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Abstract

Emerging adults, ages 18 to 25, demonstrate high prevalence of behavioral health
ilinesses, yet infrequently access treatment. For those who do access care, premature
discontinuation rates from treatment are high, ranging from 30 to 50 percent. For the emerging
adults who initiate contact with the systems of care by attending at least one session of therapy,
there is an opportunity to engage them in treatment and prevent negative health outcomes in
adulthood. This mixed methods study used the Andersen & Newman (1973) model of healthcare
utilization as a guiding framework to explore and examine premature discontinuation from
public sector behavioral health services among emerging adults in Florida.

To begin, a systematic literature review was conducted to guide measurement of the
outcome variable for the quantitative study, which consisted of a secondary analysis of the
Substance Abuse and Mental Health Information Systems (SAMHIS) dataset (N=107,565). The
purpose of the quantitative study was to examine the elements of the A&N model that could be
tested quantitatively in relationship to dropout. A qualitative study, which consisted of in-person
semi-structured interviews (N=20), was conducted with emerging adults in the Tampa, Florida
area who were attending the Healthy Transitions group program, administered by the Success 4
Kids and Families agency. The interviews were conducted to explore the conditions in the A&N
model that could not be tested with SAMHIS data in relationship to dropout.

The findings of the literature review confirmed the measurement of premature
discontinuation remains inconsistent. Across 28 studies, definitions of dropout consisted of

duration-based measures, dosage thresholds, clinician determination of behavior change,



substance abuse treatment program guidelines, and client self-report. The varying definitions, in
combination with different terminology, data sources, determiners, modalities and settings,
diverse samples, and a wide range of diagnoses, contributed to the varied measurement of this
topic.

Given the inconsistency, for the quantitative analysis, dropout was defined as attending
one session and missing a follow up session within 90 or 180 days of the initial encounter. These
timeframes were selected in order to conduct a sensitivity analysis. The 90-day logistic
regression produced a 17-variable model y2 (df =16) = 4015.183, p<.001. (p=.001). Those in
urban areas, with severe diagnoses, and more education, were factors most strongly associated
with dropout. The 180-day model revealed trivial differences in significance and fit statistics.
Dropout rates decreased from 37.5% at 90 days to 33.4% at 180-days. The variables remained
constant in both models with the exception of residential stability which became nonsignificant
at 180-days. Fit statistics at the 90-day model of a -2 Log Likelihood (138267.05) and a
Nagelkerke R2 = .050 suggest the models explained a small proportion of the variance in the
dataset.

The qualitative study findings suggest emerging adults are dropping out of care for
reasons not accounted for in the A&N model. Specifically, emerging adults indicated logistical
issues, such as timing conflicts, financial constraints, and transportation concerns, influenced
their decision to leave care. Lack of a therapeutic relationship or bond, particularly during initial
encounters was an emergent theme discussed in relationship to dropout. Emerging adults who
experienced severe symptomology, such as suicidal tendencies, indicated they wanted to remain

in care to prevent doing harm to themselves or others. However, when emerging adults interacted
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with a therapist and received a diagnosis, this was perceived as a stigmatizing and shameful label
which caused them to want to leave care.

Perhaps more importantly than revealing reasons for dropout, emerging adults discussed
why they were engaged in the Healthy Transitions program and how it differed in their
perspective from traditional therapy. The Healthy Transitions group was free, transportation was
provided through Uber, Lyft and ride sharing options, and the group sessions were held two
evenings per week to reduce conflict with work hours. The setting for the Healthy Transitions
group was a church which was perceived as less intimidating than a therapist office. The Healthy
Transitions program was successful in terms of using peer educators for group leaders. Emerging
adults in this sample did not feel judged or stigmatized by group leaders and felt their perspective
and voices were incorporated into their care plan. Essentially, Healthy Transitions addressed
nearly every reason for dropout, which is how they are successfully retaining emerging adults in
treatment.

Dropout from behavioral health care continues to be a problem and rates have remained
high for the past 50 years, particularly among emerging adults. The inconsistencies in
measurement leads to confusion in terms of the scope of the problem, and in our understanding
of the topic. This field of research could benefit from developing at least some standard
indicators for measuring dropout.

The model fit in the quantitative study suggests factors aside from those in the Andersen
and Newman model are accounting for the reasons emerging adults are leaving care. Future
studies could shift the focus from measuring immutable sociodemographic variables in

relationship to discontinuation, to identifying a predictive profile of those who are most likely to
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drop out. Measures to assess the relationship emerging adults have with their therapist as well as
engagement level may be the variables most strongly associated with dropout.

The qualitative findings further suggest we shift the focus from dropout to researching
the reasons emerging adult decide to remain in treatment. This shift in focus may present new
ideas for engaging these individuals in their initial encounters, rather than focusing solely on
why they decide to leave care. Most importantly, future studies conducted from the client
perspective are needed to help us better understand this concept. This information could lead to

the develop of interventions for emerging adults who attend at least one session of therapy.
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Chapter 1: Introduction
Prevalence of Behavioral Health Diagnoses

According to the Substance Abuse and Mental Health Services Administration’s
(SAMHSA) analysis of the National Survey on Drug Use and Health, in 2017, 7.6 million
(22.1%) emerging adults ages 18 to 25, across the United States were diagnosed with a mental
illness. While 5.2 million (15.1%) were diagnosed with a substance use disorder (SUD). There
were 2.1 million emerging adults diagnosed with co-occurring disorders (COD), including
diagnoses for both mental iliness and SUDs (6.1%). Research confirms 8.1% of emerging adults
living in the United States experienced at least one depressive episode over the course of a year
(Merikangas et al., 2011), and rates of serious mental illnesses, such as schizophrenia and bipolar
disorder, were higher for emerging adults when compared to any other age group. In the
SAMHSA (2018) study, two million emerging adults were diagnosed with a serious mental
disorder that considerably interfered with daily activities. Seemingly, the rates of need for
behavioral health treatment among emerging adults is high, yet the number of individuals
accessing treatment is low.

Many emerging adults would benefit from behavioral health services, yet never access
care (Pottick, Warner, Vander Stoep, & Knight, 2014). Despite higher prevalence rates of
behavioral health diagnoses during emerging adulthood than any other time during the lifespan,
research confirms professional treatment for these disorders is oftentimes not sought (Sawyer et
al., 2001). O’Connor, Martin, Weeks & Ong (2014) examined access to behavioral health care

and found individuals ages 17-25 were the least likely demographic group to seek help for



mental health disorders when compared to both adolescents and older adults. Recent research
further supports these findings, confirming access to care is also low among this age group. In
2017, only 35.1% of emerging adults diagnosed with a mental illness ever accessed mental
health services, and only 1.8% accessed substance abuse treatment (SAMHSA, 2018). It is
difficult to target outreach efforts for the emerging adults who do not access care as their
identities are unknown.

Problem Statement

For the emerging adults who access treatment, there is significant premature treatment
discontinuation of services, or dropout. In contrast to emerging adults who never access care,
dropout is preventable because the identities of these individuals are known to the provider, as
they have had at least one interaction with the behavioral health care systems. Despite nearly 50
years of research on the subject, premature discontinuation rates remain high, especially among
the emerging adult population. Researchers have consistently documented high rates of
premature discontinuation from behavioral health services. Between 30 to 50% of clients who
attend an initial therapy session never return (Baekeland & Lundwall, 1975; Henzen, Moeglin,
Giannakopoulos, & Sentissi, 2016). Emerging adults are more likely to drop out of behavioral
health treatment when compared to both adolescents and older adults (Edlund et al., 2002;
Wierzbicki & Pekarik, 1993).

In most cases discontinuation of care greatly hinders the behavioral health progress of
individuals. This is a serious public health problem because the majority of those attending
psychotherapy require eight or more sessions of an evidence-based behavioral health treatment
before experiencing even moderate symptom relief (Mott, Hundt, Sansgiry, Mignogna, and

Cully, 2014). Clients who drop out of care are unlikely to return to care (Dixon, Holoshitz, &



Nossel, 2016), and untreated illnesses are associated with poor behavioral health outcomes.
Research has shown that individuals with untreated behavioral health problems are at increased
risk of repeated institutionalization, incarceration, and even death (Bryan, Corso, Neal-Walden,
& Rudd, 2009; Langhinrichsen-Rohling, Friend, & Powell, 2009).

One of the more troubling aspects of premature discontinuation is that it is preventable. It
may be challenging, in terms of outreach, from a research and practice perspective to get
emerging adults into care. If they are not accessing care, there is no point of contact with
behavioral or public health systems, making it difficult to reach this population. Unlike emerging
adults who do not access or contact the systems of care, those who attend one appointment
present an opportunity for continuation, as they have at least been identified by the systems of
care. Therapists and practitioners are currently losing an opportunity at the first point of contact
to engage emerging adults in treatment. Earlier treatment of these disorders increases the chances
of slowing the progression of the illness into adulthood (Algon, Yi, Calkins, Kohler, &
Borgmann-Winter, 2012). There is an opportunity to engage emerging adults during their first
session which could ultimately prevent the problematic outcomes associated with untreated
behavioral health problems and lead emerging adults to become productive members of society.
Background and Significance

Untreated behavioral health issues can greatly hinder an individual’s quality of life and
have devastating immediate and long-lasting impacts on themselves, their families, and society.
Short term consequences of untreated behavioral health issues in early adulthood include stress,
depression, exposure to a negative environment, peer pressure, truancy, and isolation from
family and friends (O'Connor et al., 2014). A study of the National Longitudinal Study of

Adolescent to Adults by Hargreaves, Elliott, Viner, Richmond, & Schuster (2015) confirmed an



unmet behavioral health need in adolescence and young adulthood predicts poor physical and
emotional health, functional impairment, depressive symptoms, and suicidal ideation in older
adulthood. Research has also shown untreated behavioral illnesses can lead to self-medication
with alcohol and other drugs, which can result in co-occurring mental and substance use
disorders, and an increased likelihood for severe psychosis in adulthood (Valmaggia et al.,
2015). Ultimately, severe and undesirable outcomes are likely for those who do not receive
treatment for behavioral health issues.

A qualitative study conducted among family members with children ages 16-24 indicated
imprisonment and institutionalization are the most common and troubling outcomes for those
with untreated behavioral issues (Jivanjee, Kruzich, & Gordon, 2009), and these emerging adults
are part of a seemingly never-ending cycle. Their untreated behavioral health issues can lead to
crime resulting in an encounter with the criminal justice system. Once contact is made with the
justice system, it becomes difficult for these individuals to become productive members of
society, as most will have a permanent criminal record, preventing them from securing desirable
jobs (Sheidow, McCart & Davis, 2016).

According to the Centers for Disease Control and Prevention (CDC), in 2013, suicide
was the second leading cause of death in the U.S. for youth between the ages of 10 to 34, suicide
rate for this age group was 14 per 100,000. Untreated behavioral health issues are strong
predictors of suicide, particularly among young adults (Bryan et al., 2009). Suicide has steadily
increased over the past few decades and is currently a leading cause of death for young people in
developed countries (Langhinrichsen-Rohling et al., 2009). Skilled practitioners can handle

medication management and counseling which can reduce suicide attempts (Ackard, Neumark-



Sztainer, Story, & Perry, 2006). Suicide is preventable especially among emerging adults if they
are actively engaged in behavioral health treatment.
Guiding Theoretical Framework

A guiding theoretical framework is not frequently used to guide study designs on
premature discontinuation. A literature review by Barrett, Chua, Crits-Christoph, Gibbons &
Thompson (2008) used the Andersen & Newman model (1973) of health care utilization (A&N
model) to summarize and categorize the findings of research on premature dropout. No known
studies on this topic have utilized a guiding theoretical framework in a research context, making
for a unique approach to studying this topic. Given access and dropout are presumably linked,
and certain predictor variables for these two outcomes are similar, the selection of the A&N
model as a guiding framework to study premature discontinuation from care was appropriate.
The A&N model was also applied in a unique manner by using the constructs as a guide to
examine premature treatment discontinuation instead of utilization.

The A&N model of health care utilization has been the preferred framework to examine
health utilization for almost 50 years (Ricketts & Goldsmith, 2005). The A&N model has been
used in numerous studies and has been examined in several systematic reviews in relationship to
health care utilization in the United States and other countries (Babitsch, Gohl, & von Lengerke,
2012). The model has been frequently used to examine factors that motivate an individual to
seek, access, and discontinue medical treatment (Andersen & Newman, 1973). Overall, this
model hypothesizes that certain demographic and social factors, along with environmental
determinants, predict patterns of health service utilization. Many of the studies conducted with

the A&N model have revealed the factors are positively correlated with utilization of medical



care (Babitsch et al., 2012; Berghofer, Schmidl, Rudas, Steiner, & Schmitz, 2002), adding to the
validity of the theory.

The original 1973 model does not hypothesize and/or predict the relationship of every
factor in regard to healthcare utilization, though it does for the majority of the constructs. The
predictions in the original 1973 model, combined with several years of research on
operationalizing and testing the constructs of this model, will be used to roughly explain the
model predictions in the following section.

