health, and health- 
care disparities [9].

 Autism Spectrum Disorder (ASD)

As in individuals with intellectual disability, it 
was long believed that individuals with autism 
were not interested in romantic relationships or 
sexuality. More recent research has indicated 
that this is untrue and that individuals with 
autism do engage in romantic relationships and 
sexual activity [61, 89]. Youth with autism are 
more vulnerable to abuse and sexual exploita-
tion [10, 66]. Some research indicates that indi-
viduals with ASD may have a higher likelihood 
of engaging in risky sexual behavior and expe-
riencing victimization [10, 61]. Approximately 
42–69% of individuals with autism (compared 
to 8% of their peers without autism) report that 
they are attracted to members of the same sex 
or identify as sexual minorities [11, 28, 61, 
104]. When comparing parent reports of the 
sexual knowledge and experiences of their 

young adult children with ASD to the young 
adult reports, the young adults themselves 
reported more typical sexual behaviors and sex-
ual victimization than what their parents 
reported [61]. Although parents were likely to 
be accurate when describing the asexuality or 
heterosexuality of their young adult children, 
they were less likely to be aware if their child 
had a same-sex attraction [61]. This study also 
indicated that family sexual communication 
and overall information on sex would be help-
ful to these young adults with ASD and hope-
fully decrease likelihood of risky sexual 
behavior and victimization.

Interviews of those who care for young adults 
with ASD indicate that sexuality is not a topic 
often brought up by health-care providers, other 
than to discuss hygiene [61]. Research indicates 
that traditional sex education is not as effective 
for individuals with ASD, and so alternative ways 
of delivering this information, including more 
personalized communication through parents/
caretakers, should be considered [61]. A study of 
family sexual communication in adolescent girls 
with ASD indicated that parents generally dis-
cussed basic information such as privacy, caution 
for sexual abuse, menstruation, and hygiene, 
whereas they often left out information on rela-
tionship, sex, and sexuality, particularly in 
females with low intellectual functioning [66]. 
Although the average age of females in this study 
was 14 years old, it is relevant in that parents did 
report a need for improved guidance on how to 
discuss these topics with their children/adoles-
cents with ASD [66].

Two studies of pregnancy in women with 
autism found they had increased difficulty with 
sensory processing, adapting to changes associ-
ated with pregnancy, and communicating with 
their health-care providers [113]. In one Swedish 
national cohort study, pregnant women with 
autism had a higher chance of preterm birth, 
especially medically indicated preterm birth 
[123]. They also tended to be younger than the 
control group (pregnant women without autism). 
Authors also indicated that due to high likelihood 
of comorbidities with other issues, such as epi-
lepsy/seizure disorder and ADHD, pregnant 
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women with a diagnosis of ASD may warrant a 
higher degree of monitoring [123].

One helpful webpage with multiple resources 
for sexuality education in youth with disability or 
chronic illness, including intellectual disability and 
ASD, is https://www.parentcenterhub.org/sexed/.

 Young People with a History 
of Foster Care

Youth in foster care often have an accumulation 
of risk factors for adolescent pregnancy, includ-
ing a history of maltreatment, poverty, low paren-
tal education, and family disruption [15]. A study 
of 215 young adults (ages 18–22 years old) with 
a history of foster care and rates of pregnancy and 
parenthood indicate that by 21 years of age, 49% 
of young women had become pregnant, and 33% 
of young men had gotten someone pregnant [15]. 
A study in California (CalYOUTH Study) and in 
the Midwest (the Midwest Study) followed youth 
who had been emancipated from foster care into 
adulthood. In both studies, approximately one- 
third of women reported they were pregnant at 
18 years old; by 19 years old, this had increased 
to half of these women [31]. Adolescent mothers 
in foster care also have a higher risk of having a 
rapid repeat pregnancy, defined as within 
24 months [19, 42].

Young adults who have experienced foster 
care are less likely to graduate from high school, 
or earn their GED, and are also more likely to 
experience homelessness at least once before 
26  years old [19, 32]. These outcomes can be 
worse when further compounded with pregnancy. 
Less is known about men with a history of foster 
care, but they seem at higher likelihood of 
impregnating someone in adolescence. Combs 
et  al. found that young adults with a history of 
foster care (between 9 and 11  years old) had a 
similar likelihood of pregnancy (women and 
men) as young adults who were emancipated 
from foster care [15]. Authors also found that 
women were more likely to be raising the chil-
dren and that men supported their children finan-
cially. In addition, having a child was associated 
with attaining a lower education level, having 

less employment (specific to women), not having 
a savings or checking account, and experiencing 
homelessness [15].

A study in California (CA) found that 35% of 
adolescents in foster care gave birth by age 
21 years [108]. By race, average birth rates by 
age 21 years old were 43.1% for Hispanic young 
adults, 33.0% for Black young adults, and 
29.4% for White young adults [108]. With fed-
eral legislation that extends foster care to beyond 
18  years old, efforts in CA are being made to 
design programs to prevent pregnancy and also 
provide more supports to young parents. One 
recent national study also found that living in a 
state with a higher proportion of housing-bur-
dened, low-income renters increased the risk of 
substance abuse and childbirth for adolescents 
leaving foster care. Participants were inter-
viewed at 17  years old and 19  years old. This 
study recommended considering increased 
financial and housing supports for young adults 
transitioning out of foster care, as well as 
extending foster care to 19 years old, to mitigate 
homelessness, substance abuse, incarceration, 
and pregnancy [107].

 Lesbian Gay Bisexual Transgender 
Queer/Questioning

Young women who identify as sexual minorities 
are about twice as likely as young women who 
identify as heterosexual to experience pregnancy 
in adolescence (prior to 20 years of age) [14, 84]. 
Earlier age at sexual initiation is thought to be 
one risk factor [13]. Sexual minority young 
women are reportedly more likely to engage in 
vaginal intercourse with males at younger ages, 
to have sexual intercourse more frequently with 
men, to be under the influence of drugs or alcohol 
during sex, and to have higher rates of coerced 
sex as compared to their heterosexual peers [48, 
114, 116, 127].

Using data from the Growing Up Today Study 
(GUTS), compared with women who identified 
as “completely heterosexual,” sexual minorities 
(bisexual and lesbian) experienced more bullying 
(victimization and perpetration), more maltreat-
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ment in childhood, and greater gender noncon-
formity [13]. Women who identified themselves 
as sexual minorities, particularly bisexual per-
sons, were at a higher likelihood of adolescent 
pregnancy compared to women who identified as 
heterosexual. This higher likelihood was 
explained in part by their experiences of bullying 
and childhood maltreatment. Among sexual 
minorities, earlier age of sexual minority devel-
opmental milestones (such as age at first experi-
encing same gender attraction, age at first 
engagement in same-gender sexual behavior, age 
at first identifying as a sexual minority) was also 
a significant risk factor for adolescent pregnancy 
[13, 72]. Another study of transitional age women 
from 15 to 20  years old, using data from the 
2006–2010 National Survey of Family Growth, 
found that both bisexual and lesbian women were 
younger at heterosexual sexual debut and had 
more male and female partners. They were also 
more likely to report being forced into having sex 
than heterosexuals. In addition, young women 
identifying as bisexual reported the earliest initi-
ation of sexual intercourse, the highest numbers 
of male sexual partners, highest use of emergency 
contraception, and the greatest frequency of ter-
mination of pregnancy [127].

A study of unintended pregnancies in sexual 
minority women (ages 18–44 years with average 
age of 25 years) also supported the finding that 
sexual minority women were more likely to have 

unintended pregnancies than their heterosexual 
peers. This finding appeared to be driven specifi-
cally by women who identified themselves as 
heterosexual with same-sex attractions, mediated 
by a higher number of male sex partners [62].

 Contraception

Contraception has had an important role in 
decreasing the rate of unintended pregnancy and 
transmission of STI.  It is important that transi-
tional age youth recognize the different types of 
contraception available and are aware of the 
choices that might be most effective for them. 
See Table 19.1 for general methods of contracep-
tion. Decision-making can include a discussion 
with the primary care doctor, the gynecologist, 
and the partner. Table  19.1 summarizes contra-
ception methods, described further in the 
chapter.

 Barrier Methods

Barrier methods are removable and prevent sperm 
from entering the uterus. These include condoms 
(male and female), contraceptive sponges, sper-
micides, diaphragms, and cervical caps [97]. 
Unlike other forms of contraception (besides 
abstinence), only condoms can protect from both 

Table 19.1 Methods of Contraception

Barrier
Hormonal 
(short-acting)

Long-acting 
reversible 
contraception 
(LARC)

Emergency 
contraception (EC) Sterilization Other methods

Male condom Combined oral 
contraceptive pills

Implants Ulipristal Tubal ligation Abstinence

Female 
condom

Contraceptive patch Intrauterine device 
(IUD)

Levonorgestrel Vasectomy Withdrawal

Contraceptive 
sponges

Vaginal ring Copper IUD Sterilization 
implant

Fertility 
awareness

Spermicide Transdermal 
contraceptive patch

Diaphragm Progestin-only 
injectable 
contraception

Cervical caps

L. L. Hua and L. Flaherty



393

unintended pregnancy and sexually transmitted 
infection. The CDC reports that women ages 
15–24  years old are at highest risk for sexually 
transmitted infection [12]. Condoms are some of 
the most used contraceptives [16, 87]; the ACHA-
National College Health Assessment of 2018 
reported that more than 61% of college students 
used condoms when they did use contraception 
[2]. For both men and women, younger age and 
greater concern for HIV infection were associated 
with increased use of condoms [110].

A study using data from the 2006–2010 
National Survey of Family Growth found that a 
high percentage of young adults 15–24 years old 
felt that using a male condom during sexual inter-
course would decrease arousal and enjoyment of 
sex and were therefore unlikely to use one. These 
negative perceptions of the effect of condom use 
on pleasurable sexual experience appeared to 
outweigh other reasons for not using condoms, 
including sociodemographic, psychosocial, or 
sexual history factors [63].

 Hormonal Methods

Hormonal methods include short-acting and 
combination hormonal methods to decrease the 
risk of pregnancy by regulation or stopping ovu-
lation. Short-acting methods include injectable 
birth control and progestin-only pills. 
Combination hormonal methods include com-
bined oral contraceptives, the contraceptive 
patch, and the vaginal ring [97]. Combined oral 
contraceptive pills are the most popular forms of 
contraception in adolescence [16, 87].

 Long-Acting Reversible 
Contraception (LARC)

The most effective form of contraception, other 
than abstinence, is long-acting reversible contra-
ception (LARC), which includes implants and 
intrauterine devices (IUDs) [97]. LARC, while 
very effective for pregnancy prevention, is unde-
rutilized. Logan et al. [87] assessed LARC use in 

college-aged women and found that while 44% 
of women used contraception at last sexual 
encounter, only 2.5% of women used LARC (and 
90% of these used an intrauterine device).

LARC is also highly recommended for ado-
lescents parents within 8  weeks of birth to 
decrease the chances of rapid repeat pregnancy/
childbirth, which can affect both parents and 
their children negatively [22, 124].

 Emergency Contraception (EC)

Emergency contraception is used after sexual 
intercourse to decrease the risk of pregnancy. 
These consist of hormonal emergency contracep-
tive pills (ulipristal and levonorgestrel) and the 
copper intrauterine device [129]. In a 2013 CDC 
reports on use of emergency contraception in 
women ages 15–44 years from 2006 to 2010, use 
was about 11%, up from 4% in 2002. For age 
groups 15–19  years of age, 14% of sexually 
experienced women had used EC, and for age 
groups 20–24 years old, 23% of sexually experi-
enced women had used EC [24]. The ACHA-
NCHA of 2018 reported that almost 15% of 
sexually active college students used emergency 
contraception [2] in the last 12 months.

Although studies indicate that adolescents are 
more likely to use EC if they have already been 
prescribed it, surveys indicate that most pediatri-
cians do not prescribe it or provide education 
about it. Levonorgestrel has been approved for 
over-the-counter sales since 2013; however, due 
to cost or lack of availability from the pharmacy, 
access can be limited.

 Sterilization

Sterilization is a permanent, usually nonrevers-
ible, form of contraception that must be per-
formed by a health-care provider. Sterilization 
consists of tubal ligation, vasectomy, and steril-
ization implant. This is less common in adoles-
cents and young adults [16] who may be planning 
childbearing in the future.
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 Other Methods

Additional methods that are used to avoid preg-
nancy are abstinence, withdrawal (withdrawing 
of penis prior to ejaculation), and periodic 
 abstinence, or fertility awareness (avoiding  
sexual intercourse during period around ovula-
tion) [16].

 Improving Knowledge

Lack of knowledge about effective contraceptive 
use is widespread among transitional age youth 
and young adults. Not only is this one of the main 
factors impeding effective use; it is also—at least 
in theory—the most easily addressed.

A 2009 telephone survey of 1800 unmarried 
women and men aged 18–29  years old studied 
the association between “contraceptive knowl-
edge, norms and attitudes, and selected risky con-
traceptive behaviors.” Contraceptive methods 
queried were the condom, oral contraceptive pills 
(OCPs), injectable contraception, and intrauter-
ine device. In this study, 25% of survey respon-
dents were 18–19 years old, and about 40% were 
20–24 years old. The study found that about 60% 
of men and 25% of women had low scores for 
contraceptive knowledge. However, for every 
correct response on the contraceptive knowledge 
scale by women, there was a 9% decrease in the 
odds of expecting to have unprotected sex in the 
next 3  months. Additionally, for women, every 
correct answer increased the odds that they were 
using hormonal or long-acting reversible contra-
ception by 17%. For women who were in a rela-
tionship, the odds of their using no contraception 
were reduced by 17% [45]. About 20% of men 
and women thought the likelihood of a side effect 
was high with hormonal or long-acting forms of 
contraception. A high percentage of young adults 
in this survey accepted norms that it was accept-
able for an unmarried woman to be pregnant and 
that every pregnancy is a blessing. An even higher 
percentage agreed that their friends felt that using 
birth control was important. With regard to atti-
tudes, about 21–29% of respondents felt it was a 
“hassle” to use condoms every time one had sex, 

while about 40% felt that using contraception did 
not really matter. About 70% of women were 
committed to avoiding pregnancy, and approxi-
mately 45% of men were. In addition, about 43% 
of men said they were somewhat or extremely 
likely to engage in unprotected sex in the next 
3 months; 34% of men responded that their part-
ners were using hormonal or long-acting contra-
ception. For women, about 30% stated they were 
likely to have unprotected sex in the next 
3 months, and 54% were using hormonal or long- 
acting form of contraception. Approximately 
43% of women who used contraception say they 
used their method inconsistently. Authors of this 
study suggested improved education about side 
effects of hormonal and long-acting contracep-
tion to increase understanding and use of contra-
ception, utilizing the desire to adhere to social 
norms. They also suggested that education could 
be improved by spreading messages, such as con-
sidering use of birth control as being important to 
avoid unintended pregnancy and the benefits of 
using condoms outweighing the “hassles” [45].

 Improving Access

Kornides et al. found that affordability, effective-
ness, and low side effect profile were the most 
important determinants of contraceptive use [77]. 
Lack of insurance is one of the major barriers to 
accessibility of contraception. States with the 
highest proportions of uninsured women have 
higher rates of unintended pregnancy. In fact, 
health insurance status seems to be a more impor-
tant factor than racial and ethnic composition of 
the population [78]. Expansion of state Medicaid 
services, with more women covered, is associ-
ated with decreased rates of unintended preg-
nancy [78].

Colleges should offer the full spectrum of con-
traceptive methods while ensuring that women 
are receiving evidence-based and patient- 
centered counseling about contraception. Young 
women should neither be denied LARC methods, 
nor should they face pressure from providers to 
use long-acting reversible contraception. 
Evidence-based approaches include offering all 
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reproductive age women long-acting reversible 
contraception as one of many contraception 
options. Patient-centered care supports women’s 
freedom to decide what is right for them while 
coordinating and tailoring chosen forms of care 
as appropriate [85].

 Implementing 
Patient-Centered Care

Patient-centered care is a concept that arose out 
of the consumer movement to incorporate the 
perspectives of health-care users; it focuses on 
empowering patients to make informed decisions 
about their health care in partnership with their 
health-care professionals [68]. It contrasts with a 
traditional paternalistic approach, in which the 
professional is the expert and the patient just a 
passive recipient of services.

Patient-centered care is particularly appropri-
ate for transitional age youth as it supports their 
autonomy and respects their ability to make 
informed decisions, both key developmental 
tasks of this age period. Rebecca Logan, who has 
studied college women’s use of contraception, 
has called upon colleges to implement patient- 
centered care, stating:

…patient-centered care supports women’s free-
dom to decide what is right for them, while coordi-
nating and tailoring chosen forms of care as 
appropriate. [85]

 Options Counseling

An important part of patient-centered care is 
options counseling. Options counseling is a 
term used to describe courses of action so that 
the young person can make an informed choice. 
Pediatricians, adolescent medicine specialists, 
and obstetricians/gynecologists should be con-
sulted for options counseling upon learning of 
pregnancy. It is important that pregnant adoles-
cent females and young women receive factual 
and unbiased information on their legal 
options. The three major options for the preg-
nant person are continuing the pregnancy to 

delivery and caring for the infant, continuing 
the pregnancy to delivery and making a plan 
for adoption or kinship care, and termination 
of the pregnancy [67].

If the adolescent or young adult decides to 
carry the pregnancy to delivery, there should be 
an immediate referral to a provider that will pro-
vide prenatal care. If the adolescent or young 
adult wants to continue the pregnancy but does 
not feel she is ready to raise a child, informal kin-
ship care through a private agreement or through 
the state child welfare system may be arranged. 
Adoption is another possibility but is less com-
mon these days. Women who choose this option 
are more likely to be women who have completed 
high school and may have gone through some 
college or vocational training. The third option is 
termination of the pregnancy; pediatricians/pri-
mary care practitioners should be prepared to 
objectively and dispassionately discuss this 
option with medically accurate information on 
pharmacological and surgical procedures that can 
be used [67].

 Current Policy

The prevention of unintended pregnancy faces 
many challenges owing to local and national 
political opposition to comprehensive sex educa-
tion and availability of contraception and abor-
tion. Changes to the Title X Family Planning 
Program have gone into effect, which essentially 
limit the ability to provide comprehensive repro-
ductive health care to women and men. This has 
resulted in Planned Parenthood and several state 
health department grantees dropping out of the 
family planning program. Many states have 
sought to limit abortion access; some of these 
cases will be heard by the Supreme Court. The 
Teen Pregnancy Prevention Program, which had 
funded evidence-based programs for the preven-
tion of adolescent pregnancy, is now redirecting 
funds to programs aiming to prevent pregnancy 
with abstinence-only. In addition, the mandate 
that employers had to provide access to contra-
ception in employee health plans at no charge is 
currently being held, while courts come to a final 
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resolution on the legality of the contraception 
coverage mandate.

On a more positive note, many states allow 
minors to consent to reproductive health care, 23 
states and Washington, D.C., with no conditions 
and 24 states allowing minors to consent under 
certain conditions [54]. In addition, 29 states and 
the District of Columbia allow minors to consent 
to prenatal care with no conditions; 8 states allow 
it under certain conditions. In 15 states, the phy-
sicians are allowed to inform the parents of their 
child’s pregnancy if the physician feels it is in the 
best interest of the minor to do so [55].

 Practical Advice for Clinicians

As with children and adolescents, it is important 
to be open to discussing sex and sexuality with 
transitional age youth. These discussions should 
occur confidentially in a private setting (with 
options to include the partner or parents/guard-
ians if preferred by the youth). Sexuality educa-
tion includes more than just anatomy and 
physiology; it also includes gender identity, sex-
ual orientation, relationships, sexual activity, 
sexually transmitted infections, and wishes 
regarding pregnancy and contraception. All 
patients, including patients with IDD and ASD, 
disabilities, and chronic health conditions, should 
be routinely queried about all of these topics in a 
manner that is calm and nonjudgmental [8]. 
Discussions of the role of substance and alcohol 
use in the context of sexual activity are also 
important. If a patient is in a relationship, asking 
about sexual activity; use of contraception, 
including condom use, stressing that it is the only 
contraception that can protect from sexually 
transmitted infections; and intimate partner vio-
lence (whether the relationship is healthy and if 
the patient feels safe) is recommended.

Adolescents who report age younger than 
14 years at first sex are more likely to report that 
the encounter was involuntary compared to ado-
lescents who first had sex between 17 and 
19  years old [8]. It is therefore important to 
screen for sexual trauma, as it is a risk factor for 
adolescent childbirth. Adolescents who have 

chronic health conditions and disabilities are at 
increased risk for sexual victimization, indicating 
the importance of screening for nonconsensual 
sexual encounters in this population as well [8].

Confidentiality is extremely important with 
this group of adolescents/young adults. 
Confidential health services should be delivered 
with regard to sexuality, mental health, and sub-
stance use. However, in certain situations, such as 
concern for safety to self or others, suspicion of 
abuse, and potentially dangerous or risky behav-
ior, confidentiality may be broken. Although a 
majority of transitional age youth are legally 
“adults” and able to see a provider on their own, 
many of them remain on their parents’ insurance, 
so if a parent requested documentation from a 
particular visit, it would not truly be confidential 
[126]. It is also important to note that in situa-
tions where confidentiality is limited, use of con-
traception decreases, and risk for pregnancy 
increases [16, 111].

 Conclusion

A comprehensive discussion of reproductive 
health and unintended pregnancy in transitional 
age youth is presented in this chapter, with focus 
on risks and protective factors; vulnerable popu-
lations of transitional age youth, including those 
with intellectual and developmental disabilities, 
ASD, and LGBTQ; and contraception. It is clear 
that TAY, who are navigating this complicated 
transition between adolescence and adulthood 
and working on formation of romantic and sexual 
relationships while also managing education and 
career goals, may be more likely to engage in 
risky sexual behavior and possible substance use. 
This combination can increase the likelihood of 
unintended pregnancy, sexually transmitted 
infections, and sexual victimization.

This population could benefit from universal 
sexual education including information on con-
traception, as well as directed in particular at spe-
cific TAY populations. Parental/guardian 
education is also important, as it can allow par-
ents/guardians to reinforce lessons learned at 
school and better tailor this information to their 

L. L. Hua and L. Flaherty



397

children. In addition, sessions that include infor-
mation on the dangers of risky sexual behavior, 
including hookups, which could lead to sexually 
transmitted infections, sexual victimization, and 
unintended pregnancy are essential components 
of college orientations. It is also important to give 
education on the dangers of alcohol/substance 
intake in combination with risky sexual behavior. 
In addition to education, ongoing access to and 
availability of reproductive health care and coun-
seling are important. More formal policy to pro-
tect and educate TAY could further decrease 
unintended pregnancy.
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 Introduction

The term “sexual and gender minority” (SGM) 
encompasses a variety of gender and sexual iden-
tities and expressions that differ from the major-
ity (e.g., lesbian, gay, bisexual, transgender, 
questioning (LGBTQ+), as well as the “plus 
sign” capturing identities and expressions that 
defy discrete labels (e.g., queer, gender non- 
conforming)). The abbreviations LGBT and 
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Key Points
• Healthcare providers should know there 

is no medically valid evidence that gen-
der identity and sexual orientation can 
be altered through therapy and that 
attempting this may lead to decreased 
self-esteem, homelessness, depression, 
and suicidality.

• Delivering affirming care, free from het-
eronormative assumptions, by asking 
patients their chosen name and personal 
pronouns allows patients to speak 
openly about their health concerns lead-
ing to a trusting doctor-patient 
relationship.

• Physical and mental health issues such 
as substance use disorders, suicide, sex-
ually transmitted infections (STI), 
unplanned pregnancy, and homelessness 
are all more common among SGM tran-
sitional age youth compared to same- 
age peers.

• Although SGM transitional age youth 
are vulnerable and experience health 

disparities, many are resilient and adapt 
to living in a society constantly faced 
with heteronormative adversity.

• A large survey of transgender adults 
(mean age, 23  years), who received 
pubertal suppression drugs as adoles-
cents during treatment, had a lower odds 
of lifetime suicidal ideation compared 
to those who had no puberty blockers as 
adolescents in the course of their trans-
gender care.

• Same-sex marriage became a federal 
law in 2015, but most laws protecting 
SGM people are at the state and local 
level. There are currently no federal 
legal protections for SGM regarding 
employment or housing.

http://crossmark.crossref.org/dialog/?doi=10.1007/978-3-030-62113-1_20&domain=pdf
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LGBTQ are frequently used in the medical litera-
ture and lay press. Sexual orientation and identity 
may be fluid during adolescent and TAY develop-
ment. Adolescents may have same-sex attractions 
and fantasies but do not identify as gay, while 
self-identified gay teens may be sexually inexpe-
rienced. Moreover, transgender youth may 
express their sexual orientation as heterosexual, 
gay, or bisexual. (For a complete glossary of 
terms, please refer to Table 20.1.)

Surveying the prevalence of SGM Americans 
using a Pew Research Center phone survey of a 
random, nationally representative group of 
35,031 US citizens, Smith (2015) found that 5% 
of men and women identified as lesbian, gay, or 
bisexual . The largest population-based survey in 
the United States on sexual orientation was con-
ducted in 2012, which showed that 3.4% of the 

Table 20.1 Glossary of terms (hrc.org)

Ally | A person who is not LGBTQ but shows support 
for LGBTQ people and promotes equality in a variety 
of ways
Androgynous | Identifying and/or presenting as 
neither distinguishably masculine nor feminine
Asexual | The lack of a sexual attraction or desire for 
other people
Biphobia | Prejudice, fear, or hatred directed toward 
bisexual people
Bisexual | A person emotionally, romantically, or 
sexually attracted to more than one sex, gender, or 
gender identity though not necessarily simultaneously, 
in the same way or to the same degree
Cisgender | A term used to describe a person whose 
gender identity aligns with those typically associated 
with the sex assigned to them at birth
Closeted | Describes an LGBTQ person who has not 
disclosed their sexual orientation or gender identity
Coming out | The process in which a person first 
acknowledges, accepts, and appreciates their sexual 
orientation or gender identity and begins to share that 
with others
Gay | A person who is emotionally, romantically, or 
sexually attracted to members of the same gender
Gender dysphoria | Clinically significant distress 
caused when a person’s assigned birth gender is not 
the same as the one with which they identify. 
According to the American Psychiatric Association’s 
Diagnostic and Statistical Manual of Mental 
Disorders (DSM), the term – which replaces gender 
identity disorder – “is intended to better characterize 
the experiences of affected children, adolescents, and 
adults”

Table 20.1 (continued)

Gender-expansive | Conveys a wider, more flexible 
range of gender identity and/or expression than 
typically associated with the binary gender system
Gender expression | External appearance of one’s 
gender identity, usually expressed through behavior, 
clothing, haircut, or voice and which may or may not 
conform to socially defined behaviors and 
characteristics typically associated with being either 
masculine or feminine
Gender-fluid | According to the Oxford English 
Dictionary, a person who does not identify with a 
single fixed gender; of or relating to a person 
having or expressing a fluid or unfixed gender 
identity
Gender identity | One’s innermost concept of self as 
male, female, a blend of both, or neither – how 
individuals perceive themselves and what they call 
themselves. One’s gender identity can be the same or 
different from their sex assigned at birth
Gender non-conforming | A broad term referring 
to people who do not behave in a way that conforms 
to the traditional expectations of their gender, or 
whose gender expression does not fit neatly into a 
category
Genderqueer | Genderqueer people typically reject 
notions of static categories of gender and embrace a 
fluidity of gender identity and often, though not 
always, sexual orientation. People who identify as 
“genderqueer” may see themselves as being both male 
and female, as neither male nor female, or as falling 
completely outside these categories
Gender transition | The process by which some 
people strive to more closely align their internal 
knowledge of gender with its outward appearance. 
Some people socially transition, whereby they 
might begin dressing and using names and 
pronouns and/or be socially recognized as another 
gender. Others undergo physical transitions in 
which they modify their bodies through medical 
interventions
Homophobia | The fear and hatred of or discomfort 
with people who are attracted to members of the same 
sex
Intersex | An umbrella term used to describe a wide 
range of natural bodily variations. In some cases, 
these traits are visible at birth, and in others, they 
are not apparent until puberty. Some chromosomal 
variations of this type may not be physically 
apparent at all
Lesbian | A woman who is emotionally, romantically, 
or sexually attracted to other women
LGBTQ | An acronym for “lesbian, gay, bisexual, 
transgender, and queer”
Living openly | A state in which LGBTQ people are 
comfortably out about their sexual orientation or 
gender identity – where and when it feels appropriate 
to them
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121,290 respondents age 18 years and older iden-
tified as LGBT.  When looking at young adults 
age 18–29  years, 8.3% women and 4.6% men 
identified as LGBT. The 2015 CDC Youth Risk 
Behavior Surveillance System (YRBSS) [1] 
found that 11% of US high school students 
reported a sexual identity other than heterosexual 
(2% gay or lesbian, 6% bisexual, 3% not sure) 
and 6% reported same-sex sexual behavior. Of 
these youth with same-sex experience, 61% 
 identified as gay, lesbian, or bisexual, and 14% 
were not sure.

 SGM Identity Development

Many SGM adolescents and TAY may experi-
ence struggles with their sexual and gender iden-
tity. It is quite common for them to experience 
internalized sexual prejudice (homophobia and 
transphobia), in which negative attitudes toward 
homosexuality and/or transgenderism are 
adopted toward oneself, leading to self-loathing. 
SGM youth can also manifest sexual prejudice 
externally, leading to the mistreatment of others 
who they perceive as sexual minorities. Both 
externalized and internalized sexual prejudice 
may lead teens and young adults to avoid sexual 
activity or adopt heterosexual activity.

Children as young as 2  years learn to label 
themselves and other children as a boy or a girl, 
and by age 4–5 years, they are able to understand 
that gender is a stable and lasting aspect of their 
identity [2]. Boys and girls have group differ-
ences in toy preference by as early as 12 months 
[3]. Some children experience not only gender 
non-conformity but also discomfort with their 
biological sex and therefore wish to be or are 
comforted by being perceived as the opposite sex 
(i.e., gender discordance). Many categories of 
gender discordance with developmental trajecto-
ries have been described. The differences are 
based on whether discordance begins in child-
hood, adolescence, or adulthood or is transient or 
persistent and whether individuals develop a 
same-sex or heterosexual orientation after transi-
tioning to the opposite gender. Follow-up studies 
of prepubertal boys with gender discordance 
showed that cross-gender wishes usually fade 
over time with only 2–11% continuing into adult-
hood [4, 5]. A follow-up study of the natural his-
tories of prepubertal girls with gender identity 
disorder (DSM-IV) reported that 12% of the 
young women had persistent gender dysphoria 
(DSM-5) as young adults and 1/3 to 1/2 identified 
as gay [6].

Children referred for assessment due to gender 
non-conformity may demonstrate gender non-
conforming behaviors at a very young age, some-
times as early as 3 years [7]. Other persons may 
disclose a transgender identity later in adoles-
cence or adulthood, without a history of gender 

Table 20.1 (continued)

Non-binary | An adjective describing a person who 
does not identify exclusively as a man or a woman. 
Non-binary people may identify as being both a man 
and a woman, somewhere in between, or as falling 
completely outside these categories. While many also 
identify as transgender, not all non-binary people do
Outing | Exposing someone’s lesbian, gay, bisexual, 
or transgender identity to others without their 
permission. Outing someone can have serious 
repercussions on employment, economic stability, 
personal safety, or religious or family situations
Pansexual | Describes someone who has the potential 
for emotional, romantic, or sexual attraction to people 
of any gender though not necessarily simultaneously, 
in the same way or to the same degree
Queer | A term people often use to express fluid 
identities and orientations. Often used interchangeably 
with “LGBTQ”
Questioning | A term used to describe people who are 
in the process of exploring their sexual orientation or 
gender identity
Same-gender loving | A term some prefer to use 
instead of lesbian, gay, or bisexual to express 
attraction to and love of people of the same gender
Sex assigned at birth | The sex (male or female) 
given to a child at birth, most often based on the 
child’s external anatomy. This is also referred to as 
“assigned sex at birth”
Sexual orientation | An inherent or immutable 
enduring emotional, romantic, or sexual attraction to 
other people
Transgender | An umbrella term for people whose 
gender identity and/or expression is different from 
cultural expectations based on the sex they were 
assigned at birth. Being transgender does not imply 
any specific sexual orientation. Therefore, transgender 
people may identify as straight, gay, lesbian, bisexual, 
etc.
Transphobia | The fear and hatred of, or discomfort 
with, transgender people
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non-conformity in early childhood [8, 9]. Young 
children who are gender non-conforming or who 
identify as transgender may or may not continue 
to identify as transgender as adolescents and 
adults. In fact, there is evidence to suggest that for 
a majority of young children with cross- gender 
identity, this identity does not persist into adoles-
cence [10]. At the time of puberty, their transgen-
der identity may desist and perhaps evolve into a 
gay or lesbian sexual orientation [10, 11]. 
However, those who have persistence of transgen-
der identity and/or worsening of gender dysphoria 
in puberty are thought to be much less likely to 
identify as cisgender through adolescence. 
Clinicians can use signs of worsening gender dys-
phoria at the onset of puberty as a diagnostic tool 
for persistent transgender identity and as a crite-
rion for eligibility for medical intervention [12]. If 
these feelings present in adolescence, they usually 
persist into adulthood, leading to life-long efforts 
to become the opposite sex through cross-dress-
ing, grooming, or sex reassignment through hor-
mones or surgery [13]. Certainty about sexual 
orientation and identity – both gay and straight – 
increases with age, suggesting “an unfolding of 
sexual identity during adolescence, influenced by 
sexual experience and demographic factors” [14]. 
Although it may be difficult to tell on which 
developmental path a particular adolescent is at a 
given moment, a consistently same-sex pattern of 
fantasy, arousal, and attraction suggests a devel-
opmental path toward same-sex orientation in 
adulthood. Retrospectively, many gay men and 
lesbians report same-sex erotic attraction from 
youth onward [15].

 Minority Stress

Minority stress theory (Meyer 2003) [15] 
explains that health disparities experienced by 
SGM people will chronically cause social stress 
due to negative social attitudes and prejudice. 
Internalized homophobia refers to inwardly 
directing society’s negative attitudes toward 
homosexuality, and perceived stigma is the extent 
that SGM people sense that people in the wider 
population hold negative attitudes toward homo-

sexuality (e.g., homophobic abuse, exclusion, 
and discrimination) [16]. These stressors are said 
to have an additive effect on general psychosocial 
stressors and can negatively affect an individual’s 
coping mechanisms. They may increase the sus-
ceptibility of same-sex-attracted people to 
develop problems with mental health and sub-
stance use [17]. Meyer (2003) concludes that gay 
men with high levels of minority stress are two 
times more likely to suffer from distress affecting 
their mental and physical health [15]. Lesbian, 
gay, bisexual, and other same-sex-attracted 
young people have been shown to be at a higher 
risk of mental health problems, including depres-
sion, anxiety, suicidality, and substance abuse, 
compared to their heterosexual peers. An online 
survey [18] in Sydney, Australia, recruited 254 
same-sex-attracted TAY ages 18–25  years (254 
women and 318 men) and found that internalized 
homophobia, perceived stigma, and experienced 
homophobic physical abuse were associated with 
higher levels of psychological distress and sui-
cidal thoughts in the previous month. Perceived 
stigma and homophobic physical abuse were 
associated with reporting a lifetime suicide 
attempt, but the association between minority 
stress and substance use was inconsistent [18].

The concept of minority stress is not based on 
one congruous theory but is inferred from several 
social and psychological theoretical orientations. 
Hatzenberger et al. propose that sexual minorities 
confront increased stress exposure resulting from 
stigma which increases emotion dysregulation, 
social/interpersonal problems, and cognitive pro-
cesses which facilitate the relationship between 
stigma-related stress and psychopathology [16]. 
They also found that sexual minorities are at 
increased risk for multiple mental health burdens 
compared with heterosexuals [16]. According to 
the National Coalition of Anti-Violence Programs 
(NCAVP) [19], LGBTQ individuals who also 
identify as racial and/or ethnic minorities repre-
sented 79% of anti-LGBTQ hate-related homi-
cides in the United States, of which 14% were 
Latinx. Of the total survivors of anti-LGBTQ 
hate crimes, 29% were Latinx. These figures are 
likely to underestimate the true incidences 
because the NCAVP bases its statistics only on 

T. Van Deusen



407

cases for which it can confirm the identity char-
acteristics of the victim. NCAVP also reports that 
LGBTQ Latinx individuals were more likely to 
experience online harassment, to be threatened, 
to experience robbery, and to experience violence 
by their employers [20].

SGM youth are at high risk for school victim-
ization. In a 2011 national survey of 8584 LGBT 
students aged 13–20  years, 71–85% reported 
hearing sexual prejudicial remarks (e.g., “dyke”; 
“faggot”; “that’s so gay”) [21]. In the same study, 
57% reported hearing such remarks from a 
teacher or staff member, 64% felt unsafe at school 
because of their sexual orientation, and 38% 
were physically harassed (e.g., pushed), while 
18% were physically assaulted (e.g., punched, 
kicked, or hit with a weapon). The 8th biennial 
2013 National School Climate Survey by the 
Gay, Lesbian, and Straight Education Network 
(GLSEN) [22] revealed that hostile school cli-
mates negatively affect educational success. 
LGBT students who experienced victimization 
and discrimination showed lower GPAs than stu-
dents who had not (2.8 vs. 3.3) and were less 
likely to plan for college (92% vs 96%). School 
victimization has been linked to compromised 
academic achievement and school absenteeism, 
aggressive behavior, compromised emotional 
health, and suicidal ideation, substance use, 
delinquency, and aggression, particularly for 
boys [23]. Affecting attendance, 30% of these 
kids missed at least one school day per month 
because they felt unsafe [24]. School climate for 
LGBT youth was improved in schools with extra-
curricular gay-straight alliance groups [22] (see 
Table 20.2). SGM adolescents suffer higher rates 

of parental abuse and polyvictimization than 
their heterosexual peers. The Human Rights 
Campaign [25] polled 10,000 youth ages 
13–17 years in 2012; 26% reported family rejec-
tion after coming out, 21% reported being bullied 
at school, and 18% were fearful for being “out.” 
Some findings indicate that gender non- 
conformity in children accounts for at least a por-
tion of the disparities in abuse. For example, 
Roberts (2012) found that gender non-conformity 
prior to age 11 years partly accounted for greater 
rates of child abuse and later rates of PTSD in 
early adulthood, both among children who iden-
tify as heterosexual and children who have a 
minority sexual orientation [26].

 Healthcare: Medical and Mental 
Health

According to the Dane County Youth Assessment 
Surveys in 2008–2009, multiple factors accounted 
for unsafe sexual behaviors in LGBT youth, 
including earlier age of first sexual encounter, 
increased number of known and anonymous sex-
ual partners, lack of education on safe sex prac-
tices, ineffective use of condoms, and inadequate 
perception of sexually transmitted infection (STI) 
acquisition and testing [27]. One study on 
LGBTQ adolescents found that only 35% of the 
respondents had disclosed their sexual orienta-
tion or gender identity to their healthcare pro-
vider, with bisexual youth disclosing at lower 
rates (Meckler et  al. 2006) [28]. Intrapersonal 
factors impacting disclosure may be especially 
pertinent among TAY, who may still be navigat-
ing and defining their identities and who may be 
more selective about disclosure. Also, sociode-
mographic characteristics of the patient, such as 
race and income, have been associated with non-
disclosure among men who have sex with men 
(MSM), with African American and/or low- 
income individuals being less likely to disclose 
their sexual orientation to providers [28]. These 
findings suggest that rates of disclosure may vary, 
not only between different identity groups within 
the LGBTQ community but also based on racial/
ethnic identity and socioeconomic status.

Table 20.2 School bullying and SGM youth

Nearly 60% youth have no protections from bullying 
in school
71.5% of US school districts have anti-bullying 
policies, but only 42.6% include sexual orientation, 
and only 14.1% include gender expression
Having strict anti-bullying policies and gay-straight 
alliances in place for 3 or more years significantly 
reduced suicidal thoughts and attempts according to a 
2014 study
Only 10% of youth report that their school has a 
policy which includes SGM protections
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Another factor in LGBT health disparities is 
discriminatory treatment in healthcare settings. 
Surveys of both patients [29] and providers [30] 
reveal that LGBT people experience prejudicial 
treatment in clinical settings and that some pro-
viders exhibit anti-LGBT bias. As a result, many 
LGBT patients report culturally incompetent care 
or avoid visiting healthcare facilities for fear of 
receiving substandard care [30]. The lack of 
LGBT-inclusive cultural competency and clinical 
training for providers contributes to their wide-
spread failure to discuss SGM issues with their 
patients, perpetuating invisibility of LGBT 
patients in clinical settings. SGM data collection 
is a key component of enhancing the ability of 
patients and providers to engage in meaningful 
dialogue in the exam room and to promote the 
provision of high-quality care for LGBT people 
[31]. Patient-provider discussions about SGM 
issues can facilitate a more accurate assessment 
of patient self-reported health and risk behaviors 
[32]. These open communications at clinics and 
hospitals are especially important, where LGBTQ 
youth find it difficult to share their sexual identi-
ties with their clinicians, and the lack of commu-
nication is responsible for the poor therapeutic 
alliance, poor illness-related education, 
 inadequate scheduled screening for communica-
ble diseases, and inadequate interventions to pre-
vent STIs [33].

 Sexually Transmitted Illnesses (STIs)

SGM youth are more likely to engage in high- 
risk sexual behaviors leading to an increased 
incidence of STIs (sexually transmitted illnesses), 
e.g., syphilis, human papillomavirus (HPV) 
infections, and hepatitis in MSM [26]. The rates 
of gonorrhea, chlamydia, and HIV are two times 
as high in sexual minority youth compared to 
those in heterosexual men [34]. In 2016, the 
Centers for Disease Control and Prevention 
(CDC) [35] reported that new HIV diagnoses in 
the United States totaled 37,832 and that youth 
ages 13–24 years old accounted for 7807 (21%) 
of them. Most new HIV infections among youth 

occur among young men who have sex with men 
(YMSM), gay and bisexual men, with young 
black/African American and Hispanic/Latinx gay 
and bisexual men especially affected. Many of 
these youth do not know they are infected. 
Alcohol, methamphetamine, and other drug use 
are common among YMSM and can lead to risky 
sexual behavior resulting in STIs. Youth who 
developed HIV as children or adolescents tend to 
form close attachments to their adolescent care 
team and may have difficulty transitioning to 
adult care. Adolescent providers have stressed 
the importance of matching these patients with 
adult clinics that are comfortable treating 
LGBTQ+ young people [34].

 Health Outcomes

Transgender or non-conforming (TGNC) youth 
report poor health outcomes compared to their 
cisgender peers. The 2016 Minnesota Student 
Survey of 80,000 9th and 11th graders, 2.7% who 
identified as TGNC found that nearly 2/3 of 
TGNC students reported their health as poor, fair, 
or good versus very good or excellent, compared 
to 1/3 of cisgender students [36].

Other studies in children as young as 3–9 years 
old have found higher prevalence of anxiety and 
attention-deficit/hyperactivity disorder (ADHD) 
in TGNC youth [34]. The 2015 CDC Youth Risk 
Behavior Surveillance System (YRBSS) deter-
mined that 9% of American high schoolers 
attempted suicide in 2014. Rates of suicidal 
thoughts and suicide attempts of LGB youth were 
three to four times that of the general population. 
In one study of youth who identify as LGBTQ, 
45% had experienced suicidal thoughts, and 35% 
had attempted suicide [37]. The developmental 
period following same-sex experience but before 
self-acceptance as gay may be one of especially 
elevated safety risks. Suicidal thoughts, depres-
sion, and anxiety are especially high among gay 
males who displayed gender non-conforming 
behavior as children. A study of 224 white and 
Latinx self-identified LGB young adults who 
reported high levels of family rejection during 

T. Van Deusen



409

adolescence showed that they were 8.4 times 
more likely to report having attempted suicide, 
5.9 times more likely to report depression, 3.4 
times more likely to use illegal drugs, and 3.4 
times more likely to engage in unprotected sex 
than those who reported no or low levels of fam-
ily rejection [38].

Given the high prevalence of HIV transmis-
sion among MSM, adolescent gay males are at 
high risk for HIV, as well as other STIs. Young 
bisexual and lesbian women, not factoring in race 
or ethnicity, are twice as likely to have a teen 
pregnancy than their heterosexual peers, and 
depression in adolescence may be more predic-
tive of subsequent unintended pregnancy than 
depression at young adult ages [39]. Poor safe 
sex practices (i.e., no contraception) may be a 
result of low motivation to use protection second-
ary to low self-esteem, shame, or guilt about 
same-sex attraction.

 Substance Use and Dependence

Rates of drug use among SGM youth are higher 
than those of their heterosexual peers [40, 41]. 
For example, 56% of high school youth who 
identify as bisexual report past-month alcohol 
use, compared to 38% of their peers who identify 
as heterosexual [39]. Lifetime prevalence rates 
for heroin, inhalants, steroids, cocaine, and 
MDMA/ecstasy use are also higher among sex-
ual minority high school youth compared to het-
erosexual youth. Sexual minority youth likely 
engage in drug use for the same reasons as their 
heterosexual peers, including prevailing peer and 
social influences. However, sexual minority 
youth must also contend with negative reactions 
to their minority status and a concomitant lack of 
social support from family, peers, and others 
[42]. Although drug abuse prevention programs 
focus on such risk factors as peer and social influ-
ences and stress, these programs largely assume a 
heterosexual audience [43, 44].

Substance use disorders, suicide, STIs, 
unplanned pregnancy, and homelessness are all 
more common among sexual minority youth 

[43]. Estimated prevalence rates of drug and 
alcohol abuse among LGBTQ people are 
20–30%, compared to 9% in the general popula-
tion [44, 45]. The odds of substance use for LGB 
youth were, on average, 190% higher than for 
heterosexual youth and substantially higher 
within some subpopulations of LGB youth: 
340% higher for bisexual youth and 400% higher 
for females [44, 45]. Substances may be utilized 
in response to peer pressure in order to gain 
acceptance and to relieve emotional distress 
related to the effects of bullying, exclusion from 
support networks (e.g., friends, family), or inter-
nalized sexual prejudice or due to increased 
exposure to substances at venues where one’s 
identity is being explored (e.g., night clubs) [46, 
47]. Anabolic steroid (AAS) abuse is six times 
higher in gay males compared to straight adoles-
cent males. Substantial sexual orientation health 
disparities exist in regard to the prevalence of 
AAS use, with sexual minority males reporting a 
lifetime rate of 21% compared to 4% for hetero-
sexual adolescent males, over five times the rate 
[48].

 Depression and Suicide

It has been shown that adolescents and TAY who 
receive gender-affirming care, including puberty 
blockers and hormonal therapy, have lower rates 
of suicidal attempts and depression. Turban et al. 
(2020) completed a large cross-sectional survey 
of 20,619 transgender adults ages 18–36  years 
(mean age of 23, 45% assigned male at birth) 
which showed that those who received pubertal 
suppression drugs as adolescents had a lower 
odds of lifetime suicidal ideation compared to 
those who had no puberty blockers as adolescents 
in the course of their transgender care [49]. Also, 
self-reported peer victimization (for males and 
females), as well as parental rejection (for 
females/bisexuals), mediated the association 
between sexual orientation and depressive symp-
toms. Cross-sectional studies have found higher 
levels of depressive symptoms for LGB people, 
in comparison to heterosexuals, in adolescence 
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[50] as well as adulthood [51, 52]. Longitudinal 
studies on the topic are scarce, with exceptions 
relying largely on data from the National 
Longitudinal Study of Adolescent to Adult Health 
(Add Health) [53–55]. These studies found that, 
compared to heterosexual youth, same-sex- or 
bisexually attracted youth experienced elevated 
levels of depressive symptoms in late adoles-
cence (age 16 years), which persisted into young 
adulthood (age 29 years). However, some empiri-
cal evidence suggests the contrary: that black 
sexual minority male youth report better psycho-
logical health (fewer major depressive episodes 
and less suicidal ideation and alcohol abuse or 
dependence) than their white sexual minority 
male counterparts [56]. A community sample of 
SGM TAY ages 16–20 years revealed that nearly 
33% of participants met the diagnostic criteria 
for a mental disorder and/or reported a suicide 
attempt in their lifetime [57]. When comparing 
these findings to mental health diagnosis rates in 
the general population, about 18% of lesbian and 
gay youth participants met the criteria for major 
depressive disorder (MDD) and 11.3% for PTSD 
in the previous 12 months. Of the LGBT sample, 
31% recounted suicidal behavior at some point in 
their life. National baseline rates for these 
 diagnoses and behaviors among youth are 8.2% 
(MDD), 3.9% (PTSD), and 4.1% (suicidal behav-
ior) [58, 59]. Much of what has been learned sci-
entifically about sexual orientation and gender 
development in the last generation has occurred 
in parallel with societal changes in attitudes 
toward sexual orientation and gender roles. 
Biological, psychological, and social influences 
have been discussed in the literature over the past 
five decades with the leading theories shifting 
dramatically over that time.

 Biological Aspects

The neurohormonal theory suggests that prenatal 
sex hormone levels influence development of 
gender role behavior in childhood and sexual ori-

entation in adults. While sex hormone levels dur-
ing fetal development may influence childhood 
gender variance and adult sexual orientation, nei-
ther same-sex attraction nor gender variance is 
an indication for endocrine, genetic, or any other 
special medical evaluation. There is evidence of 
genetic influence on gender role in childhood 
and sexual orientation in adulthood from family, 
twin, and molecular studies. Bailey et al. (1993) 
and colleagues found that, among gay males, 
52% of monozygotic co-twins were gay com-
pared to 22% of dizygotic twins and 11% of 
adoptive brothers. There is little data on differ-
ences in neuroanatomy [60]. Some research 
studies have tested the hypothesis that sexual 
minority identity, in and of itself, is linked to 
atypical patterns of cortisol levels. Studies that 
have looked at diurnal slopes and acute reactiv-
ity of cortisol have generally not found that self-
identified LGB individuals differ in their diurnal 
cortisol patterns from heterosexual individuals 
[61, 62]. Research questions that propose to 
address social group differences (e.g., LGB vs 
heterosexual) based on the endorsement of a 
single categorical social construct (e.g., sexual 
orientation) do not account for the diversity of 
individuals within those groups. Conversely, 
some researchers have reported differences 
when accounting for the dual categories of sexu-
ality and gender. For example, lesbian and 
bisexual women showed higher and prolonged 
cortisol elevation to an experimental induction 
of acute social stress when compared to hetero-
sexual women, but gay and bisexual men 
showed lower cortisol levels than heterosexual 
men throughout the duration of the stressor [63]. 
One possible way to investigate these findings 
might be to look at the multiple forms of oppres-
sion these individuals experience at the intersec-
tions of sexual orientation and gender. 
Understanding the tightly interwoven associa-
tions between the social constructs of sexuality 
and gender requires examining the shared and 
unique lived experiences of LGBTQ and hetero-
sexual individuals [64].

T. Van Deusen



411

 Psychological Factors

The last decade of research on LGBTQ youth has 
seen a gradual expansion from its focus on risk to 
the resources associated with resilience, “positive 
adaptation in the context of risk or adversity,” 
e.g., race and poverty [65]. The inclusion of sex-
ual and gender diversity as a source of adversity 
is relatively new in resilience research, and the 
dearth of studies does not spell out what adversi-
ties their study participants commonly experi-
enced. Asakura et  al. (2019) posit that LGBTQ 
youth might experience their everyday realities 
differently from their cisgender, heterosexual 
peers, and it might be rash to transfer knowledge 
of youth resilience in general to SGM youth. 
They surveyed a gender and racially diverse 
group of 16- to 24-year-olds about their life 
“stressors” to define their “resilience” [66]. All 
participants rejected the normative definitions of 
positive adaptation such as the “absence of psy-
chopathologies” and “school success” and 
instead used the phrases “still struggling,” “bat-
tling through,” and “having your head above 
water.” Overall, this qualitative study adds to 
research on risk and resilience by conceptualiz-
ing hetero-cis-normativity as a source of adver-
sity and echoes the need for continued resources 
and further research (Asakura K et al. 2019) [66].