The Andersen & Newman Model

The conceptual model is comprised of three overarching conditions, which are used to
predict and explain the reasons that individuals may decide to access care. These include 1) the
predisposition of the individual to seek care, or predisposing conditions; 2) the ability of the
individual to secure services, referred to as enabling conditions; and 3) the illness level factors,
which refer to client perceptions and evaluated measures of symptomology and diagnoses
(Andersen & Newman, 1973). There are several constructs within each of the overarching
conditions that contribute to health care utilization behaviors and will be reviewed in the next
three sections.

Predisposing Factors: Demographic. Within the predisposing condition, constructs
include demographic determinants of health, which are predetermined and not changeable; for
example, age, gender, and past illness are factors that can influence whether or not an individual
will access care (Andersen & Newman, 1973). In general, studies have revealed older age groups
are more likely to access care (Babitsch et al., 2012; Jahangir, Irazola & Rubinstein, 2012). This
probably has to do with older individuals being more likely to have illnesses and need treatment

when compared to younger people. Overall, studies using the A&N model have revealed females



are more likely to utilize medical care than males (Babitsch et al., 2012; Jahangir et al., 2012).
Andersen and Newman (1973) theorized in their original model that a history of past illness
predisposes individuals to seek care, making them more likely to utilize services, and this finding
has been confirmed by additional research (Babitsch et al., 2012; Jahangir et al., 2012).

Predisposing Factors: Social Structure. Within the predisposing condition there are also
social structure constructs. Andersen and Newman (1973) explain social structure mainly
pertains to the physical and environmental factors that may influence the use of services. These
constructs refer to an individual’s social status in society. These constructs include education
level, race, employment, family size, ethnicity and residential stability.

Those with higher levels of education more likely to utilize care in comparison to less
educated individuals. In terms of race, studies have consistently shown African Americans and
other minorities are less likely to utilize care. Employed individuals are more likely to utilize
care. The A&N model did not make a prediction about the influence of family size on health care
utilization. A small number of studies have operationalized this variable, which revealed smaller
family size is related to increased utilization. Perhaps a larger family would be preventive in
terms of financial means and responsibility of an individual, making those from larger families
less likely to utilize care. In terms of ethnicity, it is theorized that Hispanics are less likely to
receive health care treatment. It is presumed those who have more residential stability (i.e.
permanent housing) are more likely to utilize care than those who have less stable residences
(i.e.) temporary housing or are homeless (Babitsch et al., 2012). Essentially, the A&N model
predicts minorities with lower levels of employment and education, less residential stability, and

with larger family sizes, are less likely to utilize care than other sociodemographic groups.



Predisposing Factors: Beliefs. Lastly, in the predisposing condition, the belief construct
considers the values, attitudes, and knowledge of an individual in relationship to health, illness,
and disease. Those with more faith in the system are predicted to be more likely to utilize care
than those with negative health beliefs (Andersen & Newman, 1973), and this prediction has
been confirmed in several studies on the topic (Babitsch et al., 2012; Jahangir et al., 2012).

Enabling Factors. The enabling condition accounts for the means by which an individual
can utilize care. The A&N model posits the constructs within the enabling condition account for
the means and resources that can enable or hinder health care utilization. Although an individual
may be predisposed to utilize care, in order for this to occur they must have some means to do so
(Andersen & Newman, 1973). In general, the more resources available to an individual lead to a
greater likelihood for utilization of services. Each of these predictions were made in the original
version of the A&N (1973) model.

The enabling condition begins with the family construct. This includes family income
and health insurance status, both of which can act as barriers or facilitators to receiving care. The
more income a family has, the more likely they are to utilize care: the less income, the less likely
they will utilize care. In terms of health insurance status, the greater level of insurance coverage
an individual has (i.e. private insurance), the more likely they will be to utilize care, and less
insurance coverage would result in lower rates of utilization.

Also, within the enabling condition is the community construct, which includes ratios of
available health personnel in the area, the price of health care services, and the region of the
country (i.e. urban versus rural). It is theorized the more health care personnel in an area, the
higher utilization will be, due to the more equal distribution of services. The region of the county

also plays a role in determining utilization. It is predicted those living in urban areas will benefit



from greater availability of health care resources and therefore can access and utilize care more
easily than those living in rural areas with less available providers (Babitsch et al., 2012;
Jahangir et al., 2012).

IlIness Level Factors. The illness level is the third condition in the A&N model and
includes both perceived and evaluated symptoms and diagnoses of the disease or disorder. The
illness level condition is considered the most immediate determinant of whether or not an
individual will utilize care (Andersen & Newman, 1973). If an individual does not perceive there
to be an illness, health services will likely not be sought or utilized.

The perceived construct includes individual perception of the symptoms and diagnoses of
their disease or disorder. The A&N model hypotheses individuals who perceive symptoms to
interfere with their activities for daily life, and their health to be poor, are likely to utilize care. In
a systematic review, those who perceived their health to be poor, and their conditions to be
serious, were more likely to utilize care than those who rated their health as excellent (Babitsch
etal., 2012).

The evaluated construct considers the symptoms and diagnoses an individual receives
from a professional. A formal clinical evaluation of symptoms and diagnoses demonstrates a
relationship with utilization of care. Individuals with objectively evaluated chronic and severe
symptoms and diagnoses, and those in poorer health, were more likely to utilize care than those
with less severe illness levels (Andersen & Newman, 1973; Babitsch et al., 2012).

Research Questions and Study Purpose

The overarching research question for this dissertation is: To what extent are the factors

detailed in Andersen & Newman’s (1973) model (A&N model) of health care utilization

associated with the premature discontinuation of public sector behavioral health treatment used



by emerging adults, ages 18-25, in Florida? The A&N model has been used to predict health care
utilization, and not premature discontinuation, therefore no concrete hypotheses were made for
this study. The model was primarily used as a framework to guide the exploratory analyses for
the larger dissertation. However, given that utilization and discontinuation are presumably
linked, the author had somewhat of an expectation for the variables in the model and the
relationship they would have with premature discontinuation. It was assumed the model
predictions regarding utilization would be similar to dropout. The specific expectations are
detailed in Chapter 5, Figure 5.1.

The purpose of the literature review study was to document any advances in the
measurement of premature treatment discontinuation or dropout among adults that have been
reported in the literature during the last six years (2014-2019), as Gearing, Townsend, Elkins, El-
Bassel & Osterberg (2014) completed the last known review on this topic.

The research question for the quantitative study was: To what extent are some of the
predisposing, enabling, and illness level factors detailed in the A&N model, which could be
tested with the SAMHIS data, associated with the premature discontinuation of public sector
behavioral health treatment used by emerging adults in the state of Florida?

The research questions for the qualitative study included:

1. What are the beliefs, knowledge, attitudes and values among emerging adults who have
discontinued behavioral health treatment?

2. What are emerging adults’ perceptions of availability of behavioral health practitioners in
the community?

3. What are emerging adults’ perceptions of symptoms and diagnoses of their illness?

4. What else led emerging adults to leave treatment?

10



Study Design and Overview

This study was a mixed methods research design, consisting of a systematic literature
review, followed by a quantitative analysis of secondary data, and ending with a qualitative
study. The systematic literature review was conducted to examine the operationalization and
measurement of the outcome variable, premature discontinuation, in the existing literature. The
results of this review informed the analysis of the SAMHIS dataset, particularly with
operationalization of the outcome variable. The SAMHIS information was originally collected to
fulfill requirements for the Florida state contract. For the qualitative study, primary data was
gathered in the form of semi-structured interviews with emerging adults who had prematurely
discontinued treatment.

This study ultimately used an exploratory sequential design (Creswell & Clark, 2007).
The original intent of this study was to sequentially analyze the quantitative and then qualitative
data. However, due to policy changes which affected the SAMHIS data, analyses were delayed,
and gquantitative data was analyzed while collecting and analyzing data from the qualitative
study. The two strands of data were integrated to fulfill the conditions and constructs of the
guiding A&N model in the conclusions and implications sections of the manuscripts and in
chapter five of this dissertation.
Purpose of the Study

The purpose of this study was to increase scientific knowledge about this topic by
examining which of the factors in the A&N model were predictive of premature discontinuation
of behavioral health services among emerging adult, ages 18-25, who are using public sector

services in Florida.
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Dissertation Format

This dissertation is presented in manuscript style and consists of the following chapters:

Chapter 1 contains information about the prevalence of behavioral health issues among
this age group, and then transitions to the problem statement, which is specifically
focused on premature treatment discontinuation among the emerging adult population.
Background and significance of untreated behavioral health issues are then reviewed. An
overview of the theory used in this study is presented, followed by the research questions
and study design. The study purpose and relevant study terms are also included in this
chapter.

Chapter 2 contains the first manuscript which will be submitted to the Evaluation & the
Health Professions. This is a systematic review of the literature on the measurement of
premature treatment discontinuation over the past six years.

Chapter 3 contains the second manuscript, which will be submitted to the Journal of
Behavioral Health Services & Research. This manuscript is a secondary data analysis of
information contained in the SAMHIS dataset. The A&N model was used to guide the
selection of the variables for this manuscript to predict premature treatment
discontinuation.

Chapter 4 contains the third manuscript which will be submitted to Qualitative Social
Work. This is a qualitative study of emerging adults and their perceptions of premature
treatment discontinuation. This study focused on the constructs of the A&N model that

could not be tested quantitatively.
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e Chapter 5 provides a summary of overall findings from the second and third manuscripts
and the conclusions that can be drawn from them. It also contains implications for
research, policy, and practice.
Operational Definitions

According to a policy statement set forth in 2015, by the Mental Health section of the
American Public Health Association, the concept of behavioral health, expands the term "mental
health" to include “substance use, behavior, habits, and external forces that contribute to
mental/emotional well-being.” Behavioral health problems can include substance abuse or
misuse and psychological distress, including mental illness diagnoses, of varying degrees. There
are also various associated treatment modalities and techniques associated with behavioral health
diagnoses. This section provides the definitions that will be used throughout the dissertation.
Borderline Personality Disorder (BPD): A mental health disorder (Axis Il) in which an
individual has difficulty regulating their emotions. BPD is characterized by unstable moods,
behavior and relationships.
Co-Occurring Disorders (COD): Refers to co-occurring behavioral health disorders, usually co-
occurring mental health and substance abuse disorder diagnoses. COD is used interchangeably
with the terms comorbid and comorbidity.
Generalized Anxiety Disorder (GAD): A mental disorder characterized by excessive and
exaggerated worry about regular daily life events.
Major Depressive Disorder (MDD): A mental disorder characterized by persistent feelings of
sadness and depressed mood for most days.
Post-Traumatic Stress Disorder (PTSD): A mental disorder in which a person has difficulty

recovering from the memory of a traumatic event.
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Serious Mental IlInesses (SMI): This is a term commonly used by behavioral health practitioners
to refer to illnesses that inhibit client functioning on a daily basis. This term has been used to
refer to clients with psychoses, delusions, bipolar disorder, and schizophrenia.

Substance Use Disorders (SUD): Include Alcohol Use Disorder (AUD), and all Illicit Drug Use
Disorders, including both use and abuse.

Case management: Refers to the coordination of various community-based services to provide
customized behavioral health treatment.

Cognitive Behavioral Therapy (CBT): CBT consists of individual therapy sessions and
emphasizes the idea that the thought process drives feelings and behaviors. If the thought process
is modified, behavior will change (National Association of Cognitive Behavioral Therapists,
2019). CBT is not considered a unique therapeutic approach, and within this umbrella, several
other therapies exist.

Dialectical Behavioral Therapy (DBT): DBT is considered a form of CBT, and involves skills
training, coaching, and consultation teams for clinicians (Behavioral Tech, 2017), which is
different than general CBT, which consists of individual therapy sessions. It is also important to
note that with general forms of CBT, there are not a set recommendation for number of sessions
to be attended, but the time frame is open-ended and based on client progress, which is different
than other forms of therapy (National Association of Cognitive Behavioral Therapists, 2019).
Group therapy: In group therapy settings, one or more clinicians work with several individuals to
provide treatment in a group setting. Usually group members have been diagnosed with similar
behavioral health disorders. Group therapy provides a peer to peer connection and can be

provided by alone, or as part of a continuum of other services.
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Alcoholics Anonymous (AA): A type of group therapy aimed at encouraging alcoholics to
remain sober.

Narcotics Anonymous (NA): A type of group therapy aimed at helping those with an addiction to
drugs or other illegal substances to remain drug free.

Inpatient residential treatment: These terms are usually referenced in relationship to inpatient
treatment for SUDs. Detoxification, Alcoholics Anonymous, Narcotics Anonymous, group
sessions, and individual psychotherapy are often part of the daily routine for inpatient treatment
settings (American Addiction Centers, 2019).

Outpatient treatment: Outpatient care refers to various types of therapy, which are accessed in
office visit settings. They do not require the client to reside there. These types of care are usually
provided on a weekly basis.