A similar qualitative study that explored the 
resilience of 13 transgender youth of color found 
that, despite experiencing racism and prejudice, 
the participants were often able to use social 
media to assert their identities and counter nega-
tive representations (Singh 2012) [67].

The distance created by online communica-
tion may also help to buffer the negative content 
LGBTQ youth encounter and provide opportuni-
ties for personal advocacy. For example, insults 
may feel less threatening to youth who can 
respond to them from the safety of their homes. 
Encountering negativity online may actually 
allow young people to develop and practice skills 
such as buffering, deflecting, or resisting 
homophobia and heterosexism [68]

For those raised in Evangelical Christian fam-
ilies, “coming out” may create a new psychologi-

cal stressor, and for many, it can result in being 
ostracized by family members who believe that 
LGBTQ people are “sick, or sinners,” who 
“should not marry, raise a family, or adopt chil-
dren.” A good number of these youth have been 
pressured to undergo “conversion therapy” or 
“sexual orientation change efforts” (SOCE), 
which entails aversive methods such as electric 
shocks, delivered when aroused by same-sex 
photographs, in order to change their sexual ori-
entation or gender identity to heteronormative 
accepted standards. The youth exposed to this 
practice have suffered serious psychiatric disor-
ders such as PTSD, depression, anxiety, and sui-
cide. Attempts to change sexual orientation 
during adolescence are associated with elevated 
young adult depressive symptoms and suicidal 
behavior and with lower levels of young adult life 
satisfaction, social support, and socioeconomic 
status. Ryan (2020) interviewed 245 LGBT 
young adults ages 21–25  years, and more than 
half reported some form of attempt by their par-
ents and caregivers to change their sexual orien-
tation during adolescence. Thus SOCE is 
associated with multiple domains of functioning 
that affect self-care, well-being, and adjustment 
[38, 69]. The American Academy of Child and 
Adolescent Psychiatry (AACAP) Policy finds 
“no evidence to support the application of any 
therapeutic intervention operating under the 
premise that a specific sexual orientation, gender 
identity, and/or gender expression is pathologi-
cal.” Furthermore, based on the scientific evi-
dence, the AACAP asserts that such “conversion 
therapies” (or other interventions imposed with 
the intent of promoting a particular sexual orien-
tation and/or gender as a preferred outcome) lack 
scientific credibility and clinical utility. 
Additionally, there is evidence that such inter-
ventions are harmful. As a result, “conversion 
therapies” should not be part of any behavioral 
health treatment of children and adolescents. 
Table 20.3 lists 20 states that have laws banning 
conversion therapy (hrc.org).

However, according to the Williams Institute 
at the UCLA School of Law, an estimated 20,000 
LGBT youth (ages 13–17 years) will receive con-
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version therapy from a licensed healthcare pro-
fessional before they reach the age of 18 years in 
other states [70].

 Social Impacts

A 2014 Williams Institute study looked at the 
economic impact of SGM rights in 39 countries 
and 39 emerging economies around the world. 
They learned that the exclusion of LGBTQ peo-
ple caused economic harm such as decreased 
productivity, lost labor time, underinvestment in 
human capital, and the inefficient allocation of 
human resources through hiring practices and 
education. The study also showed that expansion 
of SGM rights was correlated with higher per 
capita income and higher levels of well-being for 
everyone [71].

It is estimated that there are 1.6–2  million 
homeless youth in the United States and that 
20–40% are LGBT.  Given that LGBT youth 
comprise less than 10% of the general adolescent 
population, a disproportionate number of LGBT 
youth are displaced from their homes. Homeless 
sexual minority youth report high rates of sub-
stance abuse, suicide attempts, risky sexual 
behaviors (prostitution, unprotected intercourse), 
and sexual victimization [72]. Homelessness is 
one of the most common drivers of youth engage-
ment in survival sex [73, 74]. Nationally, esti-
mates of the proportion of runaway and homeless 
youth involved in survival sex range from 10% to 
as high as 50% [74]. Seeking refuge in shelters 
may perpetuate discrimination; many youth 
report maltreatment in this setting.

Recent research suggests differences in child 
welfare experiences for sexual minority youth. 
LGBTQ youth in foster care, when compared to 
their heterosexual peers, experience a higher 

number of child welfare placements and longer 
lengths of stay [75, 76]. The social stigma and 
discrimination combined with differences in 
child welfare experiences suggests that LGBTQ 
youth in foster care have an increased vulnerabil-
ity for substance use and misuse. The rationale 
for a detailed focus on sexual minority youth 
stems from the likelihood that their young adult-
hood lives may be compromised as a result of 
factors related to representing a “largely invisible 
population within child welfare systems” [77]. 
Moreover, though the state of research on sexual 
minority youth during their involvement with 
child welfare is deemed “growing yet still insuf-
ficient” [78], research on their lives immediately 
following emancipation is virtually non-exis-
tent [79]. Spiegel et al. (2016) [80] studied infor-
mation from the Chafee Act and the Children’s 
Bureau 2011 Information Memorandum and data 
from one site of the Multi-Site Evaluation of 
Foster Youth Programs (MEFYP) study. They 
found that compared to same-age heterosexual 
peers, sexual minority TAY demonstrate signifi-
cantly lesser functioning in education, employ-
ment, housing stability, and financial matters. 
They were more likely to experience financial 
hardships and indicate that they were “struggling 
to make it.” SGM TAY were less likely to be 
“financially stable” or to have bank accounts and 
were more likely to use public assistance. For 
related functional well-being indicators, sexual 
minority youth were less likely to have high 
school diplomas/GEDs and work experience and 
more likely to experience homelessness com-
pared to their heterosexual counterparts [80]. 
Services and programs for youth in care should 
be designed to address substance use and misuse 
prevention, housing stability, and independent 
living preparation needs unique to the youth and 
should address needs of sexual minority youth.

Table 20.3 Twenty states have laws banning the practice of “conversion therapy” (including Washington, D.C., and 
Puerto Rico)

Massachusetts Vermont New Hampshire Connecticut Rhode Island
Maine New York New Jersey Delaware Maryland
Virginia Illinois California Washington Oregon
Nevada New Mexico Colorado Hawaii Utah
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LGBQ Discrimination in the Workplace 
Scholars have documented a variety of dispro-
portionate barriers to employment and discrimi-
natory practices in the workplace against LGBQ 
individuals. Several studies matched résumés or 
job candidates on skill level but altered one key 
characteristic: implied sexual orientation. In all 
these studies, compared to the heterosexual job 
candidates, the LGBTQ job candidate received 
fewer interview invitations and was deemed less 
qualified for the position [81]. Furthermore, 
LGBTQ employees are vulnerable to direct and 
indirect forms of victimization in the workplace, 
such as being passed up for promotions or termi-
nated from their position as well as experiencing 
verbal or physical harassment, derogatory com-
ments, and discriminatory attitudes [83-86]. One 
policy report released in 2007 claims that any-
where between 7% and 41% of LGBQ people 
surveyed had been either physically or verbally 
abused in the workplace or had their property 
vandalized at work [81].

 Higher Education: College 
Campus Life

Approximately 10% of colleges and universities 
(320 campuses) have at least 1 paid professional 
staff or graduate assistant directing LGBT 
resources [87]. There has been a steady growth in 
the number of established LGBTQ centers at 
institutions of higher education since 1971, when 
the first dedicated space at the University of 
Michigan opened to serve gay and lesbian stu-
dents [88] in varying degrees, and eventually 
inclusive of all SGMs. Data from the University 
of Wisconsin’s HOPE Lab survey, entitled “Still 
Hungry and Homeless in College,” reveals that 
transgender and non-binary students are more 
likely to face food and housing insecurity and 
homelessness, at rates significantly higher than 
their cisgender peers. Their findings are based on 
a survey of 43,000 students at 66 institutions in 
20 states and the District of Columbia [89]. It 
includes more than 20,000 students at 35 4-year 
colleges and universities, as well as students at 

community colleges. LGB respondents faced 
higher risks of basic need insecurity compared to 
heterosexual students – with bisexual students at 
the highest risk of this group. Nearly 50% of 
bisexual respondents experienced food and/or 
housing insecurity, and over 20% bisexual com-
munity college students have experienced home-
lessness. Researchers think that these disparities 
seen in SGM students are linked to lower levels 
of family and financial support. These results are 
consistent with data recently released by Chapin 
Hall at the University of Chicago [90], which 
found that LGBTQ young adults had a 120% 
higher risk of reporting homelessness compared 
to youth who identified as heterosexual and cis-
gender. Colleges face increasing numbers of stu-
dents with mental health problems [91]. Despite 
having access to campus services, only half of 
college students with mental health problems use 
supports [92, 93].

 Culture and Religion

Many adolescents and young adults have inter-
nal conflicts related to their religious upbringing 
because some religions are not accepting of 
LGBT people. Others are all inclusive (i.e., 
accepting of people regardless of race, culture, 
gender, and sexual orientation). Adolescents 
may be justifiably reluctant about “coming out” 
to families who may engage in rejecting behav-
iors based on their own religious and/or cultural 
beliefs. Latino, immigrant, religious, and low- 
socioeconomic status families appear to be less 
accepting, on average, of LGBT adolescents. It 
appears that it is not the sexual orientation or 
gender identity of the adolescents themselves 
but the characteristics of their families (their 
ethnicity, immigration and occupation status, 
and religious affiliation) that seem to make a 
difference in distinguishing between those that 
score high versus low on acceptance of their 
LGBT children [38]. In certain situations, 
healthcare providers should be cautious about 
recommending open conversations at home and 
instead should guide the patient to people and 
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organizations that may be useful sources of edu-
cation and support (see Resources section 
below). While a small number of religious 
denominations have become more affirming of 
same-sex sexuality, the religious context 
remains challenging for some sexual minorities. 
The presupposition and normative standard of 
heterosexuality is salient and often unchal-
lenged within Western society, and it can be 
reinforced within Christian religious contexts. 
Sexual minority individuals within these set-
tings may be exposed to negative and condemn-
ing denominational teachings regarding their 
sexual attractions and behavior. This may lead 
to heightened frustration and confusion regard-
ing their own values related to sexual behavior, 
attractions, faith, family, and the afterlife.

Dahl et  al. (2012) did a qualitative study 
looking into the positive and negative experi-
ences of sexual minority adolescents and young 
adults coming out within a Christian religious 
context [94]. Sexual minority adolescents and 
young adults are presumed to be going through 
the process of identity negotiation [95] and, as 
such, can provide more current information 
regarding their experiences. Researchers have 
highlighted the importance of context when 
considering the developmental experiences of 
sexual minorities, individuals who identify as 
lesbian, gay, bisexual, transgender, or queer 
(LGBTQ) or use another label of personal 
meaning [96]. One context, and a major social-
izing force in the United States, is religion. 
Seventy-six percent of Americans report a 
Christian religious affiliation, and approxi-
mately 4% of Americans describe a religious 
affiliation other than Christianity [97]. As such, 
developmental processes can be complicated for 
sexual minorities attempting to negotiate their 
sense of identity within Christian religious con-
texts [95, 97]. Research has also examined the 
relationship between sexual minority religiosity 
and substance use. These studies [98] found 
religious commitment associated with lowered 
levels of binge drinking, substance use, and 
risky sexual behavior in male gay and bisexual 
adolescents but not female lesbian and bisexual 
youth.

 Federal and State Law Protections

The Human Rights Campaign (hrc.org), founded 
in 1980, is the largest advocacy group in the 
United States fighting for LGBTQ legal protec-
tions at the federal and state level. Family 
Equality Council (familyequality.org) connects, 
supports, and represents the three million parents 
who are lesbian, gay, bisexual, transgender, and 
queer in this country and their six million chil-
dren. They work to ensure equality for LGBT 
families by building community, changing hearts 
and minds, and advancing social justice for all 
families. The Lambda Legal Defense and 
Education Fund is the largest legal organization 
in the United States. Since 1973, the staff has 
worked to secure civil rights for gays, lesbians, 
and persons with HIV via education, public pol-
icy work, and litigation.

After years of lawsuits in district, federal, and 
the Supreme Court, same-sex marriage became a 
federal law in 2015. However most laws protect-
ing LGBTQ people are at the state and local 
level. There are currently no federal legal protec-
tions for SGM regarding employment or housing. 
This means that one can be fired or evicted for 
being a SGM individual. Section 1557 of the 
Patient Protection and Affordable Care Act 
(“ACA”) provides that individuals may not be 
excluded on the basis of race, sex, age, or disabil-
ity from participation in, be denied the benefits 
of, or be subjected to discrimination under any 
health program or activity that receives federal 
financial assistance. However, the current admin-
istration has implemented a “proposed rule,” 
which re-interprets Section 1557 to remove pro-
tections against discrimination based on gender 
identity and will most likely be challenged in the 
courts. The Equality Act, passed by the US House 
of Representatives on May 17, 2019, and gaining 
momentum in the Senate, would amend existing 
civil rights law – including the Civil Rights Act 
of 1964, the Fair Housing Act, the Equal Credit 
Opportunity Act, the Jury Selection and Services 
Act, and several laws regarding employment with 
the federal government to explicitly include sex-
ual orientation and gender identity as protected 
characteristics (HRC.ORG).
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 Summary

SGM TAY face multiple challenges on a daily 
basis, and most have experienced minority stress 
during their child, adolescent, and transitional 
age development increasing their risk of depres-
sion, substance abuse, and suicide. Many have 
also encountered job discrimination leading to 
unemployment and disillusionment, lower earned 
incomes, and higher rates of homelessness com-
pared to their cisgender, heterosexual peers. 
Many SGMs have been rejected by their families 
because of their identities and sexual orientation, 
forcing them into homelessness and sexual sur-
vival behaviors. Their rates of life-threatening 
STIs outnumber their same-age non-SGM peers. 
Those SGMs who do attend college tend to select 
schools that are welcoming and that have LGBTQ 
centers on campus, providing support and a sense 
of community. Those who have religious beliefs 
but are banned from their own religious houses of 
worship can discover the many faiths that are 
inclusive of all genders and sexual orientation. 
The SGM TAY community is quite diverse and is 
represented by members of all cultures, races, 
and religions. More research is needed to under-
stand the intersectionality of their similarities and 
differences which can improve care.
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Resources

Resources for LGBTQ youth from the Harvey Milk 
School at the Hetrick Martin Institute. www.hmi.org

Gay Straight Alliance Network, provides information for 
youth activism. www.gsanetwork.org

Parents, Friends, and Families of Lesbians and Gays, sup-
port organization. www.pflag.org

Gay, Lesbian and Straight Education Network, supports 
school climate. www.glsen.org

Lesbian and Gay Child and Adolescent Psychiatric 
Association, includes extensive list of resources for 
adolescents, parents, and providers. www.lagcapa.org

Association for Gay and Lesbian Psychiatrists, informa-
tion for patients and providers. www.aglp.org

Child Welfare League of America, information for LGBT 
youth in foster care or juvenile justice. www.cwla.org

Gay Lesbian Medical Association, resources for patients, 
families, and providers. www.glma.org

World Professional Association for Transgender Health, 
information and advocacy resource. www.wpath.org

GLBT National Youth Talkline 1-800-246-PRIDE (7743) 
(serving youth through age 25).

Video and social media messages of hope for LGBT 
youth. www.itgetsbetter.org

Information related to bullying of LGBT youth. www.
stopbullying.gov/at-risk/groups/lgbt/

LGBTQ laws and protections by state. http://www.lgbt-
map.org/equality-maps/conversion_therapy

Fenway Health, health center with focus on LGBT care, 
research, education, and advocacy. http://fenway-
health.org/the-fenway-institute/

The Trevor Project, trevorproject.org
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Key Points

• The population of the United States is 
becoming more diverse.

• Healthcare disparities and poorer men-
tal health outcomes are disproportion-
ately faced by minorities and people 
from lower socioeconomic 
backgrounds.

• There continues to be stigma against 
seeking evaluation  or treatment for 
mental healthcare.

• Understanding patients’ cultural identi-
ties and backgrounds is paramount to 
conducting mental health evaluations 

and treating patients and families. Many 
transitional age youth continue to rely 
on their families for support.

• As children transition to adulthood, they 
are more likely to engage in abstract 
thinking and identity formation.

• Family and community influences may 
provide support and/or complications, 
which could contribute to either resil-
ience or impairment in functioning. 
These may affect tasks otherwise 
expected of transitional age youth: gain-
ing financial independence from par-
ents, establishing longer-term 
relationships, and completing education 
requirements.

• Different cultural backgrounds can 
influence how well a youth is able to 
complete developmental tasks, how 
involved families expect to remain, 
and also provide different expectations 
for these youth.

• According to the Integrative Model of 
Racial Identity Development, people go 
through stages from conformity to inte-
grative awareness, which are different for 
people of color than for White people.

• Intersectionality is a framework to con-
sider how multiple identities interact. 
Patients should be conceptualized using 
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 Introduction

The US population is becoming more diverse, 
and racial and ethnic minorities are soon to col-
lectively become the majority. US Census data 
predicts that, by 2020, more than half of the chil-
dren in the nation will be from “minority” racial 
or ethnic backgrounds and that, by 2044, more 
than half of the US population will be comprised 
of minorities. By 2060, almost one in five, or 
19%, of the US population will be foreign born 
[1]. Currently, minority groups and those from 
lower socioeconomic backgrounds bear the brunt 
of healthcare disparities in this country, increas-
ing their morbidity and mortality [2]. Specifically, 
racial and ethnic minorities receive lower-quality 
healthcare, even when access-related factors are 
controlled [3]. Social determinants, defined as 
“the conditions in which people are born, grow, 
live, work, and age” [4], further divide “certain 
population subgroups [who] are at higher risk of 
mental disorders because of greater exposure and 
vulnerability to unfavorable social, economic, 
and environmental circumstances” [5] (p. 09). 

These social determinants of health must be con-
sidered when attempting to improve overall 
health and include socioeconomic status, the sta-
bility of family and community systems, immi-
gration, and protective factors such as religiosity 
and social supports [5]. These determinants are 
not fully reviewed in this chapter, as they warrant 
a larger body of work in and of themselves, but 
are incorporated in the situations of the patients 
from the sample cases.

In addition to disparities, there continues to be 
significant discrimination and stigma against men-
tal health care [6]. To help combat disparities, an 
Institute of Medicine  (IOM) report recommends 
that healthcare professionals receive training in 
cultural communication [7] given that clinical pro-
viders may have a significant role in reducing dis-
crimination and stigma [6]. Additionally, the 
American College of Physicians’ (ACP) 2003 
position paper exhorts that all patients, regardless 
of their cultural identities, deserve equitable, high-
quality healthcare and also calls for cultural aware-
ness and sensitivity among providers, a reduction 
in bias, and training in cultural competency [8]. 
Studies have demonstrated explicit and implicit 
bias among providers when considering their 
patients’ personalities as well as patients’ abilities 
to comply with treatment [9].

 A patient’s cultural background is important 
in the developmental process of identity forma-
tion. Understanding its impact is also vital in 
their mental health evaluation, treatment plan-
ning, and recovery. Providers are charged to prac-
tice “cultural competence” [10], which has been 
defined as “a set of congruent behaviors, atti-
tudes, and policies that come together in a sys-
tem, agency, or among professionals and enables 
that system, agency, or those professionals to 
work effectively in cross-cultural situations” [11] 
(p.  4). When transitional age youth begin to 
define themselves by prioritizing their multiple 
cultural identities, which can create a sense of 
solidarity with particular groups [12], it becomes 
especially important for providers to identify and 
inquire about these associations.

Cultural competence has broadened over time 
to include the conceptualization of “cultural 
humility” which adds acknowledgment that cul-

this intersectional framework. Providers 
must consider how patients’ cultural 
backgrounds affect their symptom pre-
sentation in ways specific to the patient’s 
intersectional identity and avoid 
generalizations.

• Providers should consider acculturation 
and acculturative stress, especially with 
immigrants and refugees.

• There have been studies demonstrating 
implicit and explicit bias in healthcare 
providers. Bias can also affect health 
seeking behavior.

• The Diagnostic and Statistical Manual 
of Mental Disorders (DSM-5) has an 
Outline for Cultural Formulation (OCF) 
and a Cultural Formulation Interview 
(CFI) which can help providers obtain 
important information to make a cul-
tural formulation.
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ture is not static [13]. It posits that understanding 
culture requires “a critical consciousness” by 
considering medical, social, and historical con-
text [14]. In addition, intersectionality theory dis-
cusses the interplay between cultural factors and 
systems and how they can influence beliefs about 
health and illness [2]. Tools to obtain and concep-
tualize this information include the Cultural 
Formulation Interview (CFI) and the Outline for 
Cultural Formulation (OCF), both found in 
DSM-5 [15]. This chapter presents these con-
cepts related to culture through clinical case 
examples of several transitional age youth (TAY).

 Cases

Case 1: Maaria, a 17-year-old young woman, 
currently a junior in high school, is referred by 
neurology for mental health consultation because 
she has had a worsening of chronic tension head-
aches now with migrainous features. She is from 
an Indian family (parents immigrated to the 
United States before she was born), and she has 
an older sister. The patient tells the mental health 
professional that her sister also “has issues” but 
that “no one talks about it.” The parents are prac-
ticing Muslims (mom wears a hijab), but Maaria, 
who is not identifiably Muslim by her choice of 
clothing, privately says that she is “taking a 
break” from religion. She also says that she has 
experienced some bullying because her family is 
Muslim. The patient tells the mental health pro-
vider that she identifies as bisexual but would 
never discuss this with her parents. The patient 
endorses being “very depressed” with passive 
thoughts of death. When the patient’s mother is 
interviewed, she describes herself as an “over-
bearing ‘Desi’ mom” and is most concerned 
about the patient’s declining school 
performance.

Case 2: “Sam” (Samantha), a 17-year-old 
youth assigned female gender at birth presenting 
with depression, confides in the psychiatrist that 
he identifies as transgender male and that his 
family does not know. His depressive symptoms 
began about a year ago and have been getting 
progressively worse. He lives in a rural area, his 

father is employed as a construction worker, and 
his mother is a stay-at-home mom. The family’s 
income intermittently dips below the poverty 
line, and they require public assistance to meet 
their basic needs. Sam is the eldest of four chil-
dren (two brothers and one sister). Sam has been 
an above-average student, and his family was 
hoping he would go to college, which would 
make him the first in the family to achieve this. 
However, his dream is to pursue a music career 
full-time, without obtaining a higher education. 
His family belongs to a conservative Christian 
church, and he identifies as Christian but believes 
he would not be supported after his transition. 
Sam’s family does know about his depression, 
and even though he thinks that medications and 
therapy would be helpful, the family shares that 
they will instead pray and turn to the church for 
help with Sam’s depressive symptoms.

Case 3: “Lily” (Lilliana), a 22-year-old 
woman, presents to a therapist with symptoms of 
anhedonia, troubles with sleep, lower energy, and 
guilt. She has had transient periods of feeling sad 
in the past but has never sought treatment before. 
A college student majoring in accounting, she is 
in her final year of college with a 3.8 grade point 
average. It was a difficult decision for her to pur-
sue higher education instead of working because 
she and her family are undocumented immigrants 
from Mexico. She was initially hopeful about 
being able to apply for citizenship, but this is no 
longer possible for her. She is persistently con-
cerned about her family’s real risk for deporta-
tion. She is also worried about her legal status 
impacting her ability to find a job after gradua-
tion. Moreover, she feels a responsibility to con-
tribute to the family’s finances. Her parents both 
work as day laborers, and she has three younger 
siblings, one of whom chose to work after high 
school completion to financially support the fam-
ily. The younger two siblings are still in middle 
and high school, and they were born in the United 
States.

Case 4: Becca, a 20-year-old Caucasian 
woman from a middle-class family, presents to 
the emergency room with suicidal ideation. She 
identifies with her Jewish heritage and grew up 
going to her synagogue regularly and attending 
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camp for Jewish youth over the summers. She is 
enrolled in the local community college while 
holding a part-time job doing clerical work at her 
synagogue. She lives at home with her family and 
has a supportive friend group. She confides that 
in the past 6 months, she formed a romantic rela-
tionship with a woman but does not want to tell 
her family. Her fear of rejection, not only by her 
family but also by her community and peers, has 
led to increasing symptoms of depression and 
eventual thoughts that she would rather be dead. 
Neither Becca, nor anyone in her family, has pre-
viously sought mental health treatment.

Case 5: William, a 17-year-old African 
American cisgender heterosexual male, presents 
to his family doctor due to anxiety and frequent 
panic attacks. He has been mostly shy his whole 
life, preferring to stay inside and play video 
games. He has experienced mild to moderate het-
erogeneous anxiety since childhood, where he 
worried about his academic performance and the 
safety of his parents. His cognitive ruminations 
and occasional “nervous stomach” mostly were 
managed with intermittent supportive therapy. 
His recent-onset panic attacks began 3  months 
ago when he was a passenger during a police stop 
when his mother had a broken headlight. He had 
his first panic attack while in the car and contin-
ues to have recurrent panic episodes triggered by 
sirens and occasional loud noises (like the door-
bell). He had no prior interactions with any law 
enforcement, but some of his family members 
were killed by gun violence (not police). He has 
stopped driving because he is afraid of recurrent 
panic attacks. His immediate family’s socioeco-
nomic status is middle class. Some of his uncles 
have substance use disorders and have temporar-
ily experienced homelessness.