Psychotherapy or therapy: Psychotherapy refers to the treatment of a behavioral health issue
through talk therapy, usually with a psychologist, psychiatrist, or therapist. Specific techniques
and approaches differ for various diagnoses in terms of overall goals and anticipated outcomes.
PE therapy, CBT, and cognitive processing therapy are all considered forms of psychotherapy.
Prolonged Exposure Therapy (PE Therapy): PE therapy is primarily used to treat clients
suffering from PTSD (American Psychological Association, 2017), and teaches individuals to
gradually approach traumatic memories and desensitize the feelings surrounding these events.
Diagnostic and Statistical Manual of Mental Disorders (DSM-1V): The DSM-1V is commonly
used by behavioral health practitioners to make diagnoses for clients. The fifth edition of the
manual is the most recent version, however, the data that was analyzed for this dissertation was

recorded during the time period of the 4t edition.

15



The DSM-IV manual consists of five axes: 1) Axis I includes clinical disorders such as anxiety,
mood, and other psychotic disorders; 2) Axis Il is personality disorders; 3) Axis Il contains
medical conditions that may be physiologically linked to a mental disorder; 4) Axis IV covers
psychosocial and environmental aspects such as family, occupational, and legal system
problems; 5) Axis V is a Global Assessment of Functioning (GAF) which is an overall
assessment of client functioning and is rated on a scale of 1 to 100.

Emerging Adults: Emerging adults, specifically ages 18-25, were selected for analysis in the
study. This decision was made for several reasons. Although transition age youth (TAY) has
commonly been defined in the literature as older adolescence (15-16 years of age) through young
adulthood (25-26 years) (Wilens & Rosenbaum, 2013), research has suggested emerging adults
should have a different classification entirely. Emerging adults usually live outside of the
parental home, are not in secondary school, and are not going through puberty. This makes them
different in many ways from those who are 10-17 (adolescents), or older adults (Arnett, 2007).
Emerging adults are also legally responsible for making their own treatment decisions and are at
a particularly vulnerable developmental time in their lives. Because 18 is the legal age of
consent, emerging adults may be transitioning away from or become ineligible for certain
resources, such family assistance and support, and will be eligible for different resources as
adults, such as Medicaid. Barriers facing this age group that effect access to care include new
financial responsibilities, and a lack of community support that may have been available to them
as minors.

International Classification of Diseases, Ninth Revision (ICD-9-CM): The system used by the
United States health care system to classify medical and behavioral health diagnoses, which

consists of six-digit alphanumeric codes.
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Medicaid: State administered program to help with medical costs for low income adults, their
children, and people with disabilities.

Medicare: A national health insurance program for people ages 65 and older, or younger
individuals with certain disabilities.

Premature Discontinuation of Care: Withdrawal, premature withdrawal, premature
discontinuation, discontinuation, non-completion, premature termination, termination and
dropout, are terms used interchangeably in this dissertation to refer to a client decision to leave
care before he or she was recommended to do so. For the purpose of the analyses conducted in
the quantitative study, premature discontinuation of care was defined as a client having an initial
visit and then not having a follow up visit within two timeframes: a three- or six-month period.
Randomized Control Trials (RCT): RCTs are studies conducted in clinical trial environments,
usually in psychiatric or medical treatment clinics or facilities.

Substance Abuse and Mental Health Information System (SAMHIS): This refers to the
Substance Abuse and Mental Health Services Information (SAMHIS) dataset. This information
was originally collected to fulfill requirements for the Florida Substance Abuse and Mental
Health Services Administration (SAMHSA) state contract for providing behavioral health care
services.

Substance Abuse and Mental Health Services Administration (SAMHSA): SAMHSA is a branch
of the Department of Health and Human Services and is focused on improving the quality and
availability of treatment for mental health and substance use disorders.

Temporary Assistance for Needy Families (TANF): TANF is a form of federal assistance
designed to help needy families when parents or caregivers cannot provide the basic needs for a

child or children.
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Chapter 2: Measurement Issues in Assessing Premature Treatment Discontinuation
Abstract

Adults demonstrate high prevalence of behavioral health disorders yet access to treatment
is low. For those who do access care, premature discontinuation rates from treatment are high,
ranging from 30 to 50 percent. For those who initiate contact with the systems of care and attend
at least one session, there is an opportunity to engage them in treatment and prevent dropout.
Retaining clients in care could ultimately prevent negative health outcomes. In order to research
dropout, it is essential to understand how this concept has been operationalized in the existing
research, so comparisons can be made across studies.

A narrowly focused systematic literature review, from years 2014 through 2019, was
conducted to investigate measurement of premature discontinuation. The databases searched
included Cinahl, the Cochrane Central Registry of Controlled Trials, Embase, Google Scholar,
PsycINFO, Scopus, and Web of Science. This review was focused on adults receiving care in the
United States. The studies were specifically on dropout and authors had to provide details as to
how they operationalized the outcome variable.

Twenty-eight studies were analyzed and measurement across these studies revealed many
inconsistencies. Definitions were dosage, duration, clinician, and client-based, with different
determiners of dropout, including researchers, clinicians, and clients. The duration for defining
dropout ranged from as few as five weeks to as long as twocenter years. For dosage-based
definitions, protocol completion ranged from as few as three to as many as 16 sessions, whereas

clinician-based definitions were mainly based on client progress. Some contributing factors for
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Table 2.1. contd.

Variable N % / M/SD
Race

Caucasian 72,129 67.1

Black/African American and Multiracial/Other 35,438 32.9
Employment

Employed (n=27,287) 27,287 25.4

Unemployed (n=80,280) 80,280 74.6
Family Size

Number of Family Members (1-9) 107,567 M=2.50, SD=1.61
Ethnicity

Non-Hispanic 90,028 86.5

Hispanic 14,539 13.5
Residential Stability

More Stable 100,302 93.2

Less Stable 7,265 6.8
Health Insurance

SAMH or State funds 86,224 80.2

Federal Funds 13,745 12.8

Other Insurance or Local Funds 7,598 7.1
Income

$0-9,998 monthly 107,567 M=%$262.00, SD=$568.89
Region of the State

Urban 102,799 95.6

Rural 4,768 4.4
Severity of Diagnosis

Mild to Moderate 34,349 31.9

Severe 73,218 68.1
Severity of Secondary Diagnosis

Mild to Moderate 7,509 7.0

Severe 36,319 33.8

No Secondary Diagnosis 63,739 59.3

Overall, the premature discontinuation rate for this sample of emerging adults declined
from 37.5% at the 90-day time frame to 33.4% at the 180-day time frame, a reduction of 10.9%
(see Table 2.2). The slightly reduced dropout rate at the 180-day time frame is highy expected

given the time for following up is doubled, giving the emerging adults twice as much time to
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make their follow up appointments. The 180-day follow-up rate was examined in the study as a
senitivity analysis in comparison to the 90-day rate, given the review of the literature suggested
there was not a clearly defined operational standard for determining premature discontinuation,
although the the 90-day follow-up rate emerged as the most common definition of premature
discontinuation (Gearing, Townsend, Elkins, El-Bassel, & Osterberg, 2014).

Table 2.2. Discontinuation Rates

90 Days 180 days
Status N % N %
Dropped Out 40,297 37.5 35915 334

Remained in Care 67,270 62.5 71,652 66.6

Table 2.3 presents a summary of the bivariate analyses of each of the 13 proxy A&N
model variables from the SAMHIS, with a 90-day premature discontinuation variable for the
sample of emerging adults. Among variables classified as predisposing factor conditions of the
A&N model, gender was not found to be a significant predictor of dropout 2 (df=1, N=107,567)
=.730, p=.393. In contrast, past illness just reached a convention level of significance to dropout
x2 (df=1, N=107,567) = 3.888, p=.049 with emerging adults who had a history of past illness
being 1.04 times more likely to drop out of care within the 90-day follow-up period in
comparison to emerging adults without a history of illness. Emerging adults with higher levels of
education (i.e., some college or a college degree) were more likely to prematurely drop out of
care compared to those with less education (i.e., a High School diploma or a GED or less) at the
90-day follow-up period y2 (df=2, N=107,567) = 507.762, p<.001.

Caucasians were 23.5% less likely to drop out of care when compared to Blacks or

African Americans and emerging adults from other races, 2 (df=1, N=107,567) = 405.304,

91



p<.001. In addition, emerging adults who were employed were 1.15 times more likely to drop
out of care when compared to those who were unemployed y2 (df=1, N=107,567) = 89.834,
p<.001.

Family size was not a significant predictor of dropout. Emerging adults of Hispanic
descent were 17.8% less likely to discontinue care compared to those who were non-Hispanic y2
(df=1, N=107,567) = 108.609, p=.001. Emerging adults who were institutionalized or homeless
were 6.1% less likely to drop out of care than emerging adults who had more stable residences y2
(df=1, N=107,567) = 6.254, p=.012.

Among the enabling factors, health insurance demonstrated a significant association with
dropout y2 (df=2, N=107,567) = 1012.347, p<.001. Emerging adults who had “other insurance”
such as private insurance or private pay were less likely to drop out of care compared to those
who had only state-funded insurance (e.g., SAMH) or federally funded insurance (e.qg.,
Medicare, Medicaid). Although emerging adults’ income was found to be significantly
associated with dropout, the relationship was somewhat trivial. Emerging adults earning $253.77
per month were more likely to drop out of care when compared to those earning slightly more
($277.00). The Cohen’s d indicates the magnitude of this effect size was =.0323, which is
considered a trivial effect. The region of the state was also associated with premature
discontinuation of care y2 (df=1, N=107,567) = 334.085, p<.001. Emerging adults residing in
urban areas were 1.85 times more likely to drop out of care compared to emerging adults who
lived in more rural areas of the state.

For illness level factors, emerging adults with severe primary diagnoses were 1.451 times
more likely to drop out than those who had mild to moderate diagnoses 2 (df=1, N=107,567) =

726.531, p<.001. Finally, emerging adults with no secondary diagnosis were more likely to
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discontinue care when compared to those with mild to moderate or severe secondary diagnoses
vz (df=2, N=107,567) = 1202.065, p<.001.

Table 2.3 presents the multivariable results from a binary logistic regression using the 13
proxy measures from the SAMHIS data, associated with the A&N model as predictors of
discontinuation at 90 days from initial service encounter. With the dummy coding of multi-
category variables, this analysis produced a significant 17-variable model y2 (df =16) =
4015.183, p<.001. Although not a true estimate of the variance accounted for, the model
produced a Nagelkerke Rz = .050 suggesting the model only explained a small proportion of the
variability in the data system. The -2 Log Likelihood (138267.05) was large, indicating the
model fits poorly (Wuensch, 2014). In the Hosmer and Lemeshow classification, the increase
over the base rate was limited, increasing from 62.5% in the null case to 65.0% in the full model.

Despite this small increase, the null model did not correctly predict any cases of
premature discontinuation, whereas the full model correctly identified 14.8% of those who
dropped out. This also came with a predictive cost of 4.9% (N=3,276) of false positive cases.
Overall, 12 of the 13 variables in the model were significant with income being the exception. In
the bivariate analyses, 11 of these variables past illness, education, race, occupation, ethnicity,
residential stability, health insurance, income (the magnitude of difference was trivial), region of
country, and primary and secondary diagnoses demonstrated a significant relationship with
dropout. In the bivariate analyses, gender and family size did not show a significant relationship

with dropout, however, in the final model, these two variables were significant.
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Variables in italics have 3 or more categories

The results of this model did not differ significantly from the 90-day time frame. As
previously shown in Table 2.2, dropout decreased from 37.5% using the 90-day time frame to
33.4% using the 180-day timeframe which is expected given the emerging adults have twice as
long to complete a follow-up service encounter.

The overall model remained significant at the 180-day time frame and there was a trivial
increase in the Nagelkerke R2 = .052. In terms of the classification of cases, there was a slight
increase to 67.8%, however, the ability of the model to correctly identify emerging adults who
dropped out of care declined from 14.8% in the 90-day time frame to 6.8% in the 180-day
timeframe. All of the variables remained constant in the two models with the exception of
residential stability which became nonsignificant in the 180-day model.

Discussion

The analysis identified 12 of 13 proxy covariates with statistically significant
relationships to dropout (p=.001). Emerging adults living in urban areas, with severe primary
diagnoses, without secondary diagnoses, and higher levels of education, were the variables in the
SAMHIS dataset most strongly related to dropping out of mental health and substance abuse
treatment. However, the -2 Log Likelihood (138267.05) is large which indicates the overall
model did not demonstrate a good fit. In addition, the Nagelkerke R2 = .050 suggested the model
only explained a small proportion of the variability in the data system. The less than ideal fit of
the model in this study is consistent with the lack of consistency in identifying predictor
variables in previous studies on premature discontinuation.

Gender was not predictive of dropout in the bivariate analyses but became significant in

the final 90-day model, with males being more likely to drop out of care. This inconsistency is
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consistent with previous research on this topic. Systematic reviews have concluded gender is not
a reliable predictor of dropout (Brorson, Arnevik, Rand-Hendricksen & Duckert, 2013; Gearing
et al., 2014). The A&N model presumes females are more likely to utilize care than males,
however given the discrepancy in the literature, no study expectations were formed for this
variable. Alternatively, some findings were consistent with model and study expectations. Those
with a history of past illness are less likely to utilize care and therefore for this study were
expected to be more likely to drop out of care. A history of past illness demonstrated a
statistically significant relationship with dropout in the bivariate analyses and the 90- day model.
The findings in relationship to previous illness and dropout are consistent with model predictions
and study expectations.

The finding of higher levels of education predicting dropout is in contrast to model
predictions and study expectations. Baker et al. (2019) found lower levels of education predicted
dropout from substance abuse treatment. The finding that more educated emerging adults are
leaving treatment at higher rates when compared to those with less education was opposite of the
A&N model prediction. Those with less education are theoretically less likely to utilize care than
those with more education. It was expected those with less education would also drop out of care
at higher rates than those with more education. A possible explanation for this contradictory
finding may be emerging adults with more education have less flexible schedules, which could
have conflicted with treatment times. Emerging adults with higher education could have been
enrolled in college courses, meaning they would likely have access to campus resources,
including mental health counseling, perhaps influencing them to leave public sector care to

pursue other options.
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Additionally, educational attainment may be less meaningful for emerging adults than
older adults. Education is usually considered a less modifiable characteristic for adults; however,
this may not be the case for the SAMHIS sample. Emerging adults ages 22-25 (approximately)
could have even had the opportunity to obtain an associate degree, whereas ages 18-21
(approximately) are younger, and have not yet had the ability to finish their schooling. If there is
less variability in the sample in terms of education, this predictor would be less meaningful.

African Americans being more likely to drop out when compared to other races is
consistent with model predictions and study expectations. However, the finding of Non-
Hispanics being more likely to drop out than Hispanics was opposite of study predictions. These
seemingly contradictory findings are also somewhat consistent with the existing literature. Some
studies show racial minorities and Hispanics are more likely to drop out of care than non-
Hispanic Whites (Stahler, Mennis & DuCette, 2016), whereas Watson et al. (2017) demonstrated
race and ethnicity were not significant predictors of dropout.

It was expected that unemployed emerging adults would be more likely to drop out of
care, and this study found the opposite. Those who were employed were more likely to drop out
of care, which could possibly be explained by these emerging adults having conflicting work
schedules during times that treatment is offered. Employment status is not regularly measured as
a predictor of dropout, however, one study by Berke et al. (2019) found it did not emerge as a
significant predictor of dropout from PTSD treatment.

The expectation for residential stability was emerging adults with less stable residencies
would drop out of care at higher rates than those with more stable residences. This study finding

was consistent with model assumptions and study expectations. Those with less stable residences
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have a more difficult time remaining in treatment, which is likely due to unstable living
conditions.

The expectation for the health insurance variable was emerging adults with private
insurance would be less likely to drop out of care than those with state or federally funded
insurance. This study revealed the opposite finding: emerging adults with private insurance were
dropping out of care more frequently than those with publicly funded insurance. A possible
explanation for this finding could be that private insurance allows for emerging adults to have a
larger pool of providers to choose from, so they may have chosen to access private care instead
of state funded services.

The A&N model condition of enabling factors, specifically the community construct,
including region of country is inconsistent with model assumptions. The model predicts
communities with lower income and higher levels of poverty and safety net services are less
likely to utilize health care services than more affluent and less isolated communities (Davidson,
Andersen, Wyn & Brown, 2004). According to the Florida Office of Economic and
Demographic Research (2019) the average annual wage was significantly lower in the 25 rural
counties in comparison to the 42 urban counties in Florida. Based on this information, it seems as
though those living in rural counties in Florida are more isolated and impoverished than those
living in urban counties. Therefore, for the purposes of this study it was expected those living in
rural areas would be more likely to drop out, due to their isolated and more impoverished nature
in comparison to urban areas. However, this expectation was not supported in the findings. This
finding highlights the importance of engaging emerging adults living in urban areas during their

initial encounter, as this could prevent the cycle of entering and leaving care. It is important to
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explore what is happening during emerging adult’s first treatment experience, to understand why
they are leaving care.

The A&N model condition of illness level factors, specifically the diagnosed constructs,
refer to a provider evaluating and providing a diagnosis for an individual and recommending a
care regimen. The model posits more severe diagnoses are predictive of care utilization because
individuals will seek care for severe diagnoses once the label has been assigned (Andersen &
Newman, 1973). On the other hand, the existing literature on premature discontinuation indicates
those with more severe diagnoses are more likely to drop out of care. Anestis, Gottfried, &
Joiner (2015) found those with more severe diagnoses were more likely to prematurely
discontinue mental health treatment in a community setting. Across different modalities and
settings of rigorous methodologies, studies have revealed those living with more severe disorders
are more likely to prematurely discontinue their mental health care when compared to those with
less severe diagnoses (Arntz, Stupar-Rutenfrans, Bloo, van Dyck, & Spinhoven, 2015; Barnicot,
Katsakou, Marougka, & Priebe, 2011; Edlund et al., 2002; Larochelle, Diguer, Laverdiere, &
Greenman, 2011). Based on the literature, it was expected those with severe diagnoses would be
more likely to drop out of care than those with mild or moderate diagnoses. This expectation was
supported and those with severe primary diagnoses were more likely to drop out of care. A
possible explanation for this finding could be that severe diagnoses may have motivated an
individual to seek care, however, interactions with clinicians and the labeling process during the
initial encounter may produce feelings of stigma, making the emerging adults want to leave care.

Emerging adults without a secondary diagnosis (59.3% of the sample) were more likely
to drop out of care than those with mild to moderate or severe secondary diagnoses. This may or

may not be meaningful in terms of the A&N model predictions or the existing literature. If an
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emerging adult does not have a secondary diagnosis this does not necessarily speak to the
severity level. Emerging adults may have been diagnosed with a more severe primary disorder
making the absence of a secondary diagnosis less meaningful. Alternatively, the presence of a
secondary diagnosis could also indicate the emerging adult has co-occurring disorders which are
considered severe. In future studies it may be beneficial to consider using only primary
diagnoses in relationship to dropout.

Essentially, the inconsistencies in the literature in relationship to revealing reliable
variables in relationship to dropout, in combination with the poor overall fit of the model in this
study, suggests there are other factors aside from the A&N model conditions and constructs,
which can explain the predictors leading emerging adults to leave care. A meta-analysis
conducted by Swift & Greenberg (2012) concluded educational attainment along with many
other sociodemographic characteristics, are generally poor predictors of dropout. Authors
suggest therapeutic relationship and client motivation are more meaningful to the topic of
premature discontinuation. Future studies may consider not using this variable in research on the
emerging adult population.

Sample sizes for research on behavioral health treatment are often small, leading to
insufficient power and an inability to extrapolate the statistical analysis results to the overall
population (Faber & Fonseca, 2014). This study analyzed a large statewide sample, providing
greater generalizability. Given the focus of this study on emerging adults using public sector
behavioral health care services the sample is relatively homogenous in terms of their age and
lower socioeconomic status, as the SAMHIS dataset contains information on individuals
accessing state-funded services. In addition, the SAMHIS dataset may have some selection bias

in terms of under coverage, meaning individuals with more mildly disruptive behavioral
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disorders may be less likely to be included in this sample because they frequently do not seek
care (Eckman & Kreuter, 2013). Additionally, the sample is heavily representative of emerging
adults receiving state-funded services and by those receiving other publicly funded services (e.g.,
Medicaid, local services) and thus are under representative of emerging adults who are covered
by private insurance.

The organizations reporting to SAMHIS have contracts to provide state general revenue
services, and thus, this data system excludes certain behavioral health care providers. Other types
of public sector organizations who provide behavioral health care in Florida, such as Federally
Qualified Health Clinics, private foundations, and for-profit agencies would not be reported into
the database, skewing the applicability of results to only individuals who access state funded
public services. However, research has demonstrated those with lower income utilizing public
care are more likely to suffer from behavioral health issues when compared to those from a
higher socioeconomic status, making it appropriate to have a sample that is representative of this
group (Barrett, Chua, Crits-Christoph, Gibbons, & Thompson, 2008).

There may not be true differences between the less and more stable residential housing,
as the classification system created by Coulton, Theodos & Turner (2012) may be less applicable
for emerging adults. For instance, those who are living with relatives in this sample may not be
living with relatives permanently, though they were classified as having a stable residence. Due
to the young age of the sample, these individuals may relocate more frequently in comparison to
older adults or younger children. Therefore, the classification system may not be representative
of actual differences between groups.

The dataset is encounter-based which could have positively impacted the completeness

and accuracy of the data. Researchers who analyzed Medicaid data found encounter-based data
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to be more efficient with fewer cases missing data than either client surveys or medical record
reviews (Stuart, Singhal, Magder, & Zuckerman, 2003). However, encounter-based datasets may
still have missing information, and in this dataset, there were issues with missing data for several
variables. The methods used to address the missingness could have sacrificed data (listwise
deletion) or produced biased results.

Lastly, while the large sample size in the SAMHIS dataset was a study strength, it did
lead to statistically significant findings for almost every bivariate relationship, as well as the
logistic regression model. These findings are likely not accounting for true differences in groups
and is acknowledged as a limitation. The findings for an overpowered dataset are less
meaningful when trivial differences are identified as being statistically significant.

Implications for Behavioral Health and Public Health

This study adds to the existing literature on predictors of dropout using the guidance of a
theoretical framework. The use of the A&N model constructs guided the operationalization of
predictor variables in the SAMHIS system, allowing for a structured approach. Research on this
topic has frequently been conducted without the use a guiding theoretical framework, which adds
a point of reference for future researchers. Researchers might consider using the A&N model, or
a different high-level theoretical framework, perhaps more targeted to understanding
discontinuation, to guide the development for at least some predictor variables.

This study also contributes to the understanding of the measurement of the outcome
variable. The operationalization of premature discontinuation included a sensitivity analysis
which adds a unique element to the construction of this variable, as several studies have relied on
therapist definition of time frame or duration-based measures for discontinuation. No known

studies have conducted a sensitivity analysis on this topic (Barrett et al., 2008). The reporting of
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this information adds a reference point for researchers to consider how dropout rates could be
measured in future research.

The issue of premature treatment discontinuation has negative consequences, yet
researchers and clinicians have not made a significant amount of progress in understanding and
preventing drop out in behavioral health care practice settings. Studies have shown at least half
of those attending psychotherapy should attend eight or more sessions of an evidence-based
treatment to begin to experience moderate relief of symptoms (Mott, Hundt, Sansgiry,
Mignogna, & Cully, 2014). Discontinuation of care hinders the behavioral health progress of
clients. It is informative to understand the predictors of discontinuation, so interventions can take
place to prevent this from happening.

The identification of the predictors in this study resulted in a somewhat informative
profile of the clients most likely to leave care in this sample. Emerging adults with severe
diagnoses, living in urban areas, with some college or more, were likely to drop out of state-
funded publicly available behavioral health care. This information could help practitioners to
identify clients with these characteristics and know they may be at risk of dropping out of care.

The severity of diagnoses and this relationship to dropout is consistent with the literature
previously reviewed. Clinicians are likely aware that severe diagnoses are problematic in terms
of dropout. Clinicians in urban settings may benefit from knowing their clients could be more
likely to drop out when compared to rural settings. This is likely new information for
practitioners, as no known studies have evaluated the association between rural versus urban
settings and behavioral health dropout. Additionally, knowing those with higher levels of
education may be more likely to drop out of publicly available care may be pertinent information

for practitioners. Given this finding is contradictory to the model expectations and to some
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extent, the existing literature on this topic, clinicians might not have previously considered this
group to be at risk for drop out.

Future studies, especially those who expect a reader audience of behavioral health
practitioners or clinicians, might focus on defining and measuring this concept from different
angles. There remain discrepancies between clinician recommendations and the client
perspective of what is considered premature discontinuation. Studies have shown clients feel
they need to attend fewer sessions than what is recommended by therapists yet this discrepancy
from the client perspective remains largely understudied (Cooper et al., 2016). Instead of
measuring predictors of dropout in a mainly quantitative fashion, focused on client demographic
information, researchers and practitioners may consider alternative methods of researching and
measuring this topic. Incorporating both the client and clinician perspectives through the use of
qualitative methods may help to understand the complexities surrounding premature
discontinuation and further our understanding as to what truly constitutes premature dropout.

The overall topic of premature discontinuation is important in health and behavioral
health services and systems delivery. Experts in state and local government structures in Florida
have placed emphasis on increasing support to provide comprehensive behavioral health care
services to children and their families (Armstrong et al., 2016; Armstrong et al., 2012).
Providing evidence-based behavioral health care is important to leadership, yet the topic of
premature discontinuation of care is rarely mentioned in state legislative documents (Florida
Agency for Healthcare Administration, 2017). If this topic were on the state legislative agenda,
the importance of preventing discontinuation could be recognized and discussed.