Case 6: Alice, a 19-year-old woman and an 
only child who currently lives with her parents, 
is referred for a mental health evaluation due to 
frequent tearfulness. Her family  immigrated 
from Korea before she was born. Alice had plans 
to attend a local college after she graduated high 
school, but in her senior year, she was diagnosed 
with leukemia. She had to take a year off to com-
plete chemotherapy treatment, including 
two bone marrow transplants. She had to lose her 

ear piercings due to the infection risk. She no 
longer fits into her previous clothing due to side 
effects from her medications, which caused her 
to lose weight overall, including her steroid regi-
men which changed her body composition. She 
used to take pride in her appearance and had 
hopes of becoming a social media influencer as a 
makeup artist and fashion icon. She no longer 
feels inspired to do this. Due to her compromised 
immune state, for 100 days after her bone mar-
row transplants, she had to remain in relative iso-
lation, which she describes as a very lonely time. 
Her friends were supportive, but most of them 
went to college, while she had to stay behind. 
Her family also accumulated significant finan-
cial bills from her treatment as well as caring for 
her during that time – her parents missed work, 
parked at the hospital, bought meals, etc. She 
currently feels “stuck” and purposeless. She 
wants to apply for a job as well as continue to 
pursue college, but Alice’s parents feel very 
uncomfortable with her having responsibilities 
outside of the house. They do not want her to 
consider living in the residence halls while at 
college due to fears about her health as well as 
concerns about the financial costs. They would 
prefer that she live at home.

Case 7: Jerome is an 18-year-old senior in 
high school raised in an affluent African 
American family who presents for a follow-up 
appointment with his mental health provider. He 
has sickle cell disease, and after his first hospi-
talization for acute chest syndrome when he was 
14 years old, he also developed an initial adjust-
ment disorder followed by major depressive dis-
order. He and his family were on board with 
mental health treatment, and his depression has 
been previously managed with intermittent ther-
apy and medications. His parents have been 
slightly more lax in their academic expectations 
of Jerome because of his numerous hospitaliza-
tions for sickle cell crises despite following 
medical advice to prevent these, especially in his 
senior year. Both of his parents have doctoral 
degrees and have high educational expectations 
for their children. Jerome is the youngest child, 
with an older brother and sister, both of whom 
attend Ivy League universities. After his recent 
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birthday, Jerome told his parents he was not 
planning on attending college immediately but 
wanted to get involved in political grassroots 
organizations and social justice activities. His 
parents had not known he had already attended 
protests, or that there were a few times he had 
almost gotten hurt or arrested. They are very 
upset that he is not applying to college, and they 
also think he has been more irritable, angry, and 
depressed in the past year.

Case 8: Adenike is a 21-year-old woman with 
no past medical or psychiatric history who pres-
ents for possible first break of psychosis to the 
emergency room, and after a medical workup is 
normal, she is admitted to a psychiatric hospital. 
She is brought in by her Nigerian-born parents, 
who are currently going through a marital 
divorce. Her mom works in retail, and her dad 
works in the food service industry; both of their 
employers require strict attendance. This has 
made it very difficult for them to come to the hos-
pital for daytime meetings with her primary treat-
ment team. Her mom is very concerned that 
Adenike, who never used to be religious, has 
been praying more and has been conversing out 
loud to God. Her dad is adamant that, as a deeply 
faithful Christian, Adenike has always been 
devout. He thinks that these behaviors are within 
normal limits for her, the family, and their church. 
Adenike’s dad believes prayer alone will help her 
to move forward. She is an only child, and the 
rest of their immediate family are in Nigeria. The 
family identifies a local Nigerian community as a 
source of support.

Case 9: Abraham is a 19-year-old Latinx cis-
gender man who presents for symptoms of feel-
ing overwhelmed, difficulty getting out of bed, 
and intermittent stomachaches. His mom is 
from the Dominican Republic and his dad is 
from Puerto Rico. He is a middle child  – his 
older brother received a football scholarship to 
attend college, and he had received some offers 
as well but opted to forego college. His two 
younger sisters are both still in middle and high 
school. He is working at a local electronics store 
while trying to teach himself graphic design. 
His parents are conservative Catholics, and 
while he enjoys some of the cultural traditions 

from his childhood, he does not believe in God. 
This has led to some discord between him and 
his family, and he just learned that his 18-year-
old girlfriend is pregnant. He is not sure how he 
will tell his family, or how he will support his 
girlfriend and child.

 Developmental Considerations 
for Culture in the Transitional Age

As children transition through adolescence to 
young adulthood, they undergo evolutions in 
their thought process. Piaget describes formal 
operations as the beginning of abstract thinking 
as teens reason through moral and philosophical 
issues and thought becomes more logical [16]. 
Erikson describes adolescence as a time of 
searching for personal identity by exploring dif-
ferent values with the rise of independence. Youth 
in this stage begin to consider the place they will 
take in the “real world,” whether it involves con-
tinuing education or starting a career, or leaving 
their parents’ home [17]. Additionally, growing 
into the transitional age, relationships become 
more intimate (Fig. 21.1).

Through these developmental stages, youth 
are also “charged” to take ownership over their 
identities, including gender, race, ethnicity, reli-
gion, and sexual orientation, among others. This 
marks a shift from identity being largely informed 
by their family and community to increasingly 
self-selected. However, family and community 
influences remain factors that may both support 
and complicate the formation of the TAY’s unique 
identity. As highlighted in many of the sample 
cases, TAY may wrestle with conflicts between 
family’s culture and their own as it begins to take 
shape. For example, Maaria, Sam, and Becca 
each come from different religious and ethnic 
backgrounds but have similar concerns about 
family or community acceptance of their gender 
or sexual identities. There are also concerns about 
conflict as a consequence of their emerging iden-
tities, which could impact other aspects of their 
lives, including finances and housing (e.g., 
Maaria lives with her parents; Becca works for 
her synagogue).
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While some conflict is part of normal devel-
opment, significant conflict may impact opti-
mal functioning. A positive sense of 
ethnic-racial identity is associated with fewer 
depressive symptoms; internalizing, external-
izing, and antisocial behaviors; less substance 
abuse; and less risky sexual attitudes [18]. It 
should be similarly considered that having a 
positive sense of identity also lends itself to 
psychosocial benefits. Connection with self-
identified culture, overall parenting style, and 
parent response to individuation can also 
impact mental wellbeing during this time of 
transition, as highlighted in Fig.  21.2 [19]. 
Conversely, divergence of ideals between TAY 
and their parents can negatively impact mental 
health. One study of migrant families found an 
increase in suicide rate among female immi-
grants ages 18–25 years compared to other age 
groups, with adolescents in this group who 
took overdoses holding less traditional cultural 
views than their parents [20].

A positive sense of identity can provide better 
grounding as the emerging adult navigates the 
world with a growing host of responsibilities. 
Developmental tasks for transitional age youth 
ages 18–25 years include developing self- identity, 
emotional and financial independence from par-
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ents, management of personal self-care, comple-
tion of educational requirements, and establishment 
of long-term relationships. This may be over-
whelming for some TAY, particularly those with 
known psychiatric disorders [21]. From the cases 
above, Alice struggles with navigating indepen-
dence from her family, and Becca is worried about 
complete financial independence. TAY must navi-
gate whether to pursue higher education, voca-
tional training, getting a job, or a combination 
thereof. In the case examples, Lily struggles with 
guilt over having chosen higher education instead 
of economic employment. Sam and Jerome, who 
are from very different backgrounds, both struggle 
with the parental expectation of higher education 
when they both would like to pursue other ambi-
tions. Abraham is also struggling with establishing 
financial independence for himself, as well as for 
his pregnant girlfriend.

In addition, each TAY continues to pursue 
relationships, intimate and platonic, navigating 
these over the course of their otherwise changing 
lives and responsibilities. It is more difficult to 
predict demographic information  (i.e., employ-
ment, student, relationship or health insurance 
status) within this group than in adolescents 
under 18 years or adults over 25 years. This high-
lights the great range of opportunities during this 
developmental stage with high levels of explora-
tion and experimentation and particularly low 
constraints [22]. De Goede et  al. [23] note that 
“the transition to a vocational career and entering 
into a satisfying intimate relationship are two 
important developmental tasks in the lives of 
youngsters” (p. 15) which are important for their 
mental health. Strides toward establishment of 
vocational and relational identity correlate with 
improved mental wellbeing.

Opportunities during this phase of life are 
broad and varied but may be restricted by cultural 
constructs. Cultural background and expectations 
can either bolster or limit a youth’s perceived 
options [22]. Perceived discrimination, weak eth-
nic identity, low self-esteem, and increased con-
flict with family have all been associated with 
increased psychiatric symptoms and disorders 
[24]. There may also be different cultural pres-
sures on TAY in different areas of their growing 

independence (e.g., pressure to pursue higher 
education over contributing to the family 
finances, to live independently or within families, 
to find romantic partners and pursue serious inti-
mate relationships). From the case examples, 
Lily worries about contributing financially to her 
family although she is doing well in her last year 
of college, while Jerome’s parents wish he would 
apply to college when he prefers to focus on 
social justice efforts. Abraham chooses to work 
and independently train himself in graphic design 
over attending college, and he will likely have 
increasing financial burdens coming soon with 
his expected child. Alice wants to work or attend 
school but is discouraged by her parents due to 
her recent medical problems. Maaria’s mom 
seems to downplay her depression symptoms and 
focuses instead on her school performance.

Depending on their specific identities and cir-
cumstances, this period can be more complex for 
transitional age youth. Individuals may go 
through additional developmental processes 
based on their personal history, identity, and cul-
tural background. Models have been generated to 
demonstrate the phases of identity formation and 
acceptance for several such populations includ-
ing racial or ethnic minorities, individuals with 
migration histories, gay/lesbian/bisexual individ-
uals, and White/dominant cultural members [25]. 
For example, Fig.  21.3 highlights the develop-
mental stages of LGB sexuality as described by 
Garnets and D’Augelli [26]. These  developmental 
tasks are not necessarily completed at specific 
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Fig. 21.3 Developmental stages in LGB identity forma-
tion [26]
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stages of life, but occur over time with the influ-
ence of personal, community, and societal fac-
tors. Hoffman’s Integrative Model of Racial 
Identity Development is shown in Fig. 21.4.

The Integrative Model combines models of 
identity development in undervalued (people of 
color in the United States) and dominant (White 
people in the United States) cultural groups. It 
represents an integration of many models pro-
posed for specific groups by others including 
Black Racial Identity Models by both Cross [27] 

and Helms [28, 29], the White Racial Identity 
Model by Helms [29, 30], and the Filipino 
American Identity Development by Nadal [31, 
32]. Acculturation [33] and multiracial [32] mod-
els are also included.

In the Integrative Model, everyone begins in 
“conformity” where conscious awareness of 
one’s own race is minimal, and the dominant cul-
ture is held as a positive standard. At the next 
stage, people of color and White people diverge 
to “dissonance” and “acceptance,” respectively, 
and they remain divergent for the next four 
stages. In “dissonance,” confusion between hav-
ing upheld dominant cultural norms and a new 
recognition of the disparities of opportunity 
emerges. Also, the discovery of racism or accep-
tance of other biases as reality is at the heart of 
the dissonance stage. This stage is typically pre-
cipitated by a significant event, such as a personal 
or national trauma. In contrast, acceptance for 
White people involves some recognition of dis-
parities as “universal struggles” such as “we can’t 
all get the job” or “they must not have been a 
good enough student to get into that school.” 
These “struggles” are dismissible under the guise 
of universality or being “the way the world 
works” and potentially applicable to any person 
regardless of race (or other minority status). For 
people of color, “dissonance” is followed by 
“immersion” – where the disillusionment of “dis-
sonance” leads to anger and frustration that the 
dominant culture has created and perpetuates the 
problem. This flows into the next stage, “emer-
sion,” where individuals of the underrepresented 
cultural group affiliate with their own group to 
avoid the other problematic group. In this model, 
the parallel two steps for the dominant group are 
“resistance” and “retreat.” Resistance occurs 
where disparities such as racism are acknowl-
edged as a thing of the past and “reverse racism” 
against the dominant culture may be touted as the 
current climate. Reverse racism occurs when a 
White or majority group person assumes that 
their own opportunities are limited by systemic 
or societal responses to racism, for example, the 
claim that being an ethnic minority makes it “eas-
ier” to be accepted to jobs or academic programs 
and therefore makes it harder for White or major-
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Fig. 21.4 Integrative Model of Racial Identity 
Development. (Adapted from [34])

S. H. Arshad et al.



427

ity people to get those coveted positions. 
“Retreat” begins with realization of the false-
hoods of reverse racism beliefs and then moves 
into feelings of guilt or shame about ongoing dis-
parities for the underrepresented culture. In 
“retreat,” White people can be frustrated toward 
their own culture for not yet understanding its 
role in maintaining disparities. The underrepre-
sented group moves out of “emersion” and goes 
on to “internalization” where their own group’s 
negative qualities come into recognition. The 
“problem” shifts away from the whole dominant 
group to the inequalities themselves. In this stage, 
psychic space opens up to allow more expression 
of individual identity, for example, recognizing 
an intersectional identity that is more than race 
alone.

Coined in 1989, the term “intersectionality” 
was first used to describe women of color and 
how their identities both as women and people 
of color together handicapped them from promi-
nence in both the feminist and civil rights move-
ments [35] and has subsequently grown to 
encompass the interplay of different identities 
within one individual. “Intersectionality is a 
theoretical framework for understanding how 
multiple social identities such as race, gender, 
sexual orientation, SES, and disability intersect 
at the micro level of individual experience to 
reflect interlocking systems of privilege and 
oppression (i.e., racism, sexism, heterosexism, 
classism) at the macro social-structural level”  
[36] (p. 1267).

The individual within dominant culture makes 
similar intersectional identity gains in the stage 
of “emergence” following retreat. They grow to 
understand the impact of dominant culture privi-
lege in their life and recognize that there is choice 
in what type of person they want to be within this 
frame. Hoffman’s Integrative Model ends with 
“integrative awareness” for both groups, where 
the individual is able to positively identify with 
their own racial group along with other aspects of 
their unique identity [34].

TAY may be operating at any stage within this 
model. Understanding their place within it could 
be very helpful in conceptualizing their presen-
tation and planning their care [29]. From the 

case examples, several of the individuals and 
their families are at different stages of racial 
identity development. Maaria is “taking a break 
from religion” and may be in the beginning stage 
of conformity, where she identifies more with 
the dominant or majority culture than her fami-
ly’s stated religion. Could William’s panic 
attacks be related to the dissonance stage of 
racial identity development, where he is realiz-
ing that his mother was pulled over for some-
thing a White driver might not have been? For 
Jerome, there is not enough information from the 
case vignette alone to determine with confidence 
which stage he is in. His interest in protesting 
could be fueled by anger at the disparities he 
sees, and it sounds likely as his parents report he 
has been irritable and unhappy. This is consistent 
with the immersion stage. However, with more 
information from him, we might learn that he 
has recognized racial disparities but also sees 
positive and negative features of both his own 
racial group and the majority group which is 
more consistent with the stage of internalization. 
It is also important to understand his parents’ 
stage in this developmental process in order to 
identify and address tensions in the family 
related to discrepant stages of racial identity 
development.

 Delayed Adulthood

Family and community cultural values affect 
youth’s journey of identity formation, and TAY’s 
individual identities can both help and hinder 
them in facing the social and cultural challenges 
of this developmental period. Some of society’s 
goals and pressures on transitional age youth 
may differ from past generations. Unfortunately, 
there are disparities in future trajectories for 
minority or immigrant TAY experiencing accul-
turative stress and discrimination. Black and 
Latinx young adults are less likely than Asian and 
non-Latinx White peers to be enrolled in post- 
secondary education, and Black and Latino men 
are more likely to be incarcerated. The same 
groups are more likely to start “family building 
behaviors” such as cohabiting, parenting, and 
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marrying before age 25 years than their peers in 
other ethnic groups [18]. Although it is an inter-
generational gain to obtain higher education 
degrees, TAY postponing gainful employment 
have more financial debt [37]. According to 
Rumbaut [38], up to 60.7% of the second genera-
tion of 18- to 24-year-olds remain at home with 
their parents but have the overall highest educa-
tional attainment with up to 34.6% having 
received a bachelor’s degree or higher.

Surveyed ethnic minorities expressed a desire 
of opportunity for upward social mobility which 
was influenced by their parents’ often low-status 
work [19]. However, each individual’s unique 
trajectory should be considered rather than mak-
ing assumptions based on a demographic.

Many TAY are relying more heavily on their 
parents while they transition from adolescence 
to adulthood, by living at home, asking for 
financial support, or by staying on their fami-
ly’s health insurance plan. Although the pas-
sage of the Patient Protection and Affordable 
Care Act has helped increase healthcare cover-
age, young adults in the foster care system and 
unauthorized immigrants are two groups which 
continue to struggle to obtain reasonably priced 
high-quality healthcare [37]. TAY are histori-
cally the least insured of any age group, which 
is complicated by “aging out” of pediatric 
health service systems and therefore threaten-
ing continuity of care [37]. Continuing to reside 
in the family home during early adulthood can 
help with finances and can foster an ongoing 
connection to family at this potentially difficult 
time [19].

Both external support and a positive sense of 
personal identity increase success in navigating 
this period of intense growth toward achieving 
independence. Demographic transitions are dif-
ficult to predict and have a low impact on achiev-
ing “adulthood.” Rather, accepting responsibility 
for one’s self and making independent decisions 
are the most necessary steps for transitioning to 
adulthood [22]. Moreover, it is important to 
remember that different sociocultural variables 
set the expectations of what is expected for these 
youth: both in the society in which they currently 

live and in the heritage with which they may 
choose to identify [22]. Overall, youth will con-
tinue to navigate their identities as they are tran-
sitioning to adulthood. Concepts of race, gender, 
privilege, and other societal constructs become 
increasingly salient during this phase of life. 
Specific aspects of identity may change over this 
period as they contemplate what is more and less 
important to them.

 Modern Society and Future 
Considerations

 Current Political/Social/Cultural 
Perspective

The diversity of the population of the United 
States is estimated to continue to grow, with dif-
ferent ethnic and racial minority groups, multira-
cial groups, internationally adopted children, 
and immigrants [39]. There continue to be thou-
sands of people (nearly 85,000  in 2016) with 
refugee status who resettle in the United States, 
the majority of them from Somalia, the 
Democratic Republic of the Congo, Burma, 
Syria, and Iraq [40]. This will lead to an increase 
in multiple languages spoken within the country 
and more diverse children living in settings such 
as foster care, migrant families, and homeless-
ness [39].

With such a diverse population, one must con-
sider acculturation, which is defined as “the pro-
cess of social and psychological exchanges that 
take place when there are ongoing encounters 
between individuals of different cultures, with 
subsequent changes in either or both groups” 
[41] (p. 149). Indeed, Berry [42] described it as a 
“bidirectional and bidimensional process” which 
affects a person’s identity within an “open/inclu-
sive or closed/exclusive” society as well as the 
smaller groups within that society [43] (p.  38). 
When determining factors which impact a cul-
tural identity, there have been four strategies pro-
posed which include integration, assimilation, 
separation, and marginalization. Those who 
maintain the culture of origin while also becom-
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ing part of the new culture are believed to have 
employed the integration strategy. While assimi-
lation suggests a loss of the original culture, 
 separation prioritizes close ties to the culture of 
origin, and neither the new nor the former culture 
provides support for marginalized individuals 
[44].

Refugees, in addition,  face logistical barriers 
when accessing both preventative and specialty 
care such as language, finances, resource avail-
ability, and stigma [40]. For this population, psy-
chological distress can be a result of trauma 
involving their pre-migration experiences [3]. 
There is also a fear among some nonimmigrants 
that immigrants, refugees, and others who hold 
onto non-US culture and values will water down 
what they consider to be American-held values 
and/or beliefs [44]. According to Perez and 
Fortuna [45], undocumented immigrants endure 
more socioeconomic stressors as well as fear of 
deportation which result in greater risk for men-
tal illness including substance use disorders and 
depression. In the case examples, this fear inevi-
tably affects Lily and her family. Immigrants 
could be at higher risk of traumatic disorders but 
also less likely to seek help based on previous 
experiences with healthcare and uncertain immi-
gration status [46]. Lily’s family may be less 
likely to seek care than documented immigrants 
or citizens, and may be more guarded with pro-
viders, given their real concerns about 
deportation.

Providers should also, then, consider the 
potential acculturative stress on individuals, 
especially for TAY whose families hold tightly to 
a home culture, as well as how they value differ-
ent elements of their identity. Specific issues 
these populations can face include “financial 
stressors and poverty, language barriers and com-
munication difficulties, lack of access to health-
care, unsafe neighborhoods, poor housing, 
unemployment, underemployment, exploitation, 
and dangerous working conditions” [44] (p. 96). 
This is compounded by TAY’s “heightened risk 
for excess emotionality, reward seeking, and poor 
judgment” [47] (p.  887). For example, Lily in 
case 3 must consider how well she fits into 

American culture, not only for her own identity 
but also for her sense of belonging, which is com-
plicated by the added stresses of her and her fam-
ily’s legal status. This is a possible explanation 
for her nickname of “Lily,” as opposed to her lon-
ger name “Lilliana.” Meanwhile, Abraham in 
case 9 is more free to choose which parts of his 
Latinx, US, or Western experiences speak to him 
more. Alice, from case 6, has to consider her ties 
to her family’s culture, in comparison to their 
desire to fit in with US culture, which is evident 
in her very name. Even Maaria in case 1 has to 
consider her name, and whether to emphasize its 
South Asian pronunciation or a more Western- 
acceptable form.

 Explicit and Implicit Biases

In thinking about diversity, especially when 
there are externally visible distinguishing factors 
such as skin color, clothing or other religious 
identification, language proficiency and accent, 
and body shape and size, we must consider bias. 
In regard to explicit bias, there have been studies 
in which physicians provided lower ratings on 
factors including intelligence and likelihood to 
adhere to medical advice for African American 
patients and those from lower socioeconomic 
backgrounds compared with Caucasian 
Americans and patients from higher socioeco-
nomic backgrounds [9]. There has also been 
negative bias against African Americans and 
working-class patients documented among men-
tal healthcare professionals.  When an experi-
ment left voicemails for therapists seeking 
appointments, fewer working-class individuals 
were given appointments compared to middle-
class individuals, and among the middle class, 
Blacks were less likely than Whites to be offered 
appointments [9]. Many of the patients described 
in the case examples have backgrounds with his-
torical or current bias against their identified 
groups to highlight these considerations. In addi-
tion, attention must also be given to microag-
gressions, “broadly defined as behaviors that 
ambiguously disempower racial minorities,” 
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including microassaults, microinsults, and 
microinvalidations [48]. People subject to micro-
aggressions are more likely to report mental 
health concerns, and microaggressions them-
selves can create barriers to healthcare including 
implicit discrimination or insensitive interac-
tions [48].

Taking measures of implicit bias into consid-
eration can be illuminating when addressing top-
ics which are politically, culturally, or socially 
sensitive. This can include discussions on race, 
gender, religion, and obesity. Implicit bias 
involves associations and attitudes that may influ-
ence judgment and behavior which are outside an 
individual’s conscious awareness and/or inten-
tion [49]. With regard to biases about social 
groups, in-group bias designates favoritism 
toward ones’ own social group, whereas out- 
group bias is a negative bias toward individuals 
from another social group [50]. Using free, online 
tools such as the Implicit Association Test (IAT) 
can increase awareness of any biases which may 
exist by testing automatic associations between 
concepts [51].

In examining implicit associations among 
healthcare providers, Cooper, et  al. studied 
associations between physician implicit bias 
toward Black and White people, in general, as 
well as physician implicit bias toward “generic” 
Black and White patients regarding their likely 
compliance with medical advice. Both measures 
demonstrated moderate pro-White bias [9]. 
Maina et  al. [52] also discuss that although 
healthcare professionals of various training lev-
els have implicit biases against “Black, 
Hispanic, American- Indian and dark-skinned 
individuals,” Black people who are healthcare 
professionals are the least likely to have implicit 
bias when compared to other groups. There 
remains a lack of intervention studies with only 
one showing reduced implicit bias among 
healthcare professionals in post-intervention 
measures [52]. Furthermore, there is evidence 
that clinician bias can result in misdiagnosis of 
psychiatric illness in minority populations [53] 
and that certain minority groups (such as African 
American and Latinx) overall are less likely to 
receive accurate diagnoses [46].

 Effects of Bias on Healthcare-Seeking 
Behaviors

According to the Institute of Medicine, disparity 
is defined as the lack of access to adequate health-
care or providers, communication difficulties, 
cultural barriers, and provider stereotyping all of 
which are “racial or ethnic differences in the 
quality of healthcare that are not due to access- 
related factors or clinical needs, preferences, and 
appropriateness of intervention” [8] (p. 3). This 
negatively impacts healthcare-seeking behavior 
in the United States as minorities experience a 
distrust of the healthcare system due to perceived 
racism [7]. In addition, the IOM reported that 
racial and ethnic non-minorities receive better- 
quality healthcare than their minority counter-
parts, despite controlling for access-related 
factors including insurance status. Having lim-
ited English proficiency (LEP) resulted in even 
lesser quality care [8]. Also, there are disparities 
in mental health outcomes for racial and ethnic 
minority children and adolescents, namely, that 
they “are at elevated risk of persistent mental dis-
orders in adulthood,” possibly due to risk factors 
that hinder improvement [5]. Alegria et al. posit 
four mechanisms: socioeconomic status (propor-
tionately more Black and Latino children and 
adolescents live in poverty than Whites), child-
hood adversities (of which there are higher rates 
in people with mental disorders and they are 
more common in minority populations), family 
structure across development (there has been an 
increase in single-headed households in racial 
and ethnic minorities), and neighborhood-level 
factors (ethnic minorities are more likely to live 
in high-poverty areas with more segregation). 
These differences in social class, risk factors, 
family support, and social support could contrib-
ute to disparities [5].