The results of this research study could be used to convince Florida policymakers of the

importance of premature discontinuation, especially because this analysis was conducted with
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state funded service encounters. It would be beneficial to provide policymakers with study
results and recommendations regarding premature discontinuation for the purpose of raising
awareness (Berry, 2015). There are certainly important financial implications for behavioral
health care treatment dropout and policymakers should take an interest in minimizing
unnecessary organizational spending by engaging clients in treatment at their first encounter. If
clients are engaged in treatment and avoid dropout, state expenditures will not reduce, but
current spending may produce more meaningful results. If dropout could be prevented there
would be less client turnover, and their symptoms may begin to improve. Essentially it would be
a wiser financial investment to focus on improving the outcomes resulting from current
expenditures, rather than lobbying for more funding.

Conclusion

The findings of this study, aside from adding to the academic literature on this subject,
should lead to future research. Future studies could be guided by the A&N model or other
theoretical models in relationship to treatment discontinuation. The use of frameworks in studies
on this topic can help create consistency in the operationalization of predictor variables and may
provide guidance for including variables in future analyses.

Finally, the less than ideal fit of the model in this study is consistent with the lack of
consistency in predictor variables in previous studies on this topic. It may be beneficial to
consider different methods of analyzing data on this topic. Shifting the focus from mainly
clinicians and researcher perspectives of premature discontinuation to include the client
perspective may provide valuable insights as to why they decide to discontinue care.

References

Allison, P. (2012). When can you safely ignore multicollinearity? Retrieved from

108



https://statisticalhorizons.com/multicollinearity

Andersen, R., & Newman, J. (1973). Societal and individual determinants of medical care
utilization in the United States. The Milbank Memorial Fund Quarterly, 83(4), 95-124.
doi:10.1111/j.1468-0009.2005.00428.x

Anestis, J. C., Gottfried, E. D., & Joiner, T. E. (2015). The utility of MMPI-2-RF Substantive
Scales in prediction of negative treatment outcomes in a community mental health center.
Assessment, 22(1), 23-35. d0i:10.1177/1073191114536771

Armstrong, M., Boothroyd, R., Rohrer, L., Robst, J., Teague, G., Batsche, C., & Anderson, R.
(2016). Access, integration and quality of care for individuals with serious mental health
challenges enrolled in Florida’s managed medical assistance program. Tampa, FL:
Louis de la Parte Florida Mental Health Institute. University of South Florida.

Armstrong, M., Policella, D., Dollard, N., Lazear, K., Roggenbaum, S., Sowell, C., Khalil, D.
(2012). Statewide strategic plan for system of care expansion of services for children with
mental health needs and their families. Retrieved from http://www.myflorida.com

Arntz, A., Stupar-Rutenfrans, S., Bloo, J., van Dyck, R., & Spinhoven, P. (2015). Prediction of
treatment discontinuation and recovery from Borderline Personality Disorder: Results
from an RCT comparing Schema Therapy and Transference Focused Psychotherapy.
Behaviour Research and Therapy, 74, 60-71. doi:10.1016/j.brat.2015.09.002

Baekeland, F., & Lundwall, L. (1975). Dropping out of treatment: A critical review.
Psychological Bulletin, 82(5), 738-783. http://dx.doi.org/10.1037/h0077132

Baker, D. E., Edmonds, K. A., Calvert, M., L., Sanders, S., M., Bridges, A. J., Rhea, M. A.,

Kosloff, S. (2019). Predicting attrition in long-term residential substance use disorder

109


https://psycnet.apa.org/doi/10.1037/h0077132

treatment: A modified risk factor perspective. Psychological Services, Advanced online.
doi:10.1037/ser0000333.

Bannon, W. (2015). Missing data within a quantitative research study: How to assess it, treat it,
and why you should care. Journal of the American Association of Nurse Practitioners,
27(4), 230-232. d0i:10.1002/2327-6924.12208

Barnicot, K., Katsakou, C., Marougka, S., & Priebe, S. (2011). Treatment completion in
psychotherapy for borderline personality disorder - a systematic review and meta-
analysis. Acta Psychiatrica Scandinavica, 123(5), 327-338. doi:10.1111/].1600-
0447.2010.01652.x

Barrett, M. S., Chua, W.-J., Crits-Christoph, P., Gibbons, M. B., & Thompson, D. (2008). Early
withdrawal from mental health treatment: Implications for psychotherapy practice.
Psychotherapy: Theory, Research, Practice, Training, 45(2), 247-267.
doi:10.1037/a0016184

Berghofer, G., Schmidl, F., Rudas, S., Steiner, E., & Schmitz, M. (2002). Predictors of treatment
discontinuity in outpatient mental health care. Social Psychiatry and Psychiatric
Epidemiology, 37, 276-282. doi:10.1007/s001270200020

Berke, D. S., Kline, N. K., Wachen, J. S., McLean, C. P., Yarvis, J. S., Mintz, J.,...Litz, B. T.
(2019). Predictors of attandance and dropout in three randomized controlled trials of
PTSD for active duty service members. Behavior Research and Therapy, 118, 7-17. doi:
10.1016/j.brat.2019.03.003

Berry, J. M. (2015). Lobbying for the people: The political behavior of public interest groups.

Princeton, NJ: Princeton University Press.

110



Brorson, H.H., Arnevik, E.A., Rand-Hendriksen, K., & Duckert, F. (2013). Drop-out from
addiction treatment: A systematic review of risk factors. Clinical Psychology Review, 33,
1010-1024. doi:10.1016/cpr.

Coffey, R., Houchens, R., Bong-Chul, C., Kassed, C., Owens, P., Stocks, C...Barret, M. (2011).
A severity of illness classification for mental and substance use disorders for use with
hospital administrative data. Retrieved from: www.hcup-us.ahrg.gov/reports/SOl.jsp

Cooper, A. A, Strunk, D. R., Ryan, E. T., DeRubeis, R. J., Hollon, S. D., & Gallop, R. (2016).
The therapeutic alliance and therapist adherence as predictors of dropout from cognitive
therapy for depression when combined with antidepressant medication. Journal of
Behavior Therapy and Experimental Psychiatry, 50, 113-119.
doi:10.1016/j.jbtep.2015.06.005

Coulton, C., Theodos, B., & Turner, M. A. (2012). Residential mobility and neighborhood
change: Real neighborhoods under the microscope. Cityscape, 55-89.
doi:https://www.huduser.gov/portal/periodicals/cityscpe/vol14num3/Cityscape_Nov2012
_res_mobility_neigh.pdf

Davidson, P. L., Andersen, R. M., Wyn, R., & Brown, E. R. (2004). A framework for evaluating
safety-net and other community-level factors on access for low-income populations. The
Journal of Health Care Organization, Provision, and Financing, 41(1), 21-38.
doi:10.5034/inquiryjrnl_41.1.21

Eckman, S., & Kreuter, F. (2013). Undercoverage rates and undercoverage bias in traditional
housing unit listing. Sociological Methods & Research, 42(3), 264-293.

doi:10.1177/0049124113500477

111



Edlund, M. J., Wang, P. S., Berglund, P. A., Katz, S. J., Lin, E., & Kessler, R. C. (2002).
Dropping out of mental health treatment: patterns and predictors among epidemiological
survey respondents in the United States and Ontario. American Journal of Psychiatry,
159, 845-851. doi:10.1176/appi.ajp.159.5.845

Florida Agency for Healthcare Administration. (2017). Statewide Medicaid Managed Care.
Retrieved from http://ahca.myflorida.com

Florida Office of Economic and Demographic Research [FOEDRY]. (2019). Florida: An
economic overview focusing on county differences. Retrieved from
http://edr.state.fl.us/Content/presentations/economic

Gearing, R. E., Townsend, L., Elkins, J., EI-Bassel, N., & Osterberg, L. (2014). Strategies to
predict, measure, and improve psychosocial treatment adherence. Harvard Review of
Psychiatry, 22(1), 31-45. doi:10.1097/HRP.10.1097

Henzen, A., Moeglin, C., Giannakopoulos, P., & Sentissi, O. (2016). Determinants of dropout in
a community-based mental health crisis centre. BMC Psychiatry, 16(1), 1-7.
doi:10.1186/512888-016-0819-4

Larochelle, S., Diguer, L., Laverdiere, O., & Greenman, P. S. (2011). Predictors of psychological
treatment noncompletion among sexual offenders. Clinical Psychology Review, 31(4),
554-562. d0i:10.1016/j.cpr.2010.12.004

Merikangas, K. R., Jian, H., Burstein, M., Swendsen, J., Avenevoli, S., Case, B., . .. Olfson, M.
(2011). Service utilization for lifetime mental disorders in US adolescents: Results of the
National Comorbidity Survey—Adolescent Supplement (NCS-A). Journal of the
American Academy of Child & Adolescent Psychiatry, 50(1), 32-45.

doi:10.1016/j.jaac.2010.10.006

112



Mertler, C. A., & Vannatta, R. A. (2002). Advanced and multivariate statistical methods (4th
ed.). Los Angeles, CA: Pyrczak.

Meyer, O. L., Saw, A., Cho, Y. I., & Fancher, T. L. (2015). Disparities in assessment, treatment,
and recommendations for specialty mental health care: patient reports of medical
provider behavior. Health Services Research, 50(3), 750-767. d0i:10.1111/1475-
6773.12261

Mott, J. M., Hundt, N. E., Sansgiry, S., Mignogna, J., & Cully, J. A. (2014). Changes in
psychotherapy utilization among veterans with depression, anxiety, and PTSD.
Psychiatric Services, 65(1), 106-112. doi:10.1176/appi.ps.201300056

National Institutes of Mental Health [NIMH]. (2018). Mental illness. Retrieved from
https://www.nimh.nih.gov/health/statistics/mental-ilIness.shtml#part_154910

Patel, V., Flisher, A. J., Hetrick, S., & McGorry, P. (2007). Mental health of young people: A
global public-health challenge. The Lancet, 369, 1302-1313. doi:10.1016

Ricketts, T. C., & Goldsmith, L. J. (2005). Access in health services research: the battle of the
frameworks. Nursing Outlook, 53(6), 274-280. doi:10.1016/j.outlook.2005.06.007

Roth, P. (1994). Missing data: A conceptual review for applied psychologists. Personnel
Psychology, 47(3), 537-558. doi:10.1111/j.1744-6570.1994.th01736.X

Substance Abuse and Mental Health Services Administration. (2018). Mental
disorders. Retrieved from https://www.samhsa.gov/

Sawyer, M. G., Arney, F. M., Baghurst, P. A., Clark, J. J., Graetz, B. W., Kosky, R. J., . ..
Raphael, B. (2001). The mental health of young people in Australia: key findings from

the child and adolescent component of the national survey of mental health and well-

113



being. Australian and New Zealand Journal of Psychiatry, 35, 806-814. doi:
10.1046/].1440-1614.2001.00964.x

Stahler, G. J., Mennis, J., & DuCette, J. P. (2016). Residential and outpatient treatment
completion for substance use disorders in the US: Moderation analysis by demographics
and drug of choice. Addictive Behaviors, 58, 129-135. doi:10.1016/j.addbeh.2016.02.030

Stuart, B., Singhal, P. K., Magder, L. S., & Zuckerman, I. H. (2003). How robust are health plan
quality indicators to data loss? A Monte Carlo simulation study of pediatric asthma
treatment. Health Services Research, 38(6), 1547-1562. doi:10.1111/].1475-
6773.2003.00192.x

Swift, J. K., & Greenberg, R. P. (2012). Premature discontinuation in adult psychotherapy: A
meta-analysis. Journal of Consulting and Clinical Psychology, 80(4), 547-559.
doi:10.1037/a0028226

United States Census Bureau. (2010). Census Bureau referencing map. Retrieved from
http://www.floridahealth.gov/programs-and-services/community-health/rural-
health/_documents/ruralcountiespdf.12.pdf

Watson, H. J., Levine, M. D., Zerwas, S. C., Hamer, R. M., Crosby, R. D., Sprecher,C. S., ... &
Moessner, M. (2017). Predictors of dropout in face-to-face and internet-based cognitive-
behavioral therapy for bulimia nervosa in a randomized controlled trial. International
Journal of Eating Disorders, 50(5), 569-577. doi: 10.1002/eat.22644

Wierzbicki, M., & Pekarik, G. (1993). A meta-analysis of psychotherapy dropout. Professional
Psychology: Research and Practice, 24(2), 190-195. doi:10.1037//0735-7028.24.2.190

World Health Organization. (2018). The ICD-10 classification of mental and behavioral

Disorders. Retrieved from: https://www.who.int/classifications/icd/en/bluebook.pdf

114



Wuensch, K. (2014). Binary logistic regression with SPSS. Retrieved from
https://www.studocu.com/en-us/document/east-carolina-university/psychological-

statistics/lecture-notes/binary-logistic-regression-with-spss/1066629/view

115



Chapter 4: Premature Discontinuation: The Emerging Adult Perspective
Abstract

Emerging adults, ages 18 to 25, demonstrate high prevalence rates of behavioral health
disorders, yet access to treatment is low. For those who do access care, premature
discontinuation, or dropout rates from treatment are high, ranging from 30 to 50%. Existing
research has mainly conducted with secondary datasets and use quantitative, immutable
variables, measured by clinicians and researchers, to predict dropout. These studies have
produced inconsistent and unreliable results. Few studies have taken the client view into account
to understand the complexities surrounding the decision to discontinue care prematurely. This
study sought to fill the gap in the literature.

This qualitative study consisted of in-person, semi-structured interviews (N=20) and was
conducted with emerging adults in the Tampa, Florida area, attending the Healthy Transitions
group program, provided by the Success 4 Kids and Families agency. The emerging adults had
previously made the decision to drop out of care. The interviews were guided by the conditions
and constructs in the Andersen & Newman (1973) model of health care utilization. Interviews
were analyzed with a priori constructs from the model and also thematically to allow themes to
emerge from the data.

Emerging adults indicated logistical issues, (i.e., timing conflicts, financial constraints,
transportation concerns) influenced them to leave care. The lack of a therapeutic relationship or

bond with their therapist influenced them to leave care. Emerging adults discussed why they
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decided to stay in a group therapy program and how it differed from traditional therapy. The
group program was free for the emerging adults, transportation was provided (Uber, Lyft and
ride sharing options), and the group sessions were held twice a week in the evenings, lessening
the conflict during work hours. The program was successful in terms of using peer educators for
group leaders, so emerging adults did not feel judged or stigmatized by their group leader, and
felt their perspective was incorporated into their care plan. These positive aspects of the Healthy
Transitions program helped to retain emerging adults in care.

These study results reveal insight as to why individuals are leaving or remaining in care,
which is first-hand information for researchers and behavioral health providers. This reinforced
the importance of developing a therapeutic alliance to prevent dropout and emphasized the
benefits of a group program with peer educators, especially for emerging adults. The results
suggest we continue to focus on the client perspective of dropout as these studies are absent in
the current literature. Future research might also shift focus from predicting dropout to further
understanding the reasons emerging adults are deciding to remain in treatment. This could help
to inform interventions for those who attend at least one session of therapy.

Introduction

Premature discontinuation of behavioral health care services greatly hinders patient
progress. Research has shown that at least half of those attending psychotherapy need to attend
eight or more sessions of an evidence-based behavioral health treatment before experiencing
moderate relief of symptoms (Mott, Hundt, Sansgiry, Mignogna, & Cully, 2014). Retention in
treatment is challenging, making it more likely individuals who drop out of care will likely suffer
alone through adulthood without professional help (Dixon, Holoshitz, & Nossel, 2016). Living

with an untreated behavioral health issue causes pain and suffering during adulthood, and in
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some cases, results in death, incarceration, and repeated institutionalization (Boardman &
Alexander, 2011; Bryan, Corso, Neal-Walden, & Rudd, 2009; Langhinrichsen-Rohling, Friend,
& Powell, 2009). It is difficult to target outreach efforts to individuals who never engage in
treatment given they cannot be identified. There is a unique opportunity to re-engage those who
initiate treatment and discontinue given their identities are known. Greater understanding of why
these individuals decide to leave care, especially after attending just one session of treatment,
may play a role in developing interventions to prevent dropout.

The existing research on premature discontinuation primarily consists of quantitative,
cross-sectional studies using secondary claims data to determine client reasons for treatment
discontinuation (Baekeland & Lundwall, 1975; Kornfield, Kang-Yi, Mandell, & Epperson,
2018). Despite more than 50 years of research on this topic, these studies lack consistency in the
measurement of premature discontinuation and the inability to reliably identify predictors of
discontinuation (Gearing, Townsend, Elkins, El-Bassel, & Osterberg, 2014). Researchers have
argued the decision to leave care is multifaceted (Dinger, Zilcha-Mano, McCarthy, Barrett, &
Barber, 2013), and measuring sociodemographic characteristics alone, in relationship to dropout,
may not capture the full picture of why individuals decide to leave behavioral health treatment.
Given these inconsistencies, predicting and measuring premature discontinuation from a
quantitative perspective, using immutable variables, such as age, race, and ethnicity, potentially
could be more meaningfully understood with accompanying patient perspectives, as the decision
to discontinue care is a complex concept (Barrett, Chua, Crits-Christoph, Gibbons, & Thompson,
2008). Qualitative studies offer a unique opportunity to capture some of the complexity

associated with emerging adults’ reasoning associated with their decisions to discontinue care.
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As noted in two systematic reviews, to date, few studies have used qualitative
methodologies to explore the topic of premature discontinuation from behavioral health care
(Barnicot et al., 2012; Barrett et al., 2008). One qualitative study that examined predictors of
access to care may also provide insight on reasons for dropout. Sevelius, Patouhas, Keatley, and
Johnson (2014) interviewed 20 adult patients living with HIV, and conducted 5 focus groups,
which revealed these individuals expressed the need for specific, tailored types of behavioral
health care, culturally competent treatment plans are necessary to become initially engaged in
treatment. This finding appears to be supported in the quantitative research on predictors of
dropout. Swift and Greenberg (2012) conducted a meta-analysis, revealing clients who are in
need of a specific treatment for a disorder but are receiving general care, and those who are
younger, are at risk for dropout. Research efforts should be made to understand the client
perspective of what types of tailored treatment are perceived as engaging for young adults. A
study of skills training for adult patients diagnosed with Borderline Personality Disorders (BPD)
indicated those who made the decision to leave care were less likely to learn new skills and
experienced more anxiety during treatment (Barnicot, Couldrey, Sandhu, & Priebe, 2015), which
likely supports the finding of those in need of more specific, tailored care are more likely to
make the decision to leave. This type of study requires replication to further understand reasons
for dropout among specific populations.

No known studies have qualitatively examined the emerging adult population, ages 18-
25, the population of interest in this study, and why they may decide to prematurely drop out of

behavioral health care treatment.
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The Andersen & Newman Model

The Andersen and Newman (1973) model (A&N model) of health care utilization was
used as a guiding framework for this study. The A&N model has been used to predict health care
utilization (Ricketts & Goldsmith, 2005) and has frequently been used to examine predictors of
access and utilization of medical treatment. Specifically, this model hypothesizes certain
demographic and social factors, along with environmental determinants, predict patterns of
health service utilization. Many of the studies conducted with the A&N Model have revealed the
factors to be positively correlated with the decision to utilize medical care (Babitsch, Gohl, &
von Lengerke, 2012; Berghofer, Schmidl, Rudas, Steiner, & Schmitz, 2002). Utilization of care
and premature discontinuation are presumably linked, and certain predictor variables are
assumed to be similar. The selection of the A&N model to understand withdrawal from care is
appropriate, even though this model has not yet been used for this purpose.

For this study, the A&N model was used in a somewhat unique manner, focusing on the
domains and constructs that could be explored qualitatively, to examine the decision to leave
care from the emerging adult perspective. The conceptual model is comprised of three
overarching domains, which are used to predict and explain the reasons that individuals may
decide to access care. These conditions include: 1) the predisposing factors for individual to seek
care; 2) the ability of the individual to secure services, which are referred to as enabling factors;
and 3) the illness level of the individual (Andersen & Newman, 1973).

Within these overarching conditions, there are specific constructs and factors that
contribute to health seeking behaviors. The A&N model posits these constructs can either enable
or hinder access to care. Because certain constructs from the model could not be measured

quantitatively, they were explored with qualitative interviews.
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Within the predisposing condition, constructs include demographic determinants of
health, which are predetermined and not changeable, for example, age, gender, and past illness
are factors that have influenced whether or not an individual will access care (Andersen &
Newman, 1973), as well as social structure constructs, including education, race, employment,
family size, ethnicity, and residential stability. Each of these constructs were measured
quantitatively in the larger dissertation study.

In the last section of the predisposing condition, the beliefs construct considers the
values, attitudes, and knowledge of an individual in relationship to health and illness. It is
expected that negative health beliefs lead to decreased service utilization and vice versa. The
belief construct was the focus of the qualitative interviews.

The A&N model also includes enabling conditions, which account for the means by
which an individual can access care. Although an individual may be predisposed to access care,
in order for this to happen, he or she must have the means to access care (Andersen & Newman,
1973). Within the enabling condition, the family construct includes factors such as family
income and health insurance status. Also, within the enabling condition, there is a community
construct, which includes the region of the county. These variables were tested quantitatively in
the larger dissertation study.

The community construct also includes ratios of available health personnel in the area.
The A&N model posits a greater ratio of providers leads to increased utilization. Determining the
ratio of behavioral health care providers in the surrounding area could not be measured
quantitatively. For this study, this factor was adapted to examine the perception of the
availability of behavioral health care personnel, and the relationship this might have played for

the emerging adult to decide to leave care.
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The illness level condition includes perceived symptoms and diagnoses. The illness level

condition is considered the most immediate determinant of whether or not an individual will

access care (Andersen & Newman, 1973). IlIness level includes the client perception of disease

severity, symptoms, and evaluated diagnoses. This study focused on understanding emerging

adult perceptions of illness symptoms and severity.

PREDISPOSING FACTORS

Beliefs

Construct Definition Notes

Knowledge Knowledge of the mental Demonstrates complex insight
illness and substance abuse of behavioral health.
treatment systems of care.

Attitudes Refers to the overall feelings A good or bad attitude. Ideas
that an emerging adult has such as: treatment is a great
towards behavioral healthand ~ way to handle their illness, or it
the systems of care. is a waste of time.

Values The emerging adult’s perceived Does the emerging adult use
value of behavioral health. the skills that were taught?

ENABLING FACTORS

Community

Construct Definition Notes

Amount of Behavioral Health
Personnel and Facilities

The perception of whether or
not alternative care is available.

Did the emerging adult feel
they had somewhere to turn
after making the decision to
leave care?

ILLNESS LEVEL FACTORS

Perceived
Construct Definition Notes
Symptoms The perception of symptom Any mention of if their
severity, and how this relatesto  symptoms, such as depression,
dropout. suicidal thoughts, psychotic
delusions, and if these had an
influence on the decision to
leave care.
Diagnoses A diagnosis, which is usually Did the diagnoses play a role in

given by a provider (i.e.,
Schizophrenia, Bipolar
Disorders, and Major
Depressive Disorders.

the decision to leave care?

Figure 3.1. Crosswalk of the A&N model and operationalization of factors.
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Figure 3.1 is a crosswalk of the domains and constructs of the A&N model and how they
were defined in relationship to this study. The notes section of the figure provides more specific
details for each definition.

The goal of this qualitative study was to explore emerging adults’ perceptions regarding
their reasons for discontinuing behavioral health care treatment. Specifically, it was intended to
focus on the predisposing (3 constructs), enabling (1 construct), and illness level (2 constructs)
conditions in the A&N model, which could not be adequately assessed quantitatively using a
secondary dataset.

The four research questions for this study were:

1. What are the beliefs, knowledge, attitudes, and values among emerging adults who

have discontinued behavioral health care treatment?

2. What are emerging adults’ perceptions of availability of behavioral health

practitioners in the community?

3. What are emerging adults’ perceptions of symptoms and diagnoses of their illness?

4. What made emerging adults decide to leave treatment?

Methods

The term “emerging adult” was used throughout this paper, although it is understood
there is much controversy about labeling this age group because they are transitioning into
adulthood. Terms referring to this age group include but are not limited to: childhood, young
adulthood, adolescence, and transition age. emerging adult, for the purposes of this study, is used
in reference to the age cohort of individuals who participated and does not reflect any other type

of meaning or label.
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Recruitment of emerging adults took place in Tampa, Florida, at the Success 4 Kids and
Families agency. These emerging adults were recipients of the Substance Abuse and Mental
Health Services Administration (SAMHSA) Healthy Transitions grant program in the Central
Florida Behavioral Health Network. Healthy Transitions is a group program focused on
improving access to behavioral health care treatment and support services for 16-25-year-old
emerging adults across the United States. Healthy Transitions consists of approximately 25
group members with three group leaders. Each of the group leaders in this program had been
members of Healthy Transitions prior to becoming employed by the agency. Group meetings
take place on Monday and Wednesday evenings. From 6 to 8pm. The collaboration with Healthy
Transitions resulted in interviews with 20 emerging adults, ages 18-25, who were members of
the program.