 TAY and Family Involvement

The parents of transitional age youth are still 
involved with and often advocate for their 
youth’s medical and mental healthcare. Efforts 
should be made to not disempower parents or 
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unnecessarily marginalize TAY roles. This tran-
sition is also a developmental stage for parents. 
Exploring the parents’ individual backgrounds 
including where they were born and raised and 
how this affects the child’s cultural identity is 
important [54]. These conversations require the 
TAY’s permission and must be done in a way 
that makes the patient feel safe. Consider this in 
the case example of Lily, in which it would 
behoove a provider to make sure she fully under-
stood the confidential nature of her relationship 
with a mental healthcare provider and reassure 
her of her and her family’s safety within the 
encounter. Also consider the case example of 
Alice, whose desire for independence may make 
her less inclined to include family in her treat-
ment. Awareness of parent/child differences can 
also help unmask intergenerational conflict 
caused by differing new and traditional values 
which Hovey [55] has identified as a specific 
acculturative stressor for Latinx children. 
Parental worries about behaviors such as sexual 
activity or drug use, which can be issues for all 
TAY, should be explored [56]. Going back to the 
case examples, Lily may try to avoid these dis-
cussions, and the clinician can explore her fears 
and provide realistic reassurance. Abraham and 
Becca may find that understanding their parents’ 
perspective is  helpful as they discuss current 
relationship and sexual identity issues with their 
families.

Incorporating family support systems when 
considering how to resolve conflicts is important. 
Kobus and Reyes [57] found that Mexican 
American adolescents identified speaking to their 
mothers as a useful coping skill. Familism, which 
is a common Latinx value, is defined as a “strong 
identification and attachment of individuals with 
their families (nuclear and extended) as well as 
strong feelings of loyalty, reciprocity and solidar-
ity” [58] (p. 398). Families often choose to reside 
close to other family members allowing for 
increased engagement [59]. Similarly, collectiv-
ism allows one to form self-identity through 
being part of a community [60]. A loss of social 
support can be a particularly acute stressor for 
many TAY immigrants who may prioritize col-
lectivism over individualism [55, 61–63].

In the case examples, Maaria, Sam, Becca, and 
Adenike all come from religious households, but 
not all of them identify with their family’s chosen 
larger religious community, which may be further 
navigated and explored. In addition, Sam and 
Adenike have different backgrounds and clinical 
presentations, but members of both of their fami-
lies express preference for prayer over standard 
mental healthcare  – consider how a provider 
should engage families in conversations about 
evaluation and treatment. Religious involvement 
has been found to be protective for adolescent 
mental health by providing social support as well 
as a sense of meaning and coherence [19]. 
Regardless of affiliation, religious communities 
can provide wider family support within a group 
that shares norms and values. Religious involve-
ment may reinforce more “authoritative” parent-
ing in addition to bolstering resilience by teaching 
coping skills [19].

 TAY with Disabilities

For youth who have disabilities, it is fundamen-
tally important that they understand the impact of 
their disability on their identity. The International 
Classification of Functioning, Disability and 
Health (ICF) model states that disability is “a 
function of one’s health, environment, and per-
sonal factors: a health condition may result in a 
disability through an impairment that affects 
one’s body structure or function, an activity limi-
tation that affects one’s ability to execute a task 
or action, or a participation limitation that affects 
the individual’s ability to be involved in a societal 
or life situation” [64] (p.  750). For Alice’s and 
Jerome’s case example situations, their medical 
illnesses have impacted their participation in 
some childhood and adolescent activities, and 
both struggle with wanting increased indepen-
dence moving forward. In the case example of 
William, his anxiety and subsequent panic symp-
toms are affecting his ability to drive, thereby 
limiting his independence.

The impact of disability will likely evolve as 
youth transition to different work or settings 
where they experience a loss of services despite 
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no change in their health condition. Socially, 
children with disabilities reported “social exclu-
sion is more troublesome than the physical 
restrictions associated with their disability” [65] 
(p. 56). While experiencing discrimination nega-
tively impacts life satisfaction, a sense of belong-
ing has been found to be associated with 
improvements in a youth’s life satisfaction [65]. 
Referring again to the case examples, Alice in 
particular, due to restrictions post-bone marrow 
transplant, is experiencing a sense of isolation 
from her peers, as well as feeling “stuck.” When 
she compares herself with them, they have been 
able to move onto independence furthering tasks, 
such as secondary education and employment, 
whereas she feels left behind.

 Cultural Formulation 
and Conceptualization

As the United States becomes more diverse  – 
racially, religiously, linguistically – medical and 
mental health providers must consider cultural 
factors in diagnosis and treatment planning [53]. 
Specifically, they must consider how patients’ 
cultural identities and backgrounds could affect 
symptom presentation and help seeking behavior 
[53], in addition to family understanding and 
involvement in treatment. Overall, providers 
should consider their own biases and seek to bet-
ter understand that patients from different back-
grounds may not present with classical symptom 
clusters.

The term culture “provides interpretive frame-
works that shape the experience and expression 
of the symptoms, signs, and behaviors that are 
the criteria for diagnosis. Culture is transmitted, 
revised, and recreated within the family and other 
social systems and institutions” [15] (p.  14). It 
adds meaning to those beliefs and values within a 
specific social construct and can be used to create 
models of normative expectations [66]. These 
models can be used in healthcare, to help define 
what falls within the parameters of “healthy” and 
what deviates from it, and providers can then 
interpret cultural and social significance of symp-
toms and illness [53].

The Diagnostic and Statistical Manual of 
Mental Disorders (DSM-5) Outline for Cultural 
Formulation (OCF) was first published in 1994, 
helping patients create symptom and identity nar-
ratives for evaluation and treatment [67, 68]. 
While it was vital to begin considering patients 
using cultural information, there have been many 
changes since 1994. Specifically, the field of cul-
tural competency education has evolved from a 
categorical approach (i.e., teaching facts about 
particular racial/ethnic groups) to the develop-
ment of a framework and a set of skills [69], 
including ethnographic interviewing [70].

Previous approaches were less able to convey 
the heterogeneity of cultural groups (e.g., lump-
ing “Asian patients” together despite there being 
>40 countries in Asia with very different histo-
ries, politics, languages, and culture). In the case 
examples, Maaria and Alice both come from 
“Asian” backgrounds but have inherited very dif-
ferent cultures and beliefs. Similarly, “Spanish 
speaking patients” were combined, despite there 
being almost 20 distinct countries in which 
Spanish is spoken as a primary language [71]. In 
addition, there are also intragroup differences, 
where there are some similarities, and also many 
cultural differences (e.g., Jewish individuals from 
different locales) [71]. Heterogeneity includes 
not only geographic, religious, dietary, and lan-
guage diversity but also socioeconomic, historic, 
and educational diversity. In the case examples of 
Jerome and William, who are both African 
American young men, there are many differences 
in terms of their privilege and upbringing, which 
affect their identities and presentation. Similarly, 
Lily and Abraham are both Latinx, but their expe-
riences are very different given their difference in 
citizenship status.

One concern is that broadly grouping (i.e., 
stereotyping) can lead to mistaken assumptions 
about certain cultural factors while possibly 
ignoring other unrelated practical issues (such 
as transportation and finances) in the ability or 
desire to seek care [68]. In addition, there is the 
possibility of incorrectly presuming that people 
who undergo similar experiences will be simi-
larly affected; however, experiences must be 
considered from the specific individual’s per-
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spective. For example, certain natural disasters 
are traumatic for a wide net of individuals, but 
their effects can be felt disproportionately by 
people from lower socioeconomic backgrounds, 
due to their limited access to resources and sup-
ports, and often more dangerous environments; 
they might suffer more consequent symptoms 
[46].

Another concern is overgeneralizing based on 
certain cultural parameters. In the case example 
of Adenike, there are certainly cultural factors 
that make it harder for her parents and particu-
larly her mom to understand her illness. However 
there are also practical difficulties, including her 
parent’s work schedule such that they cannot visit 
the hospital in the daytime, when there are more 
healthcare providers to give explanations and 
space for discussion. Ideally, the clinician should 
have a curious inquisitiveness about the patient’s 
cultures, backgrounds, and experiences. 
However, providers must also consider the 
agency that individuals have in choosing which 
identities carry personal significance. 
Modernization of technology and globalization 
have allowed for more far-reaching cultural influ-
ences [71]. Instead of assuming or assigning an 
identity onto a patient, the clinician must explore 
how youth and their families self-identify, con-
sidering the different cultural influences involved 
and paying attention to differences between 
youth and their caregivers [72]. With this inquisi-
tiveness, the clinician gathers information that 
allows them to better understand the nuanced 
way cultural influences either build resilience or 
lead to symptoms and discord. In the case exam-
ple, Maaria tells the provider that she’s taking “a 
break” from religion. Alice is trying to downplay 
the medical identity she has been forced to take 
on, trying instead to be a more typical teenager. 
Becca and Sam both identify as religious, though 
they also hold fears about being rejected by their 
communities.

Additionally, individuals can prioritize or 
minimize multiple aspects of their cultural identi-
ties, “such as nationality, religion, income, age, 
education, sexual orientation and gender,” of 
which these “interact and influence one another” 
and affect a person’s subjective experiences [46]. 

Different individual identities should be consid-
ered from a more holistic, intersectional 
perspective.

An intersectional lens would posit considering 
how multiple identity experiences, including 
some longstanding patterns of discrimination 
which have created inequalities, impact an indi-
vidual and interplay with each other in social 
institutions [73]. Culture is not static and is in 
fact very much affected by the sociopolitical cli-
mate, the economy, and narratives from religion, 
psychology, biology, etc. [68]. For example, from 
the case examples, Maaria, Sam, and Becca must 
all contend with their conservative religious fam-
ilies and communities as they explore their sex-
ual orientation and gender identities. William’s 
middle-class background, and having family 
members who have been killed by gun violence, 
affects him as an African American man in a dif-
ferent way as compared to Jerome, whose upper- 
middle- class upbringing has been somewhat 
protective for him. As Black men, they may both 
have similar fears of driving, but their other life 
experiences shape how the fear affects them, and 
how they are able to cope (or not) with those 
emotions.

 The OCF pieced together medical anthropol-
ogy and cultural psychiatry to outline a format 
for providers to discuss cultural experience 
across four domains [74]: cultural identity; the 
patient’s understanding of symptoms and their 
etiology; patient expectations of treatment; and 
stressors and supports [75]. These four domains 
were updated in the DSM-5 [15]. The OCF was 
created with the goal of recognizing a variety of 
cultural factors that could be affecting a patient 
and encourages the provider to not only consider, 
but explicitly inquire, about them. It also encour-
ages providers to consider similarities and differ-
ences between children and adolescents and their 
caregivers and to consider transgenerational 
strengths and differences which could lead to ten-
sion [71].

However, there have been problems in the 
OCF’s implementation, including that it provides 
insufficient guidelines or can be ambiguous or 
repetitive. Lack of clinician buy-in has also lim-
ited its use [76]. For DSM-5, the Cultural 
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Formulation Interview (CFI) was developed to 
help clinicians gather the information needed to 
complete the OCF.  The CFI has 16 stem ques-
tions to elicit information for the OCF and an 
additional 12 supplementary modules as tools to 
help providers. As noted in the DSM-5 Handbook 
on The Cultural Formulation Interview, “The 
main goal of all the components of the Cultural 
Formulation Interview (i.e., the core CFI, the 
CFI-Informant version, and the supplementary 
modules) is to contextualize the problem that the 
patient presents in a complex multidimensional 
way -- within the context of the person’s socio-
cultural world, sense of identity, and ways of 
experiencing and understanding psychological 
distress. This ecological examination of the 
patient helps the clinician to select the appropri-
ate treatment approach in collaboration with the 
patient, to enhance the patient’s engagement in 
care...improve the therapeutic bond, …promote 
positive expectancy, and to accomplish other key 
treatment goals”  [77] (p. 45).

Using a model, such as the CFI, to gather 
information can help a provider be more orga-
nized and thorough in assessing different cultural 
factors that may be relevant to a patient’s care. 
This is especially true if the provider and patient 
are from different backgrounds. Even with shared 
cultural backgrounds, however, there can be 
obvious or subtle differences in experience and 
beliefs which could be clarified by a systematic 
method as groups can be heterogeneous [53]. 
After obtaining information guided by the CFI, 
the provider can conceptualize the patient on a 
variety of cultural parameters in a more nuanced 
way [71] to better understand their patient’s inter-
sectional identities, which can then help with the 
overall psychosocial formulation. This informa-
tion can then be used in conjunction with a vari-
ety of psychiatric conceptual models to better 
understand a young adult’s symptom expression, 
with the hope of forming a more accurate diagno-
sis to guide treatment.

 Practical Guidelines and Tips

 1. Utilize the tools that are available and famil-
iarize yourself with the OCF and CFI.

 2. Be aware of the normal range in appropriate 
development across age and cultural back-
grounds, and ask patients about any issues 
that may impact developmental progress.

 3. Encourage patients to share their expertise in 
their identity development, and empower 
them to develop their own goals and areas of 
concern. Ask about how youth self-identify 
and how supported they are in these identities. 
Acknowledge any struggles with these identi-
ties, and explore with the youth’s family and/
or friends how the different identities mani-
fest. Incorporate general questions about the 
following issues into your regular histories, 
and explore specifics as the provider-patient 
relationship grows:

 (i) Gender and sexual identity
 (ii) Migration history and family migration 

history
 (iii) Relationship with own ethnic/cultural 

group
 (iv) Conflicts with familial/community iden-

tity vs. patient’s individual identity
 4. Encourage youth’s understanding of indepen-

dence including the balance between occupa-
tional goals and their post-secondary 
educational goals or career.

 5. Strengthen youth’s ability to navigate their 
medication regimen as well as restate physi-
cian recommendations in their own words.

 6. Promote awareness of biases, and be attentive 
to any changes in behavior and/or communi-
cation with youth and families.

 Conclusion/Summary

The population of the United States is becoming 
more diverse, and racial and ethnic minority 
groups, and those from lower socioeconomic 
backgrounds, bear the brunt of healthcare dis-
parities. In addition, there are sociocultural fac-
tors delaying the transition from childhood to 
adulthood during this crucial time of transition, 
when youth explore their personal identities. In 
order to be more effective in symptom collection 
and treatment planning, mental healthcare pro-
viders must better understand identity formation. 
They can use guidelines such as the OCF or CFI 

S. H. Arshad et al.



435

to elicit information from patients to obtain a 
more complete understanding about why patients 
choose their specific cultural identifiers, whether 
those identities have affected their life experi-
ences, and how they have interplayed with each 
other to help culturally conceptualize patients. 
Understanding these factors will allow them to 
provide more comprehensive care.
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 Introduction

The transition to adulthood from adolescence is 
challenging for many young people but espe-
cially difficult for child welfare-involved youth. 
For all youth, this developmental period requires 
attainment of multiple developmental milestones 
in the areas of self-sufficiency as well as adjust-
ing to new environments and responsibilities 
such as parenting, working, or continuing educa-
tion [1]. In the United States, the transition from 
adolescence to young adulthood is an increas-
ingly lengthy and complicated process with 
recent transitional age youth facing more chal-
lenges than previous generations [2]. Many tran-
sitional age youth benefit from emotional, 
pragmatic, and financial support from their par-
ents and kin, but foster youth do not typically 
enjoy these types of family support [3]. 
Furthermore, many foster youth experience 
adverse events that increase risk for problematic 
emancipation, including neglect, abuse, trauma, 
disrupted attachments, unstable housing, multi-
ple placements, fragmented schooling, disrupted 
social networks, poverty, and gestational expo-
sures. These realities increase the risk that foster 
care alumni will experience negative functional 
outcomes, including lower education attainment, 
unemployment, poverty, homelessness, food 
insecurity, mental health and substance use chal-

Key Points
• Youth transitioning out of the child wel-

fare system to independence face 
numerous obstacles and challenges 
placing them at risk for poor outcomes.

• Understanding federal and state policies 
around transitional age youth in the 
child welfare system can help you as the 
provider advocated for appropriate ser-
vices and supports to promote 
resilience.

• Examples of best practices for providers 
working with child welfare-involved 
young adults are outlined below.
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lenges, health problems, early pregnancy and 
parenthood, and involvement with the justice sys-
tem. The term “transitional age youth” originates 
from child welfare, following advocacy by stake-
holders to provide developmentally appropriate 
services to support youth exiting foster care by 
“aging out” or meeting the legal age of adulthood 
and subsequently losing child welfare services 
[4]. With this focus on aging out youth, legisla-
tion, research, and grants have led to improve-
ments to a system of care to meet the needs of 
this vulnerable population, but challenges 
continue.

 Child Welfare System

The child welfare system emerged in the 1970s 
through advocacy from the pediatrics community 
following Dr. Henry Kempe’s seminal article on 
child abuse, “The Battered Child Syndrome” [5]. 
Over the past 60 years, the child welfare system 
has evolved from a culture purely looking to 
ensure safety from abuse and neglect to one that 
considers the whole child. The federal 1997 
Adoption and Safe Families Act outlined the 
three goals for the current national child welfare 
system: safety, permanency, and well-being. The 
term well-being assesses a child’s development 
within four domains: cognitive functioning, 
physical health and development, emotional/
behavioral functioning, and social functioning 
[6]. Permanency is a concept based on the value 
that youth grow up best in a family environment 
that is committed, long-lasting, nurturing, and 
stable. Permanency may be achieved by such 
pathways as reunification, adoption, or legal 
guardianship. Despite child welfare agencies’ 
mandates and efforts to establish permanent 
homes for youth in foster care, some youth eman-
cipate or “age out” from foster care when they 
turn 18 or 21 years old, or achieve a high school 
diploma. By definition, youth who age out of fos-
ter care did not achieve permanency [7].

Youth enter the child welfare system most 
often following concerns for child maltreatment. 
National data reporting of child maltreatment 
indicates that just under 700,000 youth are sub-

stantiated maltreatment victims each year, with a 
rate of 9.1 victims per 1000 children. The most 
common types of child maltreatment reported are 
neglect (74.9%) and physical abuse (18.3%), and 
youth may experience multiple types of abuse. In 
2017, deaths from child maltreatment were esti-
mated to be 1720 [8] (Fig. 22.1).

Nationally there are over 400,000 youth in 
foster care which is a 10% decrease over the last 
10  years [9]. The average length of time for a 
youth in care is 19 months. Most youth are placed 
in a non-relative foster home (45% of youth), but 
efforts are made by agencies to place youth with 
relative foster families (32%). There is a national 
trend away from institutional care with just 13% 
of youth residing in congregate care (Fig. 22.2).

The most common path to exit out-of-home 
care is through reunification at 49%, with adop-
tion as the second most common path at 24% 
[10]. Permanency becomes more difficult to 
achieve with older foster children, with rates of 
adoption decreasing in older adolescents to just 
3% [11]. Most adolescents who are in the foster 

74.9%

18.3%

6.8%

Neglect Pysical Abuse Other

Fig. 22.1 Types of reported child maltreatment in the 
United States by percentage. (Adapted from US 
Department of Health and Human Services, Adminis-
tration for Children and Families, Administration on 
Children, Youth, and Families, Children’s Bureau. 
Child maltreatment 2017. https://www.acf.hss.gov/cb/
research-data-technology/statistics-research/child-
meltreatment 2019)
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care entered as adolescents, and youth who enter 
the foster care system after 12 years of age are 
less likely to find a permanent home compared to 
general foster care populations [9]. While the 
overall numbers of youth entering the child wel-
fare system have overall declined in the past 
10 years, there has been a significant increase in 
the number of youth “aging out” of foster care 

without finding a permanent home [12]. In fact, 
the percentage of older youth achieving perma-
nency has not changed in the past decade [13].

About 20,000 of foster youth age out of ser-
vices annually, most at age 18 years [11]. Recent 
changes to federal law allow states to provide 
foster care to youth up to age 21  years, also 
known as Extended Foster Care, and claim fed-
eral reimbursement. Among all foster youth, 28% 
are between the ages of 12 and 17 years and 4% 
between 18 and 20 years old [10] (Fig. 22.3).

African American and Native American youth 
are disproportionately represented in the child 
welfare system with rates of representation in the 
child welfare system at 17.4 and 14.1 per 1000 
youth, respectively, compared to 5.8 for Hispanic, 
4.6 for White youth, and 1.3 for Asian youth [14, 
15] (Fig. 22.4).

 Legislation Impacting Transition-
Age Foster Youth

Key legislation targeting older foster youth began 
in the late 1990s. One of the most important 
pieces of federal legislation supporting this popu-
lation is the 1999 Foster Care Independence Act. 
This Act provides federal funding for indepen-
dent living and transition services for older youth. 
The Act also created a reporting system called the 
National Youth in Transition Database which sur-
veys youth between the ages of 18 and 21 years 

Non-Relative Foster Home Relative Foster Home

Congregate Care Other

45%

32%

13%

7%

Fig. 22.2 Out-of-home placement types by percentage. 
(Adapted from US Department of Health and Human 
Services, Administration for Children and Families, 
Administration on Children Y, and Families, Children’s 
Bureau. The AFCARS Report FY 2017. https://www.
acf.hhs.gov/cb/resource/afcars-report-25; 2018.ge)

0-5yo

6-11yo

12 - 17yo

18-20yo

0% 5% 10% 15% 20% 25% 30% 35% 40% 45%

Percentage of Child Welfare Youth by AgeFig. 22.3 Age of 
children in child 
welfare, by percent. 
(Adapted from US 
Department of Health 
and Human Services, 
Administration for 
Children and Families, 
Administration on 
Children Y, and 
Families, Children’s 
Bureau. The AFCARS 
Report FY 2017. https://
www.acf.hhs.gov/cb/
resource/afcars-
report-25; 2018)
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old. This legislation was followed by the 2001 
Education and Training Voucher Program which 
provides federal funds for postsecondary educa-
tion or vocational programs for foster youth. In 
2008, the Fostering Connections to Success and 
Increasing Adoptions Act provided voluntary 
Extended Foster Care (EFC) beyond age 18 years, 
up to age 21  years. The policy aimed to allow 
young people more time to prepare for adulthood 
with the support from the child welfare system 
[13]. This group of legislation establishes several 
services and practices to facilitate foster youth 
transition to adulthood.

Federal legislation outlined above sets forth 
requirements for youth who leave foster care due 
to age restrictions. A transition plan must be 
developed 90 days before discharge from foster 
care. The transition plan must be youth-directed 
and must address housing, health insurance, edu-
cation, opportunities for mentoring and continu-
ing support services, and workforce supports and 
employment services. Federal legislation requires 
states to develop oversight practices and coordi-
nation of health care, including behavioral health, 
and encourages mechanisms for ensuring conti-
nuity of care and transition to adult healthcare 

systems. Federal legislation offers funding to 
states to help with education, employment, finan-
cial literacy, housing, life skills training, transi-
tion services, emotional support, and encouraging 
relationships with caring adults. The federal 
requirement for transitioning planning at 90 days 
is the minimum time frame, and best practices 
encourage exploring and preparing for transition 
planning up to a year before [16].

Transition plan requirements can vary from 
state to state, but the Preventing Sex Trafficking 
and Strengthening Families Act requires specific 
components. When a youth is aging out of a state 
child welfare system, the state is federally 
required to provide the youth with the following: 
birth certificate, Social Security card, health 
insurance information, medical records, and a 
driver’s license or state-issued identification card. 
This Act also requires case plans to offer transi-
tional services starting at age 16 years with youth 
involvement in planning. The Affordable Care 
Act extends Medicaid eligibility to foster care 
alumni who aged out of care, up to age 26 years. 
To be eligible, the youth must have been enrolled 
in Medicaid while in foster care and reside in the 
state where either they were in foster care or have 
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Fig. 22.4 Racial/ethnic representation in child welfare. 
(Adapted from US Department of Health and Human 
Services, Administration for Children and Families, 
Administration on Children, Youth, and Families, 

Children’s Bureau. Data brief 2013-1: recent demographic 
trends in foster care. https://www.acf.hhs.gov/sites/
default/files/cb/data_brief_foster_care_trends1.pdf; 
2013)
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moved to 1 of the 11 states that will cover foster 
care alumni from other states [16]. The following 
website lists state Medicaid plans that will and 
will not cover foster alumni from another state: 
http://healthcareffy.org/.

The Education and Training Voucher Program 
is a federal program providing financial assis-
tance (currently up to $5000/year) to foster youth 
and alumni enrolled in college, university, voca-
tional, or technical training programs. Youth must 
enroll before their 21st birthday and remain eli-
gible until age 23  years. Some states provide 
additional financial assistance for foster or for-
mer foster youth postsecondary education.

States have the option to provide developmen-
tally modified foster care services with Extended 
Foster Care to foster youth up to age 21 years. To 
qualify for EFC, youth must be in an education or 
training program; working; in a program to 
address barriers to schooling, training, or work; 
or suffering a disability that prevents schooling or 
work. Being in Extended Foster Care has shown 
to help youth transition from foster care to adult-
hood. Youth who received Extended Foster Care 
are more likely at ages 19 and 21  years to be 
employed, enrolled in school, receive educational 
aid, avoid homelessness, avoid disconnection 
from work or school, and delay parenthood [13]. 
To avoid disincentives to permanency, EFC, 
independent living programs, and education and 
training supports can also be made available to 
youth exiting foster care through guardianship at 
age 16 years or older.

The 2018 Family First Prevention Services 
Act significantly changes the landscape of child 
welfare funding to support children to remain 
safe at home and encourage family-based place-
ment when foster care is necessary. The other key 
priority of this legislation is to strengthen ser-
vices for older youth. Family First allows federal 
funding to support older youth to live in family 
settings, safely care for their own children if 
pregnant or parenting, and expands access to 
independent living services. The Act also sup-
ports efforts to prevent older children from com-
ing into care [17]. Family First also makes 
changes in the 1999 Chafee program to give 
states the flexibility to extend the Chafee pro-

gram from age 21 up to age 23  years in states 
opting to provide EFC [16].

 Overview of Foster Care Alumni 
Studies

The Northwest and Midwest studies are among 
the first series of reports that looked closely at 
what happens to foster care youth who age out of 
the child welfare system (“foster care alumni”). 
These reports help shed light on some of the sig-
nificant challenges these youth are up against and 
look at ways foster services could improve their 
lives. These studies catalyzed change driving 
state and federal funding as well as program 
development to better serve the needs of this vul-
nerable population.