A 12-question, semi-structured interview protocol was developed to elicit information
from emerging adults regarding their beliefs and perceptions of their illness. Reasons for
discontinuing behavioral health care treatment were also part of the interviews. The questions
were tailored to align with six constructs in the A&N model: 1) knowledge, 2) attitudes, 3)
values, 4) perceptions of provider availability, 5) symptoms, and (6) diagnosis. Emerging adults
were asked to discuss their overall views towards behavioral health care treatment and dropout
and how they felt about these subjects. Emerging adults were asked if they felt there were an
adequate amount of service providers they could turn to either before or after making the
decision to leave care. Several interview questions were tailored to explore perceptions and
reasons for premature discontinuation. Emerging adults were asked their opinions of why people

might decide to leave care. Lastly, emerging adult were asked what role, if any, their symptoms
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and diagnoses played in their decision to leave or remain in care. The specific interview guide

questions and probes are included in Figure 3.2.

A&N Condition Reason for Question Question Probes
All Conditions Opening the Interview, Thinking back, how did [Please provide some
Building Rapport you enter treatment? background. How did you

Exploring why they left. What were some of the
reasons that you decided
to leave care?

Why do you think other
people may decide to
leave care? Especially
after one session?

What is the top reason

end up there? What was
your first day like?]

[You can talk about any
type of care that you
received: group,
individual, therapy]

[Is it serious to leave? Not
that big of a deal?]

[What was the worst thing

you decided to leave care? about treatment?]
A&N Condition A&N Construct Question Probes
Predisposing Belief Knowledge What comes to mind [What do you think about
Factors when you think about the treatment process?]

people who decide to
leave treatment?

Attitudes What did you think about  [Is care important?
treatment? Unimportant?]
Values After starting treatment, [Did you hang around
did your life change in different people? Did you
any ways? change your behaviors?]
A&N Condition A&N Construct Question Probes
Enabling Community Availability of Providers ~ When you made the [Did you feel there were
Factors decision to leave care, enough providers that you

what did you think about
the availability of other
treatment programs?

could turn to? were there
long wait lists?]

A&N Condition A&N Construct Question

Probes

IlIness Level Factors Symptoms What role, if any, did the
symptoms of your illness,
play in your decision to
leave care?

Diagnoses What role, if any, did
your diagnosis have to do
with your decision to
leave care?

[Probes: did feeling
worse, or feeling better,
have an influence on
staying or leaving care?]

[Did your diagnosis (for
example, bipolar,
depression, substance
abuse disorder) play a role
in your decision to leave
care]

Figure 3.2. Semi-structured interview guide.
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Healthy Transitions leadership was instrumental in recruiting emerging adults. Studies
have demonstrated when trusted individuals, such as group leaders, assist in the recruitment of
participants of hard to reach populations, individuals may be more willing to participate, which
was true in this study (Bernard, Wutich, & Ryan, 2016). The lead author recruited emerging
adults by first developing a positive rapport with administrators and group leaders through
attending agency meetings and introducing the study. The group leaders then introduced the lead
author to the Healthy Transitions group participants. Recruitment took place face-to-face by the
lead author explaining research goals in the group setting. The emerging adults were provided
with a recruitment flyer that outlined study objectives. Emerging adults were also recruited by
group leaders, group participants, and the lead author by word of mouth. Each emerging adult
was compensated with a $25 Wawa gift card.

The 20 semi-structured interviews were conducted at the Healthy Transitions group
meeting place, a church in the Tampa area, as well as over the phone. Seventeen of the
interviews were conducted face-to-face, and three were completed over the phone. Seventeen of
the interviews were audiotaped. Three participants declined to be recorded due to concerns
sensitive information might be revealed to group leaders or have a negative affect their current
services. The lead author took detailed notes for these interviews and immediately transcribed
the information into Microsoft Word documents after the interviews ended. Interviews ranged
from 15 to 45 minutes and averaged approximately 32 minutes. The audiotaped interviews were
professionally transcribed by the Verbalink Company.

Prior to initiating any recruitment and/or data collection, all study procedures and data
collection instruments were reviewed and approved by the University’s Institutional Review

Board (Pro0031693).

126



Analysis

All analyses were performed with the Dedoose Software. Data collection and analyses
were conducted simultaneously, which allowed for an iterative process. To begin, two
researchers analyzed the data by indicating the parts of the narrative that were relevant to
answering the research questions. Coding was conducted for each segment to ensure a more
accurate score for inter-coder reliability (Guest, MacQueen, & Namey, 2011). Three transcripts
were independently test coded by the two researchers to refine and reclassify coded data as
necessary. After the first round of test coding, the evaluators modified the codebook to include
more comprehensive definitions of certain codes in order to make the codebook more specific.
After two rounds of coding the same three interviews, a Kappa score of .81 was achieved, which
indicates an “excellent” level of agreement (Altman, 1991). Information was then tagged by
using brief phrases, or codes, to summarize the content of the narrative text. The codes were
ultimately categorized into overarching themes.

While qualitative analyses are often conducted without consulting any prior theoretical
framework (Guest, Namey, & Mitchell, 2012), however, more in-depth findings are likely to be
revealed through a guided approach. The A&N model allowed for a guided approach using
applicable constructs to guide interview questions. Inductive thematic analysis allows for themes
to emerge or develop from the data that has been collected (Guest et al., 2011), also known as
open coding, which was used in this study. Exploration of the topic of premature discontinuation
of this age group using qualitative methods has been largely unexplored in the existing research,
and these data provided a unique insight into the reasons (i.e., themes) why emerging adults
decided to leave care. Using this approach, the data itself mainly guided the analysis. The

constructs of the A&N model were developed into a priori themes, including attitudes,
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knowledge, beliefs, symptom severity, and diagnosis. Other themes related to premature
discontinuation emerged during the coding process.
Results

Descriptive statistics of the sample are included in Table 3.1. The emerging adults were
between the ages 18-27 and were female (n=11, 55%), male (n=8, 40%), or non-binary (n=1,
.05%). Emerging adults identified as Black or African American (n=8, 40%), Caucasian (n=7,
35%), or American Indian/Alaskan Native (n=5, 25%), and were mostly non-Hispanic (n=16,
80%). A significant amount of the sample was unemployed (n=9, 45%) and actively seeking
employment. The majority of the sample (n=13, 75%) had attended some college or had an
associate degree, which is more highly educated in comparison to the general population
(Blackwell, Lucas, & Clarke, 2014). For those who felt comfortable providing their monthly
income, it ranged from $0 to $2,500 per month, which is considered low income, so this data was
not reported in table 3.1.

Table 3.1. Participant Characteristics

Characteristic N %
Gender
Male 8 40
Female 11 55
Non-Binary 1 .05
Race
Caucasian 7 35
Black or African American 8 40
American Indian or Alaskan Native 5 25
Ethnicity
Hispanic 4 20
Non-Hispanic 16 80
Education Level
Less than a High School Diploma 1 .05
High School Graduate 5 25
Some College 10 50
Associate Degree or Higher 3 15
Non-Response 1 .05
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All 20 of the emerging adults in this sample made the decision to leave care at some point
in their lives, so it was not possible to make comparisons to those who had never left care. In
fact, every emerging adult interviewed had cycled in and out of care several times, beginning in
early childhood, with some as young as 6 years of age. The decisions to initiate and leave care
early in their lives likely involved parental guidance, as well as the emerging adult’s input, and at
the same, time introduced the idea of premature discontinuation at an early age. Each emerging
adult had the ability to address various reasons for discontinuation during the interviews.

Prior to the interviews, the Healthy Transitions group leaders introduced the research idea
to the group members. The group members expressed to their group leaders the desire to discuss
their stories in the interviews in more favorable language than “dropout,” or “discontinuation,”
as they preferred “making the decision to leave care.” This demonstrated that this group is an
empowered sample of emerging adults and are likely accustomed to advocating for themselves.
When discussing their decisions to leave care, emerging adults described in great detail the
cyclical nature of their relationships with the behavioral health systems of care, and why they

dropped out of many different forms of care throughout their lives.

Evolving Beliefs

Evolving beliefs was the overarching theme corresponding to the predisposing factors
condition of the A&N model. This theme emerged with the emerging adults’ descriptions of
understanding their own progress in care. The specific knowledge, attitudes, and values were
discussed within the overall theme of evolving beliefs, as distinguishing each of these subthemes
was not informative to answering the research question. Emerging adults could not simply be
categorized as knowledgeable or not knowledge, having a positive or negative attitude, or

valuing or not valuing care.
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Evolving beliefs were more fluid in nature and revealed the relationship to care for
emerging adults was cyclical, iterative and complex. Emerging adults were still evolving in their
perceptions of care. They described a lack of knowledge and some negative attitudes regarding
behavioral health care in their initial phases of treatment. For example, two emerging adults
expressed the following strong sentiments:

‘When I very first started treatment, I was like, “This is ridiculous. I'm just being weak. |

shouldn't be doing this. | can't believe I'm part of these people that are so upset and so volatile

and so patience.” That was really my first thought of when I was very first entering treatment.’

Emerging adult 6

‘I was done. I didn't want any more fucking care. I didn't want any more Mr. Addicts. I was done

with that. The Newports and the Dunkin' Donuts. | was over it. Everybody's skin looked like it had

been asphalted. I don't know. I didn't want any more treatment.” Emerging adult 18

These historical contexts were intertwined with descriptions of their knowledge and
attitudes changing and developing once they started engaging in care. Emerging adults
eventually began to perceive care as useful. They described coping tools and skills for their
everyday lives, to deal with their illness or diagnoses.

‘I've realized therapy is important. Therapy helps your thinking in ways that your friends don't

know how to dig in, and your parents don't know how to dig in, and your church doesn't know

how to dig in. The therapists are trained to know these ways of getting you to see things that you
are not able to. And then you could take that back home and say, "Okay, hey, I see this. | see this.

Now help me with it." So I think they play a big role into bringing those things out.” Emerging

adult 17

Somewhat surprisingly, evolving beliefs also emerged in reference to leaving care. With
experience, emerging adults realized more quickly which treatments were not for them and

decided to leave care when there was not a good fit.
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‘[ think if you just give it your all and if it just doesn’t work out, then that’s okay. Not every
treatment center is gonna be that one who’s gonna cure you or help you. And I feel like cure is a
loose word because | feel like no matter what — if you have depression or whatever — there’s no
such thing as a cure. | think you just learn to manage it. Yeah, you cope with it. So, like I said, if —
treatment centers, sometimes they aren’t the best. So, definitely like do your research and if you
end up going there and it’s not the best, then that’s okay to leave. Only do what you want to do.
Sometimes it’s okay to leave care. Like it’s not a bad thing to leave care. Especially if it’s not for
you.” Emerging adult 1

Overall, emerging adults demonstrated a deep and thorough understanding of mental
iliness and substance abuse and the interactions they have had with behavioral health care.

Perceptions of Provider Availability

Within the enabling factors condition of the A&N model, there is a community construct,
which refers to ratios of health personnel and facilities to the population in need of services. This
study was part of a larger study including quantitative variables which were measured in a
statewide dataset. During the quantitative analysis, it was determined the ratios of providers to
emerging adults could not be measured with the available data. The decision was made to
examine this construct qualitatively, in terms of emerging adult perceptions of provider
availability, versus the actual numeric ratio. This decision was made because perceptions of
enabling factors is a proxy measure for provider availability when examining dropout. This has
not been previously examined qualitatively, therefore it adds a unique element to using the A&N
model.

Emerging adults were asked if they felt there were an adequate number of providers in
their community to turn to for treatment once they made the decision to leave care. Emerging

adults felt there were not sufficient available providers and others felt there are sufficient
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providers. When discussing availability, emerging adults expressed their deeper underlying
feelings about what these perceptions meant to them. These feelings of provider availability
corresponded to where they were in the complex process of addressing their behavioral health
issues. Due to emerging adults addressing the idea of provider availability, and then taking these
perceptions a step further to discuss what this meant to them in their process of treatment, the
resulting emergent theme was the importance of provider availability depends on my path.
Emerging adults felt there were not sufficient providers (eight emerging adults), and there
was nowhere for them to turn when they decided to leave care. Lack of availability meant a
perceived barrier to entering the next type of therapy. Emerging adults described being pushed
out of care due to insurance limitations or provider termination of services. The process of
leaving care was out of their control, so they had particularly negative perceptions of provider
availability. In the scenario of one emerging adult, they described losing care and wanting to
reengage, but perceived no providers were available to him.
‘Once I lost care from the therapist for that year, I tried to go find therapy, and they would
constantly be changing the insurances or they wouldn’t take your insurance anymore, or the
doctor would just leave all of a sudden because she found a better position. Especially with
Medicaid, it’s really hard to find a therapist that will stay with you for a long time.’ Emerging
adult 14
Others had positive or neutral perceptions (12 out of 20 emerging adults) of provider
availability. This referred to the idea emerging adults felt they could easily find other treatment
after deciding to leave care, or they at least felt there were options, even if they had to go out and
search. However, this is also where the complexity lies in this theme. Because the entire process
of accessing and working through treatment is complex and cyclical, emerging adults described

the provider availability concept more deeply. Some felt providers were available, but at that

132



point in their lives, it did not matter, because they were not actively seeking treatment. For
example, one emerging adult described leaving care because there was a rupture in the
relationship with her provider and the consideration of the next steps.
‘I mean —yeah. | kind of do [think providers are out there] because | know that we have like EAP
through my job. My mom has health insurance. I'm still covered on her health insurance. So, |
knew there were definitely options, but it was more so like 1 felt like I didn't want to go — thinking
of going through the process of trying to find somebody that | connected with, go through the

intake and saying all the awful stuff again. That just made me not want to even try.” Emerging

adult 20

Overall, perceptions of provider availability were only somewhat meaningful for
emerging adults who were actively seeking treatment. The meaning behind their perceptions of
provider availability depended on their path. For some, perceived lack of providers meant
negativity in terms of moving on. For others, neutral and positive perceptions were relatively
meaningless at the time of consideration, given the emerging adult did not want to engage

because their last experience was so negative.