The Northwest Foster Care Alumni Study 
reviewed the cases of 659 alumni, of which 479 
were interviewed, who were in the care of Casey 
Family Programs or in Oregon or Washington 
state child welfare agencies between 1988 and 
1998. Youth were between the ages 20 and 
33 years. The study outlined three key domains 
within this population: mental health, education, 
and employment and finances. Regarding mental 
health, compared to the general population, fos-
ter care alumni suffered a higher rate of mental 
health disorders. Within the 12 months prior to 
being interviewed, 54.4% of participants reported 
one or more mental health disorders. PTSD rates 
were double that of US war veterans at 25.2%, 
and alumni also reported major depression at 
20.1% and social phobia at 17.1%. Studies in the 
second domain of education found alumni com-
pleted high school at a similar rate to the general 
population, but alumni used GED programs at six 
times the rate of the general population. The 
report also shed light on the instability in school 
placements with 65% of participants reported 
experiencing seven or more school changes in 
elementary through high school. The difficulty 
obtaining higher education was also noted with 
less than 3% of participants completing a bache-
lor’s degree. The final domain of employment 
and finances also noted disparities compared to 
the general population, finding that 33% of 
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alumni had no healthcare insurance, 33.2% had 
household incomes at or below the poverty level, 
and only 80.1% were employed of those eligible 
to work. Difficulties with stable housing were 
also seen with 22.2% reporting homelessness for 
one or more days after age 18  years [18] 
(Fig. 22.5).

The Midwest Study was undertaken to develop 
a more comprehensive view of foster youth tran-
sitioning to adulthood following a shift in federal 
funding (1999 Chafee Act) to support older youth 
in foster care. This has been the largest longitudi-
nal study of youth aging out of foster care. Youth 
from Illinois, Iowa, and Wisconsin were followed 
from age 17 through 26 years, with five waves of 
data collection [3]. This study further investi-
gated the disparities brought to light in the 
Northwest Study. In the domain of education, 
former foster youth by age 26 years were three 
times more likely than same peers to not have a 
high school diploma or GED (20% vs. 6%), while 
same-age peers were six times more likely to 
have a postsecondary degree (46% vs. 8%) and 
nine times more likely to have a 4-year college 
degree (36% vs. 4%). At age 26  years, female 
foster care alumni were seven to ten times more 

likely to have been arrested (41% vs. 5%), con-
victed (22% vs. 3%), and incarcerated (33% vs. 
3%) since age 18 years, while male foster care 
alumni reported three- to eightfold increases 
(68% vs. 22%, 47% vs. 11%, and 64% vs. 9%, 
respectively). Nearly 80% of the women had at 
least one pregnancy by age 26  years. Financial 
disparities were also highlighted, with nearly 
70% of women and 40% of men reporting using 
government assistance to access food in the last 
year, and of the 70% who reported earning an 
income, half earned $9000 or less annually, indi-
cating concerns for poverty [3] (Fig. 22.6).

The Midwest Study also examined the effects 
of Extended Foster Care. At the time of the study, 
Illinois offered foster care up to age 21  years, 
while Iowa and Wisconsin terminated foster care 
at age 18  years. At age 19  years old, youth in 
Wisconsin and Iowa were 2.7 times more likely 
to be homeless than foster youth in Illinois, and 
youth remaining in foster care were at least twice 
as likely to complete at least 1 year of college by 
age 21  years [19]. Courtney et  al. (2009) esti-
mated that each dollar spent on EFC returned 
$2.40 in increased income, based on anticipated 
higher college graduation rates [20].

Mental
Health

54.4% reported 1 or More
Mental Health Disorder

25.2% PTSD

20.1% Depression

17.1% Social Phobia

Education

6 x More Likely to Have a
GED 

Unstable School
Placements 

Only 3% Obtained a
Bachelor Degree 

Employment
& Finances

1/3 without Health
Insurance 

1/3 Living at or Below the
Poverty Level 

20% Unemployed

22% Experienced
Homelessness 

Fig. 22.5 Three outcome domains of the Northwest Foster Care Alumni Study. (Adapted from Pecora et al. [18])
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 Transition Health Care (THC): 
Pediatrics to Adult Care

Reaching the age of majority, transitioning foster 
youth are expected to manage their own health 
care, and many may not be eligible to receive the 
number of supports that they were accustomed to 
while in state custody. Also, those with intellec-
tual and/or developmental disabilities (e.g., 
Down’s syndrome, autism) will need continued 
support in order to navigate transportation to 
appointments and assistance in understanding of 
the treatment that they are receiving. Many adult 
providers are not comfortable treating chronic 
childhood illnesses, and pediatricians do not have 
the resources to continue treating young adult 
patients. Pediatricians have difficulty finding 
adult providers who feel adequately trained in 
adolescent medicine, adolescent development, or 
adolescent behavior to take on these cases. Peter 
et  al. (2009) surveyed internists who expressed 
the following identified concerns that clustered 
into six major themes: family involvement, 
patient maturity, systems issues, providers’ medi-
cal competency, patient psychosocial needs, and 

coordination of the transition process. Health 
insurance is another obstacle facing young adults 
transitioning from foster care. Both the Midwest 
and Northwest studies reported that roughly 
51–53%, respectively, of foster youth had no 
health insurance at the time of exiting foster care, 
which is double the rate for young adults in the 
general population..

 Mental Health Considerations 
for Transition-Age Foster Youth

According to the NIMH, in 2017, young adults 
aged 18–25 years had the highest prevalence of 
serious mental illness (SMI) (7.5%) compared to 
adults aged 26–49 years (5.6%) and aged 50 years 
and older (2.7%). Former foster youth with men-
tal illness often have past trauma histories that 
make it challenging for them to develop and 
maintain healthy adult relationships. Many will 
experience mistrust to new healthcare systems 
and providers, and their mood may easily become 
dysregulated as a result of insecure attachments 
[21]. Some researchers have shown that the more 

Education

3 x more likely to
NOT have a GED or
high school diploma  

6x less likely to
have a post-

secondary degree 

9x less likely to
obtain a college

degree  

Criminal
Justice 

Females were 7-10
x more likely to be

arrested, convicted, and
incarcerated   

Males were 3-8x
more likely to be

arrested, convicted
and incarcerated   

Employment
& Finances

70% of women
using government

assistance for food  

Only 70% reported
earning an income 

50% reported an
income below the

poverty level  

Fig. 22.6 The Midwest Study outcome domains for foster care alumni. (Adapted from Courtney et al. [3])
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placements a child experiences, the higher the 
risk of attachment issues which can lead to a high 
risk of psychiatric morbidity in adulthood [22]. 
Evidence that can explain health differences 
between former foster youth as compared to 
other vulnerable young adults without foster care 
experience is limited. One systematic review of 
literature found no studies that included a sample 
of youth who were both homeless and had been 
in foster care, despite the overlapping needs of 
these youth in transition [23]. Supplemental stud-
ies regarding the impact of social capital on 
health outcomes for former foster youth as com-
pared to non-foster peers with similar vulnerabil-
ities, such as poverty, are warranted [24]. Also, 
there have been studies linking child abuse histo-
ries to mental health problems in adulthood, but 
not much research has looked at the effects of 
maltreatment while in foster care related to adult 
mental health [22]. Further, transitional age youth 
with untreated mental health disorders are at high 
risk for substance abuse, physical assault, and 
encounters with the correctional system [25]. 
Other studies have shown that being a victim of 
child abuse and neglect is commonly associated 
with depression, PTSD, substance use, and anti-
social behaviors [26]. Entering the foster care 
system has been associated with a high risk of 
behavioral and mental health needs [27], and 
older youth consume more behavioral healthcare 
services than those of same-age peers not in fos-
ter care [28–30]. However, the use of services 
drops to approximately 50% when these older 
youth exit foster care between ages 18 and 
21 years [31]. For unclear reasons, this drop may 
be accounted for by poor coordination between 
pediatric and adult providers, youth’s choices in 
taking charge of their own care, or difficulty 
accessing adult services.

The Midwest Study described that the peak 
prevalence of alcohol abuse/dependence and 
other drug abuse/dependence increases from ages 
19 to 26  years whereas the prevalence of non- 
foster youth peaks at ages 19–21  years, which 
decreases over time [3, 32]. Another study found 
that 45% of 17-year-olds in state custody, within 
a year of leaving care, used alcohol or illicit drugs 
in the last 6 months, 49% had tried one time in 

their lifetime, and 35% met criteria for substance 
use disorder [33]. Also having a diagnosis of 
PTSD and conduct disorder (CD) increased the 
chances of high rates of use and a substance use 
disorder. Vaughn also found that those with SUD 
used higher amounts than their non- foster peers 
and warns that those youth are at a higher risk of 
overdoses. White et al. (2008) found that foster 
alumni had higher rates of substance use and 
dependence than the general population, but the 
rates were lower in those youth who reported a 
constant support of a foster family [34, 35].

 Psychotropic Medications

A large national probability sample of foster 
care children found that 14% were taking psy-
chotropic medications: two to three times the 
rate of non- foster children [36]. One study 
reported an increased rate of antipsychotic use 
from 8.9% to 11.8% across 45 states over the 
period of 2002–2007 [37], and another found a 
37.9% annual prevalence rate of psychotropic 
medication use for youth in foster care [38]. 
Among those taking medications, 72% took two 
or more psychotropic medications, while 41.3% 
received three or more medications. Data on res-
idential care have shown substantially higher 
rates of psychopharmacology, with an average of 
75–79% of youth in these settings taking psy-
chotropic medications including high rates of 
polypharmacy [39]. Foster youth are prescribed 
antipsychotic medications, mainly for behav-
ioral dyscontrol, at a higher rate than non-foster 
youth. Allaire et al. (2016) examined Medicaid 
claims from 36 states between 2000 and 2003 
and found “morbid obesity” as a diagnosis at a 
prevalence rate of 0.5%. They also found the risk 
higher in females, non-White, and older adoles-
cents and taking two or more second-generation 
antipsychotics increases the risk fivefold [40]. 
Persistently high rates of treatment with antipsy-
chotics, particularly among foster children, gaps 
in metabolic monitoring, overuse of multiple 
concurrent antipsychotic medications, and unde-
ruse of psychosocial interventions illustrate 
behavioral healthcare challenges [41].
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 Psychosocial Treatment

Although rates of congregate care are on the 
decline, older youth in foster care are more likely 
to be placed in a congregate care, with rates 
approaching 60% [42, 43]. These older youth 
entered residential treatment facilities or group 
home settings instead of a family foster care 
home mainly for behavioral problems and 
required trained staff to provide care to address 
those issues. Unfortunately, they are less likely to 
be adopted, most likely emancipate from child 
welfare, and require support through their transi-
tion. The research base for residential group 
treatment effectiveness is not robust, but there is 
a correlation between the youth’s level of func-
tioning and their level of care in the community. 
Multidimensional Treatment Foster Care 
(MTFC) addresses the difficulty of leaving insti-
tutional care and involves a large behavior man-
agement team, including foster family 
involvement with treatment to support reunifica-
tion. MTFC has become popular in the juvenile 
justice system as an alternative to youth incar-
ceration, but it has not been widely adopted in 
child welfare or mental health systems [42].

There are other supports systems and 
approaches that help foster youth make the tran-
sition to adulthood. The Youth-Initiated 
Mentoring (YIM) model encourages young peo-
ple to reach out and ask their potential natural 
supports to engage with them more and be in a 
relationship with them as a mentor, which could 
be applied among young adults with mental 
health conditions [21]. Another program, 
SPARCS (Structured Psychotherapy for 
Adolescents Responding to Chronic Stress), aims 
to enhance adolescents’ abilities to cope more 
effectively in the moment, to cultivate conscious-
ness, and to create connections and meaning. It 
draws upon mindfulness and interpersonal skills 
from dialectical behavior therapy for adolescents, 
problem-solving skills, and enhancing social 
support and planning for the future. Mindfulness 
is explained to group members as “paying atten-
tion in a particular way, on purpose, and non-
judgmentally.” SPARCS’s focus on mindfulness, 
coping, and interpersonal skills makes it an ideal 

treatment for adolescents transitioning to inde-
pendence [44]. For youth with a known history of 
trauma who struggle with symptoms of post-trau-
matic stress disorder, trauma-focused cognitive 
behavioral therapy (TF-CBT) has a robust evi-
dence base for the treatment of PTSD and is rec-
ommended for first- line treatment for PTSD 
symptoms over medication [45].

 Challenges to Address When 
Working with Young Adult Foster 
Youth

Childhood adversity is common, and the types of 
adversity can range from the parental separation 
and divorce to child abuse and neglect. But youth 
in the child welfare system have often undergone 
multiple adverse experiences which directly 
affect health. Research has shown a dose- 
response relationship between the number of 
adverse childhood experiences (ACEs) and 
increased risk of morbidity and mortality impact-
ing health and mental health outcomes [46, 47]. 
Looking at the impact of ACEs on young adult 
foster care alumni, data from the Midwest Study 
show distinct subgroups related to the type and 
number of ACEs to which youth have been 
exposed. Young adults categorized as “the com-
plex adversity group” who had high rates (aver-
age 7) of ACEs also had the highest rates of 
physical health and sexual health risk factors 
when compared to youth in the “environmental 
adversity group” who were only exposed to envi-
ronmental adverse experiences such as a natural 
disaster or community violence. Not surprisingly, 
youth with the lower ACE scores (an average of 
2.8), categorized as “the lower adversity sub-
group,” had the lowest risk of poor health out-
comes [48].

Exposure to adversity and trauma can lead 
to negative physical and behavioral health out-
comes. Youth in the child welfare system have 
often been exposed to not just one trauma but 
multiple traumatic events that are often chronic 
and cumulative. They often lack the protection 
and support of a parent or adult caregiver to 
help buffer the effects of trauma. “Toxic stress” 
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is a phenomenon that characterizes the nega-
tive mental and physical health effects of expo-
sure to chronic trauma, which persistently 
activates the body’s neuroendocrine stress 
response system contributing to the negative 
health effects [49]. This activation has a direct 
negative effect on gene translation, immune 
system response, and neurodevelopment [50]. 
Chronic glucocorticoid exposure from the 
toxic stress response has a direct effect on key 
areas of the developing brain including the 
amygdala, hippocampus, and prefrontal cortex. 
These changes interfere with the development 
of emotion regulation, impulse control, con-
centration, and decision-making. An emerging 
body of research has shown that toxic stress 
may impact the way genes are transcribed 
through epigenetic changes to DNA sequences. 
These genetic changes may contribute to how 
the body responds to stress, impacting mental 
health [51]. Toxic stress also has a direct effect 
on physical health. A large body of research 
shows that youth in foster care, compared to 
non-foster peers, have increased rates of acute 
and chronic infections, asthma, and obesity. 
This is due to the physical sequelae of trauma 
but is also directly related to toxic stress-
induced chronic immune response and inflam-
mation [52].

Social supports can provide a buffer against 
the long-term effects of trauma and help youth 
transitioning out of care. Social supports are a 
central factor in well-being, impacting physical 
and mental health in individuals exposed to 
trauma. The impact of early adversity for youth 
aging out is linked to not only structural aspects 
of support such as network size but also a youth’s 
ability to recognize and utilize available support. 
Efforts are needed to help build this skill set for 
youth aging out [53]. Foster youth transitioning 
out of care often lack the support network so 
greatly utilized by their non-foster peers as they 
take on more independence. Multiple moves and 
school settings make it difficult to form and 
maintain relationships [54]. Disrupted social net-
works are linked to higher rates of emotional dis-
tress. These frequent moves and traumas can also 
instill a lack of trust in people [55]. Lack of sup-

ports and social connectedness contribute to neg-
ative outcomes and increased challenges with 
transitioning to adulthood [56].

If not already connected, youth transitioning 
out of care often reconnect with their family of 
origin. About 64% of transition-age foster youth 
reported feeling very or somewhat close to their 
birth mothers. If they were living with relatives, 
nearly 95% of youth reported feeling very or 
somewhat close to those relatives [57]. While 
birth families can provide critical support during 
transition, reconnecting with families can also be 
stressful for youth. Prior to aging out, systems 
should be put in place to help foster youth make 
informed decisions around reconnecting, form 
realistic expectations, establish appropriate 
boundaries, navigate family of origin interac-
tions, and develop skills to address possible nega-
tive interactions.

With this social vulnerability, concerns have 
been raised around minors in the child welfare 
system being at risk for child sex trafficking. On 
interviewing victims of sex trafficking, many of 
these youth were found to have histories of child 
welfare involvement, maltreatment, and out-of- 
home care [58]. The 2014 federal legislation 
Preventing Sex Trafficking and Strengthening 
Families Act shed light on this concern and aimed 
to provide pathways for healthy relationships to 
develop. Females with a history of child sexual 
abuse are at particular risk to engage in transac-
tional sex for youth who recently aged out [59]. 
Understanding these risk factors can help drive 
new practices and policies which help young 
adults during this vulnerable developmental 
period.

The impact of parental incarceration in this 
population is also important to consider. The 
United States has an incarceration rate that is five 
to ten times higher than that in other industrial-
ized nations and is unique in its proportion of 
children experiencing a parent undergo incarcer-
ation. Positive, significant associations were 
found between parental incarceration and health 
problems such as depression, post-traumatic 
stress disorder, anxiety, cholesterol, asthma, 
migraines, HIV/AIDS, and reported fair/poor 
health [60]. Youth in the child welfare system 
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have increased lengths of stay when they enter 
due to parental incarceration when compared to 
other reasons for removal [61].

 Best Practices: Promoting 
Resiliency

Child welfare systems value strengths-based 
approaches and resilience orientations [62]. 
Masten (2001) defined resilience as a class of 
phenomenon characterized by good outcomes in 
spite of serious threats to adaptation or develop-
ment and emphasized that resilience is a common 
rather than extraordinary characteristic of indi-
viduals [63]. Ungar (2013) conceptualized resil-
ience among maltreated youth as an interactive 
process between youth and their social ecology, 
which is influenced by youth individual charac-
teristics (temperament and personality), the 
social determinants of health affecting youth and 
their caregivers, the quality of services provided 
by stakeholder agencies, and government poli-
cies addressing high-risk populations. Resilience 
can be promoted by ensuring the availability and 
accessibility of social supports and formal ser-
vices and program flexibility to address individ-
ual youth specific needs [64].

A resilience orientation portends a strengths- 
based approach that identifies and enhances pro-
tective factors in a youth’s environment. Foster 
youth strengths often include persistence, 
resourcefulness, determination, grit, and self- 
reliance. Latent class analysis identified four sub-
groups of young adults in the Midwest Study. 
The subgroup termed “accelerated adults” who 
viewed themselves as “having to grow up fast” 
and “take on adult responsibilities” tended to 
have better outcomes such as higher rates of 
employment and decreased involvement in crimi-
nal justice system. This group comprised about 
one-third of the study participants and was major-
ity female [65]. The Midwest Study also found 
that foster youth with high school diplomas or 
GEDs were almost twice as likely to be employed 
as an adult [66].

Connectedness in youth who are transitioning 
out of care is a protective factor. Youth placed in 

kinship placements, compared to non-relative 
care, have better outcomes and more social sup-
ports [56]. Encouraging mentoring relationships 
can promote success, especially when working 
with youth in non-kinship placements. Foster 
youth with a positive and significant relationship 
with at least one adult, compared to non-men-
tored foster youth, fare better on general health, 
feelings of stress, education attainment, physical 
aggression, suicidality, arrests, and sexually 
transmitted diseases [55]. Some supportive adults 
enter youth’s lives through interactions with the 
child welfare system. Important qualities of the 
mentoring relationship include trust, consistency, 
empathy, and authenticity. Transition-age foster 
youth value mentors who are understanding and 
non-judgmental, provide direct communication 
and advice, and have similar life experiences that 
they share [67].

 Best Practices: Assessment 
of Readiness

The Casey Life Skills website contains resources 
for youth and coaches (providers or caregivers) 
to help foster youth achieve their long-term 
goals. The Casey Life Skills Assessment 
(CLSA) is a tool that helps youth self-evaluate 
the behaviors and competencies necessary for 
successful transition to adulthood (casey.org-
life-skills- resources/) (Fig. 22.7).

Casey Life Skills also provides additional life 
skills assessments for youth with specific charac-
teristics and circumstances. These additional 
assessments include assessments for healthy 
pregnancy, parenting of infants, and parenting 
young children; education assessments based on 
schooling level and education supports for sup-
port and assistance (Individualized Education 
Plan (IEP) and 504 Plan); and assessments for 
gay, lesbian, transgender, and questioning 
(GLBTQ) youth, American Indian youth, home-
less youth, and younger youth with reading or 
developmental challenges.

After the CLS Assessment, youth and coaches 
can use the Resources to Inspire Guide to develop 
a plan for acquiring needed skills. The guide con-
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• Laundry, Home Cleanilness
• Home Safety
• Food and Nutrition

Daily Living Skills

• Health Care
• Health Insurance and Benefit Eligibilities
• Peresonal Hygiene
• Adult Supports
• Medical Decision Making
• Sexuality, Sexual Health

Self Care Skills

• Communication Skills
• Interpersonal, Relationship Skills
• Social and Family Supports
• Cultural Awareness
• Emotion Regulation Skills
• Safe Relationships & Domestic Violence

Relationships and Communication

• Budgeting and Spending Plan
• Housing, Tenancy
• (Online) Banking, Savings,
• Credit, Interest and Debt
• Emergency Funding
• Emergency Utility Support
• Home/Renter's Insurance
• Driver's License and Auto Insurance
• Vehicle ownership costs, Public Transportation

Housing and Money Management

• Resume development
• Job applications
• Job Interview skills
• Payroll and Paystub
• Employee Benefits
• Income Tax Help
• Social Security Card and Birth Certificate
• School Mental Health Services
• Viewing Child Welfare and Juvenile Justice Records
• Study Skills, Test Preparation, Tutoring help

Work and Study Skills

• Work-related Internships
• Benefits of Volunteer Work
• School Path for Deisred Work
• Finanacial Aid Knowledge
• Job training resources
• Career Mentors
• Application and Admission to Desired Post-Secondary schooling
• Adult support for Education Plans

Career and Education Planning

• Self-determination
• Adult Support
• Readiness for Adulthood
• Beleifs & Envisioning Successful Future
• Deslire to Heap Other Youth
• Positive Self Image
• Support System for Success

Looking Forward

Fig. 22.7 Casey Life Skills Assessment: core competency domains. (Adapted from Casey Family Programs. Casey 
Life Skills [68])
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tains suggestions for free or low-cost life skills 
training resources and encourages searching for 
additional resources [68].

 Promising Practices

The California Evidence-Based Clearinghouse 
for Child Welfare (cebc4cw.org) is an online 
resource whose mission is to “advance the effec-
tive implementation of evidence-based practices 
for children and families involved with the child 
welfare system.” The site includes a program reg-
istry and ratings of the strength of evidence for 
specific programs and practices. Ratings range 
from 1, Well-Supported by Research Evidence, 
to 5, Concerning Practice, and NR, Not able to be 
Rated on the CEBC Scientific Rating Scale. 
Youth Transitioning into Adulthood is one of the 
topic areas (cebc4cw.org-transition). At this time, 
in the Transitioning into Adulthood category, one 
program is rated 2—Supported by Research 
Evidence (Better Futures, described below)—
and three are rated 3, Promising Research 
Evidence. The remaining 16 programs are rated 
NR—Not able to be Rated—due to a lack of 
available research evidence. Some of these pro-
grams target individual functional domains, such 
as social supports, housing, education, employ-
ment, living skills, financial literacy, health, and 
mental health. Other programs are more compre-
hensive and target multiple domains. Some are 
child welfare- specific, while others target general 
high-risk transitional age youth [69].

 Education: “Better Futures” Program 
(Rated “Supported by Evidence” 2 
Out of 5 for Strength of Evidence)

Better Futures is a program focused on improv-
ing postsecondary preparation and participation 
of youth in foster care with mental health con-
cerns. The target population is youth and young 
adults in foster care, including youth with dis-
abilities and/or mental health concerns, who are 
in their final year of high school or GED comple-
tion, open to participating in postsecondary edu-

cation, and allowed to go into the community 
with their Better Futures Coach. Youth partici-
pate in a 4-day postsecondary school immersion 
experience followed by 9  months of (1) youth- 
directed relationship support from a coach in 
postsecondary education and personal experience 
in foster care; (2) coaching in applying achieve-
ment, partnership, and self-regulation skills to 
identify and attain related youth-chosen goals; 
(3) support for experiential activities related to 
career and postsecondary exploration and prepa-
ration; and (4) workshops bringing together 
youth, coaches, and successful near peers for 
learning, peer support, and networking.

A Better Futures randomized controlled trial 
evaluated outcomes of 67 youth involved with the 
Oregon child welfare system who also had some 
type of operationally defined mental health con-
cern. The Better Futures intervention consisted of 
a 4-day 3-night Summer Institute on a university 
campus; individual, bimonthly peer coaching; 
and four mentoring workshops. At 6 months after 
the 10-month intervention, youth in the Better 
Futures group, compared to the control group, 
were twice as likely to participate in postsecond-
ary education. They also scored higher in transi-
tion planning and rated themselves higher on 
standardized measures of self- determination, 
mental health empowerment, and hope. The 
Better Futures group trended positively in high 
school completion and standardized self- reports 
of mental health recovery and quality of life [70].

 Mentoring: “Caring Adults R 
Everywhere” Program (Not able to  
be Rated)

Relationships with caring non-familial adults can 
enhance youth resiliency (Collins, 2010). The 
Caring Adults R Everywhere program is a manu-
alized 12-week mentoring intervention designed 
to bolster social supports by developing and 
strengthening existing relationships between 
youth and supportive adults from the youth’s nat-
ural ecology [71]. A master’s-trained social 
worker (not the youth’s child welfare worker), 
called an interventionist, meets with a youth 
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aging out of foster care to identify an appropriate 
mentor. After screening and approval, mentors 
undergo training in adolescent development, the 
child welfare system, trauma-informed mentor-
ing, practices of effective mentors, what to do 
with one’s mentee, and establishing and main-
taining boundaries. Youth and mentors partici-
pate in group activities and one-on-one sessions 
with the interventionist to strengthen and clarify 
expectations for the mentoring relationship.

 Homelessness: “My First Place” 
Program (Not able to be Rated)

Foster youth experience homelessness at much 
higher rates than their same-age peers. The My 
First Place (MFP) program, located in the San 
Francisco Bay Area, targets transition-age foster 
youth at risk for homelessness [72]. The program 
typically lasts 18–24 months and is comprised of 
five core elements:

 1. Ongoing case management by a youth advo-
cate, the primary case manager, and an educa-
tion and employment specialist. Foster youth 
work with both to achieve specific goals in the 
area of housing, education, employment, and 
healthy living.

 2. MFP uses scattered site housing throughout 
the five-county region. The program seeks 
housing in safe neighborhoods near public 
transportation. MFP typically signs a master 
lease with landlords and then subleases units 
to program participants. Youth receive train-
ing on tenancy.

 3. MFP has a property management department 
that maintains relationships with landlords 
and affordable housing partners, rents apart-
ments, manages subleasing, oversees move-
ins, and manages rent payment. The 
department also deals with tenant issues like 
property damage, maintenance, and compli-
ance with regulations.

 4. A larger organization infrastructure provides 
administrative and clinical support.

 5. MFP collaborates with community partners, 
including referral sources for program youth, 
education and employment partners, and 
health and mental health provider agencies.

 Financial Literacy: “MyPath Savings” 
(Not able to be Rated)

Limited financial knowledge and capabilities 
can undermine efforts to achieve financial stabil-
ity. MyPath Savings is a financial knowledge and 
skills program for economically disadvantaged 
youth earning their first paychecks [73]. The 
program provides financial education, familiar-
izes youth to conventional financial products, 
and uses experiential teaching with peer learning 
and support. Topics and skills include direct 
deposit, checking and restricted savings 
accounts, and savings incentives. Youth are aided 
to open accounts, set up direct deposit, set a sav-
ings goal, and save a designated portion of each 
paycheck and provided incentives to meet sav-
ings goals.

 Postsecondary Education Support

Most foster youth aspire to attend college. 
However, foster youth enroll in and graduate 
from college at much lower rates than their non- 
foster peers [74]. Foster youth often report that 
few people in their lives expect and/or encourage 
them to attend and succeed in college. In addi-
tion, foster youth experience a number of risk 
factors that negatively impact education [75]. A 
number of states are developing programs to sup-
port foster youth and alumni in postsecondary 
education, including college, community college, 
and vocational training. More than 30 states pro-
vide scholarships, grants, or tuition waivers to 
foster youth attending higher education. Casey 
Family Programs developed a resource report 
called Supporting Success that identifies and dis-
cusses 12 core program elements for improving 
outcomes [76] (Fig. 22.8).
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The Seita Scholars Program is a campus- 
based support program for foster youth and 
alumni attending Western Michigan University 
[77]. The program is named after Dr. John Seita, 
a graduate of the Michigan child welfare system 
and Western Michigan University. Coaches pro-
vide support to students in the program—Seita 
Scholars—with a focus on the seven lifespan 
development domains suggested by Casey 
Family Programs, academics, finances and 
employment, housing, physical and mental health 
care, social relationships and community connec-
tions, cultural and personal identity, and life 
skills. The program includes a scholarship at 
Western Michigan University. Students reside on 
campus and have access to 24-hour on-call sup-
port and emergency financial resources. The pro-
gram uses trained master’s-level campus coaches 
and provides training and certification for profes-

sionals working with college students who have 
been involved in the foster care system or other 
high-risk youth.

 Independent Living Programs

Federal legislation provides funds to states to 
offer independent living programs to assist foster 
youth and alumni transitioning to adulthood. 
Program components typically involve social- 
emotional supports, mentoring, housing, educa-
tion and training, employment, daily living skills, 
health and behavioral health, and financial 
literacy.

The Orangewood Independent Living Program 
(ILP) was developed by the Orangewood 
Foundation and provides workshops, special 
events, mentoring, and case management to fos-

Designated leadership-a
caring and trusted staff
person who has primary

responsibility for providing
guidance in navigating higher

education

Internal and external
champions 

Collaboration with
community stakeholder

agencies 

Data-driven decision making
Staff peer support and

professional development 

Sustainability planning 

Year-round housing and
other basic needs 

Financial aid
Academic advising, career

counseling and supplemental
support 

Personal guidance,
counseling, and supplemental

support 

Opportunities for student
community engagement and

leadership  

Planned transitions to
college, between colleges, and

from college to employment 

Fig. 22.8 Casey Family Programs supporting success core program elements. (Adapted from Casey Family Programs 
[76])
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ter youth 16–21 years old to help prepare them 
for the transition to independence [78]. Each 
month the ILP focuses on one of four key areas: 
education, career, relationships, and daily living, 
providing workshops and take-home activities. 
Youth can earn ILP dollars by participating in 
workshops and special events and completing 
take-home assignments. Examples of take-home 
activities include writing an interview thank you 
letter (career), completing a change of address 
form or getting a credit report (daily living), com-
pleting a FAFSA application (education), and 
identifying one’s core values or completing a 
roommate agreement (relationships). The ILP 
dollars are tracked in an Orangewood bank 
account, and ILP youth can purchase a maximum 
of one $50 gift certificate per month for use at 
stores for groceries, clothing, and general goods. 
ILP dollars can also be used for bills and rent. 
Youth must plan the use of ILP dollars, because 
processing requests may take up to 2 weeks and 
staff may discuss the youth’s requests. Foster 
care alumni who have successfully transitioned 
to independent living serve as peer mentors in the 
ILP. Peer mentors help establish program rapport 
and credibility with ILP youth, teach independent 
living skills, facilitate small group discussion 
during workshops, and serve as positive role 
models. Participants provide feedback at each 
workshop to assess interest and effectiveness 
(Fig. 22.9).

Supportive individuals are invited to partici-
pate in the youth’s transition plan and attend 
workshops. ILP also coordinates with other pro-
grams designed to serve transition-age foster 
youth, such as housing, scholarships, Independent 
Living Specialists, and youth leadership 
opportunities.

 Legal and Ethical Issues

Ethical, legal, and policy issues overlap because 
state responsibilities to foster youth should trans-
late into policies and legislation. Given that most 
non-foster youth require and receive social, prag-
matic, and financial support from their parents 

well into their 20s and beyond, one can make the 
case that the state and society are ethically bound 
to provide comparable support for a similar dura-
tion to foster youth. Vast geographic disparities in 
public health and behavioral health care and child 
welfare systems require contemplation from 
child and adolescent behavioral health providers 
and stakeholders. It is imperative to advocate for 
changes within local, state, and federal govern-
ments to ensure access to comprehensive services 
owed to this highly vulnerable population.

Behavioral health clinicians should provide 
and advocate for the appropriate use of psychiat-
ric medications and trauma-informed psychoso-
cial treatments. When working with youth who 
are in the care and protection of the state, provid-
ers should familiarize themselves with state laws 
around mental health treatment and psychotropic 
consent. Authority for psychotropic consent var-
ies from state to state and may rest with the bio-
logical parents, a child welfare agency, or some 
other party such as a court or state- appointed 
consent agent. Questions about a youth’s legal 
status, consent, release of information, and legal 
authority should be directed to the child welfare 
worker. Issues around consent and privacy have 
also left much of this vulnerable population out 

Youth returns as Peer Mentor to
program 

Skill building to successfullytransition to independent living 

ILD used for food, rent, or clothing

receives Independent Living Dollars
(ILD) 

Youth participates in an independentliving take-home activity 

Fig. 22.9 Orangewood Independent Living Program 
process. (Adapted from California Evidence- Based 
Clearinghouse for Child Welfare. Independent Living 
Program Orangewood http://www.cebc4cw.org/
program/independent-living-program-orangewood)
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of clinical trials and other research studies, 
impacting the amount of evidenced-based litera-
ture on this population.

 Areas of Need: Research 
and Policy Gaps

The Institute of Medicine and the Future of 
Children contemplated transition, including 
research and policy gaps relating to “marginal-
ized” and “vulnerable” youth transitioning to 
adulthood [79, 80]. Foster youth were included in 
these groups, along with youth involved with the 
juvenile justice, mental health, and special edu-
cation systems, and youth with disabilities. More 
research on transition-age services for foster 
youth is needed. A more comprehensive under-
standing of transition-age foster youth and out-
comes will inform policy and program 
development. Many existing programs appear 
promising, but more research is required to deter-
mine the effectiveness and cost- effectiveness of 
programs and inform quality improvement. 
States are given wide latitude to develop transi-
tion programs; differences in state transition ser-
vices provide opportunities to compare 
implementation processes and functional out-
comes. Databases must be expanded, strength-
ened, and linked to support more rigorous 
evaluation and outcome tracking. Administrative 
data may include relevant information, including 
secondary and postsecondary education perfor-
mance, health and behavioral healthcare utiliza-
tion and outcomes, employment, justice system 
involvement, and participation in public assis-
tance programs.

Legislation and policies have begun to address 
the myriad challenges facing transition-age foster 
youth, but to sufficiently support foster youth 
emancipation and self-sufficiency, federal legis-
lation and policies must be strengthened to 
expand the availability and breadth of transition 
services. While recent federal legislation seeks to 
extend state responsibility to act as parents to fos-
ter youth beyond age 18 years, it does so mostly 
to age 21  years, too young given most foster 

youth’s developmental needs. Most states pro-
vide transition services in a limited, interrupted, 
and piecemeal fashion, contrasted with the more 
comprehensive, continuous, and enduring sup-
ports many parents provide their children. 
Transition-age foster youth may be involved with 
multiple agencies because they have multiple 
needs, requiring integration and coordination of 
efforts. Moreover, federal legislation permits but 
does not require states to provide necessary tran-
sition services. For example, only about half the 
states offer Extended Foster Care, and those that 
do often offer more limited services than federal 
policies allow [81]. In addition, while states must 
extend Medicaid eligibility to age 26 years to fos-
ter youth from their own state, most states do not 
do so for foster alumni from other states [16].

Existing programs are too bureaucratic, inac-
cessible, idiosyncratic, fragmented, poorly 
responsive, and stigmatizing [80]. Transition-age 
foster youth will benefit from policies promoting 
a youth-centered, family-focused, culturally sen-
sitive, developmentally appropriate, accessible, 
responsive, comprehensive, and integrated and 
coordinated system of transition care. This care 
should be continuous and seamless from adoles-
cence to early adulthood, trauma- informed, non-
stigmatizing, and socially inclusive. 
Accountability for outcomes must be heightened 
to improve the well-being of foster care alumni.

 Summary

Transition-age foster youth do not typically 
receive the range of family supports that their 
non-foster peers enjoy. Foster youth often experi-
ence multiple adversities that complicate suc-
cessful transition and negatively impact mental 
and physical health. Foster care alumni are at 
increased risk for negative outcomes in educa-
tion, homelessness, employment, financial secu-
rity, health, and behavioral health. Youth- serving 
public systems of care often end at age 18 or 
21 years or are discontinuous with adult approxi-
mations. The federal government, states, founda-
tions, non-government organizations, families, 
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and current and past foster youth have begun 
addressing transition-age foster youth needs. 
Many policies and programs appear to be promis-
ing. More research is needed to assess the effec-
tiveness and efficiency of existing programs and 
to inform program and policy development and 
quality improvement. Policies must be strength-
ened to increase accountability for developing 
youth self-sufficiency and improve transition ser-
vice availability, access, responsiveness, continu-
ity, duration, and effectiveness.
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Medical Leave of Absence

Parna Prajapati, Anisha Garg, and Bela Sood

 Case Example 1

Ron is a 19-year-old college freshman, with a 
history of depression and anxiety, who started his 
engineering undergraduate education at a reputa-
ble university. He was diagnosed with both these 
disorders in the preadolescent years and was sta-
bilized on a combination of antidepressant medi-
cation and psychosocial interventions. Due to his 
performance during college interviews and his 
perceived mental health stability, his family sup-
ported a decision to stop counseling but to con-
tinue medication only with his long-standing 
treating psychiatrist. The mental health providers 
were agreeable with this plan but advised that he 
restart on-campus counseling if the need arose. 
Ron started college with excitement and energy. 
Although his family was well-off financially, he 
took up a part-time job on the weekends to have 
additional spending money. The stress of manag-
ing academics and his work gradually became 
crippling. He realized he was experiencing loss 
of pleasure in his hobbies; his grades were drop-
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Key Points
• Medical leaves of absence allow college 

students the opportunity to pause their 
education when necessary to focus on 
recovery from a mental health 
condition.

• Colleges differ in their approach to 
MLOA, and students, families, and pro-
viders may need to be proactive to be 
sure to follow the procedure and mini-
mize disruptions or financial 
ramifications.

• Universities prefer not to mandate that 
students take LOA but reserve the right 
to do so when a student is refusing to 
withdraw and is exhibiting worrisome 

behavior that presents a risk to the cam-
pus community.

• Early interventions allow the student to 
connect to appropriate treatment and 
accommodations and may prevent the 
need for MLOA.
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ping, and he was losing hope – all familiar emo-
tions for him from the past. In addition, the stress 
of perceived stigma associated with mental ill-
ness made it difficult for him to seek academic 
accommodations. Ron wanted desperately to 
appear to “fit in” with his peers. He would not 
discuss his unhappiness with his roommate and 
had no other supports in place. He missed his 
psychiatry appointments due to scheduling con-
flicts with his classes. While he was able to con-
tinue taking his antidepressant medication, he 
had difficulty accessing a psychotherapy appoint-
ment. The student counseling center had a 4-week 
wait, and he was limited to six counseling ses-
sions. He was referred to a community provider 
to continue treatment, but felt increasingly iso-
lated and unsupported. He scheduled a meeting 
with his advisor to discuss his options, as he won-
dered whether he should take some time off to 
focus on mental health treatment.

 Case Example 2

Julia is an 18-year-old female with a history of 
bipolar disorder, attention-deficit/hyperactivity 
disorder (ADHD), and post-traumatic stress dis-
order (PTSD) who was stabilized on multiple 
medications and weekly counseling. She was 
accepted to a local college which was her top 
choice. However, she received a scholarship that 
allowed her to go to school in another state. 
Family members who lived nearby were willing 
to offer support, but she did not tell them about 
her history. Due to the severity of her symptoms 
and poor compliance with her medication regi-
men, she required three acute care inpatient hos-
pitalizations within a month of starting college. 
She chose to ask the college for a “regular sick 
leave” and did not request a medical leave of 
absence. She is now wondering whether her 
scholarship will be affected.

 Introduction

The transition to adulthood involves struggle and 
searching for independence, autonomy, and con-
solidating adult identity. Each choice, such as 

enrolling in an Institute of Higher Education 
(IHE), entering the workforce, or remaining at 
home, carries its own set of challenges. Often, the 
transition ends by entering the workforce and 
becoming financially independent. However, a 
young adult attending college can be in an “in- 
between” developmental stage. College youth 
may still be financially dependent on parents but 
also drift away from parental influence as they 
explore new relationships and experiences. 
Especially for youth with preexisting mental 
health issues, this transition phase poses a lot of 
challenges [1]. The freedom that comes with 
adulthood also carries the risk of a sense of inse-
curity for youth who are attempting to become 
socially adept, fit in with peers, and learn differ-
ent skill sets [1].

 Mental Health Concerns in IHEs

College mental health-related issues are on the 
rise, and there is a clear need to provide extensive 
mental health support on campus since a growing 
number of students with mental health needs now 
attend college [2]. A majority of the college 
counseling center directors reported having more 
students with greater mental health-related issues 
on their campuses, and the trend is moving 
upward. Suicide is the second leading cause of 
death among the young adult from age 18 to 
22 years, claiming 3375 deaths just in 2018 [3]. A 
2010 study found 1100 completed suicides on 
college campuses every year [4]. The American 
College Health Association survey in 2019 indi-
cated that 17% of male students and 21% of 
female students in colleges surveyed felt dis-
abling depression, with over 50% receiving both 
prescription medicine and psychotherapy in the 
last 12  months of the survey. The National 
Alliance on Mental Illness survey conducted in 
2012 on more than 700 college students across 48 
states and the District of Columbia provided 
alarming results of student disclosures [2]. While 
73% of students experienced some form of crisis 
while in college, 35% did not report it to college 
officials due to one or more reasons. The most 
cited reason by students was they found a lack of 
mental health awareness and education in faculty, 
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staff, and students [2]. This lack of confidence in 
the university’s support of mental wellness and 
awareness of illness can have a tremendous 
impact on early identification, early self- 
disclosure, and receiving proper care.

A majority of students experience some form 
of stress as they enter college life, and there are 
services directed toward supporting students 
through challenging situations. Many stressors 
fall into the category of adjustment issues. These 
include incompatibility with a suite or room-
mate, challenges around nutrition and food, bud-
geting money, and acclimating to new local 
resources. While most of these adjustment-type 
problems settle down after the first few months 
of this transition, some students struggle with 
issues that rise to the level of a mental health dis-
order. Research shows that a mental health diag-
nosis is most associated with the failure to 
complete a college education [5]. Depending on 
the socioemotional maturity of the student, a 
lack of awareness of one’s own strengths and 
weaknesses can have varying effects. Students 
may have unrealistic ideas about the adjustment 
to college life and poor preparation to handle 
challenges when they do appear. The perceived 
stigma of accessing on-campus mental health 
providers can lead students to postpone care, 
resulting in functional deterioration. While an 
IHE counseling center can serve the population 
who self-identify, are willing to seek assistance, 
and are motivated to be healthy, it does not serve 
that population which chooses not to seek assis-
tance for mental health reasons. College youth 
are a specifically vulnerable group subject to 
several risk factors responsible for the emer-
gence of mental health problems. This age group 
is in the midst of achieving independence in 
decision- making, managing finances, and stay-
ing on top of academic expectations. They are 
also in the midst of psychological separation and 
individuation from their parents. The literature 
suggests that roughly 50% of all lifetime mental 
disorders start by the mid-teens and 75% by the 
mid-20s [6].

Incoming freshmen who have preexisting 
healthcare needs may be at even greater risk of 
ongoing challenges. Disability-related accom-
modations in IHE are optimally self-requested. 

Treating providers should initiate conversation 
about this topic well in advance of the college 
application process. The IHE is not obliged to 
provide support if a student does not self- identify. 
Students may not know that they can receive 
accommodations for physical or mental health 
concerns. . Although the types of accommoda-
tions differ from what is available in high school, 
the Americans with Disabilities Act and its 
amendments [7] does not allow any kind of dis-
crimination against individuals, including stu-
dents (Title II for publicly funded institutions and 
Title III for privately funded institutions) [8]. The 
majority of disability- qualified students are 
unaware that they are entitled to these accommo-
dations. Those who recognize their right to 
accommodations often do not utilize them due to 
perceived public or personal stigma [9]. This can 
be a huge risk factor for students needing a LOA 
in a time of crisis.

Information sharing and help-seeking behav-
iors can be especially challenging for those with 
mental health needs. These challenges include 
finding willing and trained providers on or near 
campus, complying with regular mental health 
provider visits, ensuring the quality of interven-
tions (both psychosocial and psychopharmaco-
logical), and early identification of deterioration 
of functioning, with prompt access to services 
when in crisis. Adding to the challenge is the fact 
that students need to do these things indepen-
dently while navigating academic progress in a 
new environment.

In the presence of environmental stressors, a 
biological propensity for mental and physical 
health challenges can [10] create a perfect storm 
for the appearance of health emergencies. Parents 
who do not live nearby may be unaware of devel-
oping crises. Even with regular communication, 
parents may be unable to detect regression in 
their child (slow to rapid decline). If the decline 
is rapid, the student may be unable to continue 
with the semester. Knowledge about what 
recourse they have and what the IHE offers in the 
way of support could prevent failure in the long 
term (e.g., dropping out of college permanently). 
When students utilize a well-designed medical 
leave of absence (MLOA) that has clear guide-
lines and procedures for reentry, the university 
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may see a clear impact on student retention, and 
this may subsequently increase their college 
graduation rates.

What are the ways IHEs can be helpful to stu-
dents who are struggling with acute or chronic 
health conditions that interfere with their aca-
demic progress? Other chapters discuss the uni-
versity counseling center and student health 
services resources available on most university 
campuses. This chapter will discuss and provide 
the reader with a road map for tools available to 
undergraduate and graduate students in academic 
distress because of a health emergency. A medi-
cal leave of absence (MLOA or LOA) allows the 
student time to manage the crisis and return to the 
university when healthy and ready to re-enroll. 
MLOAs are generally overseen by the office of 
student affairs with the intention to reintegrate 
the student back into the academic environment 
once they have safely made it through the acute 
crisis and early recovery phases. This chapter 
identifies essential elements of MLOA guidelines 
and describes a number of college programs to 
provide examples of what may be available to 
struggling students.

 Types of Withdrawals

Universities should develop a frame for an LOA 
that is proactive and preventative, in order to 
optimize utilization and reduce barriers to deal-
ing with health emergencies which can derail 
education. Following the development of such a 
frame, the university administration should dis-
seminate this information and available resources 
to staff/faculty, advisors, and the student body in 
regular intervals. When the information and plans 
are clearly defined, easy to find, and a regular part 
of orientation for faculty and students, the MLOA 
process is far easier to navigate.

More often than not, the concepts of “leave” 
and being “sick” inherently carry a negative con-
notation that one is deficient or unable to com-
plete an academic goal in the usual manner. 
Negative labels, such as “academically weak,” or 
“unable to handle college,” can become second-
ary stressors. The internal conflict of acknowl-
edging challenges and limitations while aspiring 

to become a successful, independent adult has the 
potential to seriously undermine self-concept and 
confidence. Asking for a medical leave of absence 
for mental health-related issues can damage self- 
esteem and exaggerate the youth’s primary ill-
ness. Recognizing these issues, universities 
should create a culture wherein requesting a LOA 
is seen as a sign of strength. Incentives to pro-
mote help seeking can be built in to encourage 
proactive and timely utilization of these resources.

Withdrawals can be loosely categorized based 
on cause or on the manner of withdrawal.

 1. Cause of the withdrawal:
 (a) “Primary” due to direct effect of mental 

health-related issues (e.g., anxiety, sub-
stance use, depression)

 (b) “Secondary” related to the psychological 
effects of a primary (non-mental) health- 
related issue (e.g., poorly controlled dia-
betes, mild traumatic brain injury)

 (c) “Tertiary” related to stress stemming from 
the psychological effects of being sick 
(e.g., stigma of mental health-related 
issues, the stress of “catching up” with 
school work, financial burden)

 2. Manner of the withdrawal:
 (a) Voluntary: initiated by the student.
 (b) Involuntary withdrawal: university initi-

ates the process due to severe aggres-
sion, substance use, violation of campus 
rules, etc.

 Risk Factors for Voluntary LOA

Figure 23.1 depicts factors contributing to suc-
cess versus failure on individual, family, and 
institutional levels (Fig. 23.1). Following that is a 
short list of risk factors for voluntary withdrawal 
from IHEs.

 1. Individual:
 (a) Existing mental health diagnosis prior to 

college entry: the majority of the students 
who require voluntary LOA have a mental 
health diagnosis even before entering the 
IHE.  Insight into one’s illness and the 
need for additional support largely deter-
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mine whether a student will request a 
LOA.

 (b) Substance use: substance use among col-
lege youth is a very common problem, 
and it is increasing. There is evidence that 
leaving high school serves as a risk factor 
for substance use initiation as compared 
to entering college which may somewhat 
mitigate risk for SUD [11]. Treatment of 
substance use disorders often requires 
full-time engagement in a residential 
treatment program.

 (c) Executive functioning skills: students 
struggling with disorganization, poor 
planning, and impulsive decision-making 
may not request or implement accommo-
dations when indicated.

 2. Family and friends:
 (a) Parental/caregiver support and educa-

tional level: families with a poor level of 
connectedness may be inconsistent in 
their support for their offspring during 
crises. Timely help from family members 
who are knowledgeable about navigating 
the system may prevent the worsening of 
health problems and reduce the need to 
obtain an LOA.

 (b) Financial stress: families with financial 
issues may face additional stress when 
students have to work to support them-
selves. They may have chosen to do so 
without an awareness that academic per-

formance and mental health could be 
affected by work commitments.

 (c) Local networks (friends, activities, and 
clubs): students who do not have local 
support in either family members or 
friends are at a greater risk of feeling iso-
lated. Development of a network of 
friends, with the university providing for-
mal and informal avenues for socializa-
tion, can meet the developmental needs of 
the transitional age youth.

 3. Institution:
 (a) Availability of on-campus mental health 

resources: the availability of mental 
health counseling resources on campus 
can vary by the university. Readily avail-
able on-campus providers allow students 
to easily access care with clinicians who 
are familiar with the university environ-
ment and common stressors.

 (b) Availability of wellness programs: the 
availability of wellness programs may 
depend on campus leadership recognizing 
the importance of prevention. Institutions 
can offer courses in positive psychology 
(e.g., “How to Thrive,” “Science of 
Happiness”), yoga, and meditation which 
can count toward a minor or a credit 
course. Outreach programs can normalize 
and encourage students to incorporate 
wellness practices into their everyday 
living.

 (c) Training and education of faculty and 
staff: training of faculty and staff to rec-
ognize students struggling and triaging 
them appropriately without needing to be 
experts in mental health or wellness could 
be a university-wide goal to increase early 
identification of students who may need 
modifications to their schedule.

 Early Identification 
and Interventions

Serious mental illness needs prompt attention to 
manage the acute event and, in turn, prevent sec-
ondary morbidities and acute health emergen-
cies. Prompt identification and early interventions 
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can be challenging as they are dependent not only 
on an individual’s abilities but also awareness 
and accessibility to supportive people. If an indi-
vidual is staying on campus, their roommate or a 
neighboring student can play a vital role in iden-
tifying social isolation, changes in behavior, and 
unsafe actions. Resident assistants (RAs) can 
also be an invaluable help in recognizing prob-
lems as well as serving as a resource, friend, and 
mentor for the struggling student. Academic pro-
fessionals, such as advisors, professors, and 
teaching assistants, can also identify early signs 
and symptoms of deterioration or crisis.

Typically, students feel stigmatized and are 
wary of disclosing their mental health-related 
struggles at the college level due to several fac-
tors [9]. In turn, specific cultural norms dictate 
that boundaries of personal privacy are respected, 
and the belief that “one minds one’s own busi-
ness” may make it difficult for peers to determine 
when they should raise concerns about a peer. If 
education, awareness around mental health, and 
well-being are commonly discussed topics in the 
climate of an IHE, the taboo about addressing 
these issues can be mitigated.

 The Process (Fig. 23.2)

When a situation arises that impacts a student’s 
education secondary to health issues, the decision 
to prioritize one’s health is paramount. A medical 

leave of absence provides a student with the abil-
ity to take voluntary leave from academic pres-
sures in order to prioritize their physical and 
psychological health by getting appropriate treat-
ment. LOA includes both physical and mental 
health concerns, in addition to other extenuating 
circumstances such as leave for military deploy-
ment. When considering taking a medical leave 
of absence, the student should first review the 
policy, often stated on the school website. The 
student should also meet with their academic 
advisor prior to completing any necessary forms. 
The advisor should be able to provide guidance 
and discuss the options available, depending on 
the needs of the student. The family may need 
consultation about financial impact and registra-
tion status. The withdrawal process may include 
completing an LOA form, writing a brief per-
sonal statement, and having documentation from 
their treating healthcare provider indicating the 
student’s current diagnosis and need for treat-
ment. Students should be aware of the time (e.g., 
middle of quarter, 2  weeks after midsemester) 
they have to voluntarily withdraw from enroll-
ment (for nonmedical reasons) without financial 
penalties. Each university determines this time 
differently.

Ideally, medical leave of absence should be an 
option available at all higher levels of education 
institutions. A published survey of over 700 col-
lege students conducted by Gruttadaro et al. [2] 
found that 46% of the students felt that medical 
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leave of absence is a critical accommodation for 
their success in college. Others identified help 
with leave of absence and returning to school 
after an absence being a critical support [2]. LOA 
should cover both mental and physical health cri-
ses that are interfering with education. Policies 
need to be clearly outlined and explained in an 
easily accessible manner. These policies need to 
clearly define the process of exploring LOA, 
seeking other options or accommodations, and, 
finally, the application and reinstatement process. 
Students in the midst of a mental health crisis are 
in need of support from staff, faculty, and admin-
istration. Each individual’s situation is unique in 
its challenges and therefore requires an indepen-
dent evaluation to gain understanding and inter-
vene appropriately. Presenting various options 
allows the student to have autonomy, which is an 
important principle consistent with the ethics of 
making such a decision. Figure 23.3 depicts the 
possible involved parties contributing to LOA/
MLOA decisions (Fig. 23.3).

LOA can be initiated by the student, guardian, 
college, or healthcare professional. By far, the 
students are the most common initiator, as they 
have the greatest experience into the academic 
risk their instability, albeit temporary, is posing 
for them. At times, a faculty member or employer- 
level concern can initiate a LOA request based on 
outlier behavior, performance, or code of conduct 
violations. In the latter scenario, the process 
would be explained by the academic advisor.

Once these requests are formally submitted, 
they are typically handled by the Division of 
Student Affairs at most universities (see 
Table 23.1). Often, these requests are processed 
with the help of the IHE’s health center. According 
to an interview with the Associate Vice Provost at 

Virginia Commonwealth University, schools will 
sometimes use experts within the mental health 
field who work at the university health/counsel-
ing center to assess the student, determine if stu-
dents meet the criteria for LOA, and finally 
provide recommendations for seeking treatment 
(R.  Rodriguez, personal communication, 
November 14, 2019). Concerns often brought up 
when taking a LOA include falling behind in 
coursework, losing financial aid, losing on- 
campus housing, and losing scholarship support 
[12]. Along with consulting the academic advi-
sor, the student should interface with the financial 
aid office and housing office to gain information 
and understand the implication of withdrawal. In 
many cases, when LOA is approved, the student 
will be refunded tuition for the current semester 
or quarter in which they are enrolled, with 
resumption of enrollment upon returning to 
school. This can vary depending on the IHE’s 
refund policy [13]. The withdrawn student is not 
allowed to partake in school activities nor con-
tinue living in on-campus housing when disen-
rolled and will, therefore, require other living 
options. It also is important to note that once the 
LOA is granted, the student’s transcript may 
often display some type of notation indicating 
withdrawal. However, no reasoning for the with-
drawal is generally documented on the academic 
record, protecting the student’s right to privacy 
[13].

Often, leadership in student affairs offices 
suggests that other interventions be explored 
before going for a LOA, e.g., accommodations 
in classes to meet the immediate academic needs 
of the student, fast-tracking a student for coun-
seling services or mental health evaluation [13, 
14]. In other words, academic leadership is keen 
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to keep the student on campus and to collabora-
tively work toward restabilization. Depending 
on university policy, safeguards for students 
may vary. Some public universities go to great 
lengths to make their policies about MLOA 
available to students, with a procedure in place 

to make the process predictable and transparent 
for students [13].

In preparation for this chapter, authors also 
viewed IHE publicly available website content 
about involuntary leave to gain a student/parent/
consumer perspective. Two IHEs clearly 
described the MLOA/LOA process at the time of 
viewing and are summarized here.

 Virginia Commonwealth University 
(VCU) https://dos.vcu.edu/services/
medical-leave-of-absence/

The MLOA/DOA website clearly outlines the 
three steps for MLOA: (1) completing the MLOA 
Form, (2) Form Review, and (3) MLOA meeting. 
It also outlines a three-step MLOA reinstatement 
process and includes considerations, checklists, 
and additional resources for those considering 
MLOA.

VCU advises the student to review the MLOA 
policy, meet with an academic advisor, and to 
meet with a financial aid counselor prior to apply-
ing for MLOA. The process begins when the stu-
dent first petitions the Dean of Students (DOS) 
Office in the Division of Student Affairs at VCU 
for a medical leave of absence from all courses. 
This must occur prior to the last day of classes 
and before a final grade has been posted. The 
petitioner is required to complete the MLOA 
form, which encompasses supporting evidence 
from the treating provider. Next, the form will be 
reviewed by a staff member to ensure it meets 
MLOA criteria. When the criteria are met, a 
meeting is scheduled with the student to discuss 
their planned medical leave. During this meeting, 
information is provided regarding MLOA, the 
reinstatement/re-enrollment process, and the 
conditions that need to be met in order to be rein-
stated. In order to be reinstated, evidence must be 
provided to prove readiness of return. This 
includes a completed Provider MLOA 
Reinstatement form, which is a letter of support 
from one’s treating healthcare provider. After this 
is completed, the documentation will be reviewed 
by the DOS office in consultation with Student 
Accessibility and Educational Opportunity, 
Division of Academic Success, University 

Table 23.1 Key of surveyed universities

University 
(coded by 
colors) Brief description
Blue Virginia Commonwealth University, 

Richmond, VA; eastern public 
institution, doctoral universities: very 
high research activity, high 
undergraduate, 4-year, large, primarily 
nonresidential

Green Midwest public institution, doctoral 
universities: very high research activity, 
majority undergraduate, four-year, large, 
highly residential

Red Eastern private institution, doctoral 
universities: very high research activity, 
majority undergraduate, four-year, large, 
highly residential

Orange Southern public institution, doctoral 
universities: very high research activity, 
high undergraduate, 4-year, large, 
primarily nonresidential

Yellow Western public institution, doctoral 
universities: very high research activity, 
majority undergraduate, 4-year, large, 
highly residential

Brown Eastern public institution, doctoral 
universities: very high research activity, 
high undergraduate, 4-year, large, 
primarily residential

Purple Eastern public institution, doctoral 
universities: very high research activity, 
high undergraduate, 4-year, large, 
primarily nonresidential

White Northern public institution, doctoral 
universities: very high research activity, 
high undergraduate, 4-year, large, 
primarily residential

Pink Western public institution, doctoral 
universities: very high research activity, 
majority undergraduate, 4-year, large, 
primarily residential

Black Western public institution, doctoral 
universities: very high research activity, 
high undergraduate, 4-year, large, 
primarily residential

Indigo Western private institution, doctoral 
universities: very high research activity, 
majority graduate, 4-year, large, highly 
residential
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Student Health Services, and/or University 
Counseling Services. If not enrolled for three 
consecutive semesters, the student will have to 
reapply for admission. The student may be 
required to undergo an independent evaluation by 
a medical and/or psychological professional who 
is assigned by the university, if needed. If con-
cerns exist that a student presents a significant 
risk to the safety of others within the VCU 
 community, the DOS office may insist that the 
student take an administrative leave. The student 
may then appeal this decision.

There have been very few cases in which a 
student has been requested to take leave due to 
failure to uphold the student code of conduct 
(R.  Rodriguez, personal communication, 
November 14, 2019). The counseling service 
opposes forced leave and encourages students to 
obtain assistance while remaining enrolled 
whenever safely possible. Each semester, VCU 
is expected to grant, on average, 50–70 MLOA. 
(Unusually, the DOS office had received less 
than 50 requests by the time of interview in 
midsemester.) It is estimated that approximately 
75% of the LOA requests pertain to mental 
health reasons (R. Rodriguez, personal commu-
nication, November 14, 2019). The respondent 
was unable to provide demographic information 
about students requesting MLOA, as this is the 
first year that MLOA has been undertaken cen-
trally by the Division of Student Affairs. 
Previously, MLOA was handled by each stu-
dent’s respective academic college (e.g., life sci-
ences, art, business, etc.) through the Academic 
Regulations Appeals Committee (ARAC). This 
was changed to a centralized DOS review in 
order to expedite the process and to improve 
consistency with expectations and rights of 
students.

 New York University (NYU) https://
www.nyu.edu/about/policies-
guidelines-compliance/policies-and-
guidelines/student-leave-policy.html

On this website, NYU defines voluntary leave 
and procedures, and return from voluntary leave/
reinstatement, and its associated procedures. It 

does the same for involuntary leave and also 
organizes other leave categories, like study 
abroad/study away. A search on the NYU site 
about personal or MLOA links users to content 
more specific to visa and enrollment criteria for 
international students.

The university recommends that the student 
discuss LOA with their academic advisor prior to 
withdrawing. A completed LOA form is submit-
ted to NYU’s Albert Student Center. The LOA 
request is then sent to the Department of Students 
(DOS) office for review and approval. The DOS 
office consults with the director of Counseling 
and Behavioral Health Services, or the medical 
director of the Student Health Center, depending 
on whether the reason is psychological or medi-
cal. An independent evaluation with the 
Counseling and Wellness Services may also be 
required, depending on the student’s needs. DOS 
will then approve or deny the request and discuss 
the associated conditions. Conditions can include 
seeking treatment (medications and/or therapy 
services), leaving on-campus housing, writing a 
personal statement, etc. When considering rein-
statement, individuals on leave must notify the 
DOS office 6 weeks before the start of the semes-
ter of intended return. An independent assess-
ment interview by the Counseling and Wellness 
Services is required along with a completed 
“Certificate of Readiness to Return” from the 
treating provider. This independent evaluator 
from the Counseling and Behavioral Health 
Service will then provide their recommendations 
to the Dean regarding the student’s ability to 
return and be successful. When requesting leave, 
a student is allowed a minimum of one semester 
(4  months) to a maximum of two semesters 
(8 months). Individuals who are denied a leave 
extension or who do not to enroll for the returned 
term approved by the dean are required to reap-
ply for admission. If denied return, a petitioner 
has the option to appeal the decision.

In comparison, involuntary leave of absence 
occurs when the administration considers a stu-
dent to pose a threat or is a danger to them-
selves or others. A student may be required to 
undergo an independent evaluation by the 
director of Counseling and Wellness Services in 
this case.
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 Administrative Considerations 
to LOA

Highly proactive IHEs will routinely engage the 
university’s legal counsel in LOA/MLOA deci-
sions to ensure an ethical and equitable approach. 
However, other universities may not have such 
safeguards. For example, private colleges may 
have fewer protections, and a student can be 
asked to leave after an involuntary LOA [15].

Lived experience can also have a major impact 
on university procedures. As an example, at ini-
tiation, Virginia Commonwealth University 
MLOAs were granted at the discretion of indi-
vidual academic schools (e.g., business, engi-
neering) within the university. This created 
different rules differently interpreted within each 
of the schools. In 2019, VCU centralized the 
oversight of MLOA to the Dean of Student 
Affairs to consolidate uniform, equitable process 
(R.  Rodriguez, personal communication, 
November 14, 2019; unreferenced). The review-
ing body reviews the form to evaluate appropri-
ateness of the MLOA, or whether some other 
intervention is in order (such as counseling find-
ing support within the university, to overcome 
challenges). The Dean of Student Affairs also 
ensures that the MLOA is not being requested to 
avoid an adverse outcome such as expulsion from 
the university for other reasons. As of the time of 
publication, the university will assess the first 
centralized cohort and will evaluate if the stan-
dardized approach has changed reinstatement 
outcomes, as well improved faculty and student 
satisfaction with the process.

Involuntary leave generally occurs when fac-
ulty or peers raise an alarm regarding behavior 
that is inconsistent with student code of conduct, 
or behavior that is bizarre or threatening [16]. 
Generally, well-informed faculty know to contact 
the Student Affairs Office or the school’s behav-
ioral intervention team to raise their concerns, 
while a peer might speak to a resident assistant 
(RA) who may escalate the concern up to the 
Dean of Student Affairs. For some universities, 
the Dean of Student Affairs Office will have a 
behavioral intervention team or threat assessment 
team that includes representation from the uni-
versity communication team, campus law 

enforcement, university counseling services, 
legal counsel, faculty from the office of student 
conduct office, a human resources representative, 
and, sometimes, even the president of the univer-
sity [16]. The unifying characteristic of these 
teams is the multiple departments that are repre-
sented for consensus decision-making. These 
threat assessment teams often meet regularly. 
Threat assessment is a topic that has garnered 
national interest after the Virginia Tech massacre, 
and universities across the nation have developed 
teams to prevent sentinel events from occurring 
on campus. At best, threat assessment teams are 
well connected locally and nationally to agencies 
such as the FBI and state police who can provide 
them with more information about possible 
threats that those agencies pick up through social 
media [17]. In addition to threat assessment 
teams, universities have also begun to develop 
care teams which oversee students who are 
referred for mental health concerns or aberrant 
behaviors. The care team often meets regularly 
and may flag certain students for review by the 
threat assessment team [16].

 Reinstatement

If the student is seeking to return to the same 
IHE, the reinstatement process can be similar to 
the withdrawal process in reverse. As in the case 
of applying for leave, a student may need to com-
plete a reinstatement form and provide documen-
tation from the treating provider indicating 
readiness of return and recommendations (if any) 
for continued treatment. Sometimes, reentrants 
are asked to write a brief statement explaining the 
completion of any university expectations during 
their leave. In addition, the student may need to 
notify the Dean of Students Office prior to the 
planned semester or quarter of returning. In some 
IHE’s this is required as early as 8 weeks before-
hand. The Student Affairs Office will then review 
the student’s request, often involving the campus 
mental health/counseling center or other services 
if indicated and determine whether or not they 
have completed all expectations for reinstate-
ment. Some institutions may also require a psy-
chological evaluation completed independently 
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by a professional of the university’s choosing to 
assess the readiness of return [18]. Generally, the 
letter from the provider regarding fitness to re- 
enroll must speak to the resolution of the specific 
issues in the MLOA and what would be helpful 
for the student when they return [18].

 Leave of Absence and the Legal 
System

From time to time, the legal system weighs in on 
what are considered the “rights” of college stu-
dents. Lawsuits against universities have helped 
other institutions revamp their MLOA policies. It 
is clear that leaves of absence for mental health 
needs are sometimes necessary. However, it must 
be considered to be the last resort when reason-
able accommodations cannot help stabilize the 
medical or mental health crisis.

In 2018, a class action lawsuit was brought 
against Stanford University for perceived viola-
tions of anti-discrimination toward students who 
suffered from mental health issues [19]. Students 
claimed they were being forced to leave the cam-
pus, sometimes under threat of expulsion. 
Students also expressed concerns that the univer-
sity would often not provide additional support or 
resources, but, rather, exclusively encourage a 
leave of absence. Students additionally alleged 
that favorable guidance or opinions made by their 
off-campus treating providers, mental health pro-
fessionals, were not followed nor taken into con-
sideration by the university. Upon return, 
plaintiffs charged that they were required to write 
personal statements “accepting blame” regarding 
their behaviors leading to the forced LOA [12]. A 
confidential settlement was reached in October 
2019 which resulted in negotiated revisions to the 
leave of absence policy and procedures. This case 
is considered a landmark win for those with men-
tal health concerns, according to the Disability 
Rights Advocates (DRA) [19]. The DRA is hope-
ful that this case will bring about change and 
implement progress for other colleges and uni-
versities across the country to help advocate for 
those who suffer from mental health disabilities. 
In addition, the university has partnered with The 
Jed Foundation to help build and develop pro-

grams addressing mental health needs. According 
to The Jed Foundation (JED) website, one of the 
foundation’s missions is “to guide schools 
through a collaborative process of comprehen-
sive systems, program and policy development 
with customized support to build upon existing 
student mental health, substance use and suicide 
prevention efforts.” Designated “JED Campuses” 
embark on a 4-year strategic partnership that not 
only assesses and enhances the work that is 
already being done but helps to create positive, 
systemic change in the “campus community” 
(JED). This program is affiliated with over 200+ 
colleges and universities nationwide, spreading 
mental health awareness.

Until the 1960s, higher institutions adopted a 
law of in  loco parentis, a Latin phrase meaning 
“in place of the parent,” generally describing the 
legal relationship of a temporary legal guardian, 
including an entity, and a minor. This in turn 
meant the university would act with parental pre-
rogative (rights, duties, and responsibilities) 
toward students. Following a series of several 
court cases, this concept evolved and ultimately 
dissolved in the 1990s, so that the relationship 
has changed between universities and students, 
allowing students their constitutional rights and 
protections. Despite the demise of in loco paren-
tis for IHEs, legal cases have since occurred 
where universities have been found negligent in 
providing protections for students. An example 
of this is Mullins v Pine Manor College (1983), 
after a female student was raped on campus. The 
student sued the college for failing to protect her 
from the incident, and the courts ruled in her 
favor [20]. IHE sometimes continue to struggle to 
find a balance between the duty to protect and 
allowing individual rights.

 Results from a Survey Conducted by 
Authors

The authors conducted a convenience survey 
with several universities in the USA to gain more 
understanding about the medical leave of 
absence process and how teaching institutions 
implement policies for LOA.  Authors reached 
out to 11 universities/colleges with an attempt to 
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be geographically diverse by contacting IHE in 
four regions (i.e., North, West, South, East USA) 
with the results presented below. Authors 
included information available publicly on uni-
versity websites. In cases where information was 
either restricted for public use or was not avail-
able, the authors attempted to obtain this infor-
mation via telephone. A convenience survey was 
used due to accessibility, efficiency, and limited 
financial resources. Although the information 
obtained was enlightening and educational, our 
findings are limited due to a small sample size 
and inability for clear generalization. See Tables 
23.1 and 23.2.

Authors found that about three-fourths of 
LOA requests are mental health related. In two of 
the universities (Blue and Green), they occurred 
most commonly in students in the freshman and 
sophomore years. However, Orange University 
described the majority of LOA requests being 
from students in their senior year (R. Rodriguez, 
personal communication, November 14, 2019; 
Green University, personal communication, 
November 11, 2019; and Orange University, per-
sonal communication, December 17, 2019).

Authors noticed that universities used differ-
ent terms for leaves of absence and varied in poli-
cies for accommodations and reinstatement. 
After reviewing LOA from different universities, 
some areas of concern were noted from students’ 
personal experiences. For example, student status 
and eligibility for campus services were cut off 

when TAY were no longer an “active” student 
(Yellow University, personal communication, 
December 9, 2019).This introduces barriers such 
as loss of school health insurance, campus hous-
ing, and school services including access to the 
campus mental health counseling center 
(Hartocollis, 2019; Yellow University, personal 
communication, December 9, 2019). This could 
ultimately cause further disruption and distress to 
the student who is already suffering from a men-
tal health crisis.

One university presented the option to pur-
chase extended school health insurance out of 
pocket, therefore, maintaining the ability to con-
tinue counseling services through the university. 
It was noted that out-of-pocket costs for insur-
ance were often high and therefore unlikely to be 
a viable option (Yellow University, personal 
communication, December 9, 2019). At other 
universities, this parallel of employee offered 
continuation of health coverage (COBRA)-type 
benefit would continue health insurance but not 
permit disenrolled student to access on campus 
care (V. Chan, personal communication, June 19, 
2020). Housing loss for freshmen and sopho-
mores can be more problematic than for juniors 
and seniors who usually establish off-campus 
apartment living. Students who take MLOA gen-
erally lose student housing eligibility. Some sites 
even suggest that after LOA is granted, students 
may have 24–48 h and not more than 5 days to 
move out. This can intensify stress, making it 

Table 23.2 Survey of a university sample chosen based upon geographic location

US regions University Responded to request Allows LOA? Information available on website?
North White ⊠ ⊠ ⊠

Green □ □ “medical withdrawal” □
West Pink ⊠ □ “hardship 

withdrawal”
□

Yellow □ ⊠ □
Black ⊠ ⊠ ⊠
Indigo □ □ □

South Orange □ □ “medical withdrawal” □
East Brown □ ⊠ ⊠

Blue □ □ □
Purple ⊠ □ “excused withdrawal” □
Red ⊠ □ □

Information obtained from respective school websites [Refs. 2, 4, 5, 11, 17, 18, 20–23]
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more difficult for the student to prioritize their 
mental health needs. In some situations, unstable 
home situations complicate the students’ recov-
ery. With loss of campus-based housing, these 
students may have to return to an environment 
that could be triggering and cause further exacer-
bation of their symptoms. A student may speak 
with the housing office to explore options, which 
are often limited.

 Case Example 1: Continued

Ron met with his advisor, who offered to help 
him get connected more quickly to a local psy-
chotherapist. He also discussed the procedure for 
taking a MLOA. Ron reviewed his options with 
his family and his outpatient psychiatrist, and 
they all agreed that he would take the rest of the 
semester off and move back home with his fam-
ily. He completed an application in which he pro-
posed a plan to complete one community college 
course and volunteer at the humane society for 
10 h per week in addition to attending psycho-
therapy sessions twice per week. With regular 
therapy sessions and close follow-up by the psy-
chiatrist, Ron achieved stability once again. He 
contacted the university weeks in advance of the 
new semester, submitted an application for rein-
statement in which he reported on his experience, 
and had his psychiatrist and therapist write letters 
attesting to his participation in treatment, current 
status, and future recommendations. He contin-
ued to see his therapist twice per week via tele-
health (to minimize need for travel) and was able 
to cut down to once-weekly sessions later in the 
semester as he continued to demonstrate 
improvement.

 Case Example 2: Continued

Being in another state, at a new university, with 
new adult responsibilities, including newly 
acquired independence, was becoming a stressor 
for Julia. Her mental health worsened, causing a 
crisis and leading her to return home for family 
support. She subsequently lost her scholarship, 

and she had to enroll locally in a community col-
lege. While her list of regrets clearly included her 
medication non-compliance, she also described 
the feeling of being “lost” while pursuing an edu-
cation in an unfamiliar state where she did not 
know insurance work-arounds, struggled to con-
nect with local mental health providers, and had 
no knowledge of college mental health resources. 
She left college without exploring any of the 
campus resources that were available. Again, 
stigma played a big role in Julia not feeling com-
fortable disclosing her mental health needs to her 
college. She described several attempts to locate 
mental health services by either searching the 
college website or reaching out to friends for 
help, both with no success.

Julia needed tremendous support in navigat-
ing resources. She was a scholarship recipient, 
and her fear of losing it was completely reason-
able. Lack of knowledge about leave of absence, 
the “unknowns” about what happens to scholar-
ships during LOA, stigma associated with disclo-
sures, and difficulty navigating healthcare 
resources all contributed to her suboptimal tran-
sition to college. It was very critical for someone 
like Julia to get connected with services locally 
with additional information about what can hap-
pen while she is on LOA. College website clarity 
around these issues would have helped. A lack of 
institutional climate and culture that supported 
conversations around mental health and wellness 
contributed to her academic and mental health 
challenges.

 Conclusions

Mental health problems that require professional 
intervention are common (one in five people). 
That applies to students entering college as well. 
After the Virginia Tech massacre, IHEs have rec-
ognized the importance of mental wellness on 
campus. Mental wellness is an essential part of 
optimal academic performance, and efforts need 
to be directed toward developing supportive struc-
tures for students. The expansion of university 
counseling centers and attention to institutional 
climate improvements that support not only the 
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students’ academic progress but their whole body 
wellness are examples. Of these  services, mental 
health is an increasingly important focus in many 
IHEs. Despite these expansions, primary and sec-
ondary prevention efforts may not avert student 
regression. Sometimes, students decompensate to 
the point where temporary or even permanent 
leave of absence is necessary. LOA policies are 
not standard in all universities, but authors recom-
mend that it should be an available strategy for all 
students who may need extra support to complete 
their education. For IHEs, the investment in mak-
ing such procedures clear and relatively straight-
forward can provide guidance through many 
crises and sentinel events and minimize loss of 
talented students. The administrative structure 
within an IHE should provide clear policies that 
students can easily access. Delineating the roles 
and responsibilities of the Dean of Student Affairs, 
appointing committees with a mandate to fairly 
and equitably assess leave requests, and conven-
ing a team to deal with threat assessment are good 
initiatives for IHEs. The medical leave of absence 
is an excellent tool to provide an opportunity for 
students to focus on recovery and return back to 
the IHE to complete their degree in a healthy and 
happy manner.
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