Perceptions of Behavioral Health Symptoms and Diagnoses

Emerging adults’ behavioral health symptoms were mainly discussed in relationship to
seeking and remaining in care. Thirty-three times, emerging adults described feeling very
depressed with serious symptomology, such as suicidal thoughts, hallucinations, and psychotic
breaks, which motivated them to take action. The more severe the symptomology, the more the
emerging adults expressed their desire to remain in care. Thoughts of suicidal ideation and other
severe symptoms frightened emerging adults, and they described fear of hurting themselves or

others.
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‘At that point, after | was having hallucinations and having those feelings, | was scared one day |

Was going to attempt suicide and not really mean to. At that point when you 're in those thoughts

and feelings, you don’t care. 1 feel like I'd do something I normally wouldn’t do, like hurting my

children. I was scared to hurt my children because at times — so those are the times I'd get in my

car and go on a rage because I felt like | was going to hurt somebody. So when | came to group,

they’d help save my life. Because a lot of times I come into group, and an hour before, I was like 1

want to die, I don’t care, and then I get to group and they 're just so welcoming and everybody is

so accepting.” Emerging adult 7

‘Yeah, I want to be in care, because, I'm feeling really depressed, I'm knowing that I can’t do

anything about it and | want to be there to not hurt myself.” Emerging adult 14

Eleven emerging adults perceived their diagnoses as stigmatizing, and this made them
want to leave care. Emerging adults discussed feeling worse once they received a label from a
provider. Emerging adults described their diagnoses as embarrassing and shameful. Emerging
adults felt their diagnoses were synonymous with stigma and shame, and this made them want to
leave care. Emerging adults oftentimes did not agree with therapists’ diagnoses. The complexity
of the relationship to the perceptions of their diagnoses making them want to leave care were
overridden because the symptoms were so severe, they felt they had to remain in care.

‘l also had some real problems with my diagnosis. | was never formally diagnosed or told that |

had an illness of any kind, but | was put on these meds. I really liked the therapist, and then |

went to get my medical records after he left and | saw that | had a label that went with the meds |

was taking. I had no idea all these years what my diagnosis was. I didn’t know why [ was taking

the meds and it made me really angry.” Emerging adult 17

‘I left care because | had fears with trusting the therapist after seeing my diagnosis.’ Emerging

adult 19
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Emerging adults provided other examples of why diagnoses were problematic for them in
the long term. For example, one emerging adult expressed frustration with her diagnosis because
it followed her throughout the systems of care and precluded her from being treated for a
physical illness. A mental health provider diagnosed her with Munchausen Syndrome while she
was experiencing painful physical symptoms. All of her medical records were labeled with this
diagnosis, and when she went to primary care or emergency room visits for her physical pain,
she was shunned by providers who felt she was fictitious about her complaints. However, upon
further examination, after a year of medical care, it was determined she did indeed suffer from an
auto-immune disease. The diagnosis in this case caused a great deal of stress and suffering.

For emerging adults who were diagnosed, leaving care was not an option, due to medical
and behavioral health related policy requirements. They had to accept the label in order to
receive care for their symptoms despite wanting to leave care. For example, an emerging adult
who was undergoing gender reassignment surgery was diagnosed with “gender identity disorder”
which was beneficial to have in her medical record. In order to be eligible for the surgery, she
needed to have this disorder documented. However, she expressed deep shame and frustration of
being labeled with a “disorder,” which is a controversial term for those undergoing an identity
shift, making her want to leave care.

Some emerging adults were never formally diagnosed by a provider. For those who were
diagnosed, many were not informed they had received this label from their providers, but rather
found the information in their medical charts. Emerging adults were mainly self-diagnosed or
relied on the opinions of friends and family, which they felt more comfortable with in

comparison to the provider label.
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Why did Emerging Adults Leave Treatment?

In addition to the research questions above, the overall reasons for emerging adults’
dropout were explored. All 20 interviews had findings related to these concepts, with some
emerging adults contributing to all themes, and others only one or two of the three. Emerging
adults began telling their complex stories of why they made decisions to leave care. The most
consistent themes had to do with emerging adults’ decisions, such as deciding to stop on their
own (19 emerging adults), which most frequently related to logistical issues, and therapists made
them stop (19 emerging adults). Lastly, stigma made them want to leave care (6 emerging
adults).

Deciding to stop treatment on their own involved logistical issues such as financial
constraints, transportation barriers, changes in insurance coverage, moving to different states, not
having available care after work hours, family dynamics, and other prioritizing time conflicts.
For example, emerging adults described wanting to spend time with friends or take part in other
leisure activities, instead of attending therapy.

‘We're young and we struggle with money. At our age, most of the stuff, if you have a regular job,
you're going to be struggling. It's not, | guess, like before where people can get a regular job and
then support their family, have a baby, have another baby, and then have a house. Now, it's like
you've got to be more competitive, | guess, with money, and you have less money and stuff
because stuff went crazy high.’ emerging adult 14

‘It's probably due to transportation issues and lack of getting there, because if they live a
distance away and they don't have any modes of transportation, it can be difficult to get to your
group.’ Emerging adult 12

Other reasons emerging adults decided to leave care related to the perceived stigma they

dealt with from all aspects of their lives. As a result of stigma of behavioral health, emerging
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adults perceived that in general behavioral health services are viewed as unnecessary, for those
who are not strong, for crazy people who do not have their lives under control, and for
‘professional victims.’
‘There’s a stigma in regard to mental health in general. It makes it hard to want to admit that you
have anything wrong with you because for the fact that you might be ostracized by family and
friends. We live in a society where it's like you have to be tough, you have to be strong, you have
to carry through it; otherwise, you're a wimp, stuff like that. People aren't apt to save face or stay
strong, so they quit. | think there's a lot of issues with society howadays that need to be
addressed. We can't really have a discussion until we destigmatize mental health in general.’
Emerging adult 7
“If | feel like I'm being judged [by a group member], I'll definitely just quit. I know some people

don't mean it that way, but when you're mentally ill, you take things a different way.’ Emerging
adult 15

The therapists making them leave theme emerged in relationship to decisions that were
out of emerging adults’ hands and in the hands of the provider or therapist. For example,
emerging adults described being dismissed by the therapist, therapists who had moved away, or
the emerging adult was clearly maltreated or misunderstood by the therapist. As a result of these
situations, they frequently left care.

Therapists making them leave also referred to disagreements between the emerging adult
and therapist in terms of medicine or treatment, despite advocating for a different course of care.
Some emerging adults described therapists were not engaging in treatment or showing they truly
cared, and medication was the only treatment form. Many therapists recommended medication

use, even when it was not working. Other reasons included: emerging adults perceived providers
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did not have time for them, and therapists had a general attitude of financial gains being their
only concern.
‘A doctor who just keeps changing your meds again and again and again. They don’t ever really
—you go in there for like — they have 15 minutes with you, but they run through the questions so
fast like — how do you give people medication so often, just these random medications, and you
don’t even really know them? You don’t know what they 're going through, what they 've been
through. So these medications they 've given me, they should have never given me because it
doesn’t connect with my symptoms at all.” Emerging adult 8
This theme also included descriptions of seemingly abusive treatment from providers, for
example, the use of unnecessary physical force by behavioral health technicians at Baker and
Marchman Act facilities. No quotes from this theme were included because the emerging adults
who described situations like these were fearful of retaliation in some form from providers, and
the descriptions of these instances were not recorded verbatim, but the general themes were
analyzed by the primary author. One emerging adult described being abandoned in a room after
an overdose without being told why he was there. Another emerging adults described being kept
in a room alone for 23 of the 24 hours in a day at a residential treatment program. Emerging
adults even explained they felt the primary reason Baker and Marchman Act facilities exist is to
show seriously mentally ill and suicidal individuals and those who overdose that residential
treatment is a form of punishment for those types of behaviors. There is clearly a perception
among emerging adults that there is a lack of professionalism on the part of the therapists and

entire system of behavioral health care.

Engagement and Improvement
Lastly, as a result of discussing the various reasons emerging adults decided to leave care,

a more positive, opposite theme emerged. Emerging adults explained ideas providers and
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researchers can use to address discontinuation: the theme of engagement in therapy was
mentioned by 16 emerging adults and included reasons they remained to stay in care, and what
providers did, that, in their opinions were extraordinarily engaging.

These ideas mainly emerged after emerging adults discussed a terrible provider
experience, and then what types of techniques helped them to reengage in care. Emerging adults
explained why they decided to stay in the next treatment, due to various reasons, such as: the
provider being accepting and showing empathy; there being a “click” with the provider; having
someone who is reflective of themselves in terms of age, gender, and experiences with
behavioral health issues; having a feeling the provider is there for more than just a paycheck;
having a provider that was experienced with treating their diagnosis; and providers taking time
with the emerging adults and listening to their needs.

‘I probably had a therapist save my life by calling the police on me one time. I guess she read

between the lines. | sent her an e-mail that was pretty frantic. And she went above and beyond, |

feel like and she called the police. And she refused to see me — oh. She also — she drove me — she
drove with me to this facility to — like an inpatient facility. And she said, “You need inpatient
help. I can’t help you. I refuse to help you until you — | will work with you if you get inpatient
help, but I can’t help you by myself-” And like a couple months later I did get inpatient help. I like

that she was honest. She put in extra hours.” Emerging adult 4

Six emerging adults also provided suggestions for improvement for various types of
treatment modalities, including group and individual therapy. These ideas included simple things
such as the office setting being more appealing, having good smelling offices or rooms,
welcoming paintings or decorations on the walls, and having comfortable seating. They also
suggested engaging activities, especially for group, such as coloring and having interactive

discussions, but with no pressure to talk. In a group setting, emerging adults expressed that
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having a time limit for group members who are talking would assure that everyone gets a turn to

speak.

Why are they Engaged in Healthy Transitions?

Despite emerging adults having been through multiple traumas and different treatment
programs throughout their lives, their beliefs about the current services they were receiving were
positive. They had overwhelmingly positive thoughts about the program and described
specifically why this group was fulfilling their treatment needs. Overall, emerging adults
perceived there to be less judgement and stigma in the group than other settings.

‘Everybody was really nice to me. They didn’t judge me. They 're just like, ‘Damn, I'm sorry

you 're going through that.” Or, ‘I'm really glad you’re here.’ You know? Like they didn’t push

me away like I felt from people in the past. You know? Like they re just — everybody at this group

that I've met so far is really accepting.” Emerging adult 3

‘The group has definitely helped me. I mean, in the first group — the first meeting, | already loved

the people. Like they were my age, they were — different opinions and different stories. | mean,

the people. That’s what made me stay. I mean, they like — they 're concerned for you, they re here
to help you. And also, I know that the group leaders, they 're in school for how to do therapy, so. |
would prefer someone who is like doing this for school, as like as their future job, who wants to
have a future in this. Yeah, it’s their passion. It’s not just something they wake up one of these
days and like, ‘Uh, great. I gotta go do this thing.’ They re also struggling with us as well. So, it’s
not just some random person. Like the people here are amazing. Different stories, different
opinions, different days. Everyone has a different day. So, maybe today was a horrible day,
maybe today was a good day for some people. It’s just the people. And the age group, definitely.

The similar age group is very important to me.’ Emerging adult 6
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‘Every person that comes through that door, it took a lot of effort to come here, even if you don’t
come back — I'm going to start crying. This group means so much to me. Nobody has any clue.’
Emerging adult 13

‘[ think about the fact that you can open up to someone and build a relationship, and then they
can just leave you at anytime. I don’t want to have to reexplain myself to someone new. That’s
what happened to me before and I just kind of gave up until this group. This is the best place |

have ever been. I feel so accepted.’ Emerging adult 5

Perhaps the positive reactions to the group were because it had different features for the
emerging adults, when compared to traditional psychotherapy, outpatient, residential, and other
types of traditional treatment. The types of barriers making emerging adults decide to leave more
traditional types of care included transportation, cost, scheduling issues, insurance, and logistical
issues. There were also many reasons having to do with the therapists and their relationship,
mainly a lack of a good fit and feeling judged or uncomfortable with the provider. The idea of
receiving a diagnosis from a provider also made emerging adults feel stigmatized and
uncomfortable. Many explained their prescribed medications were not working and providers
still recommended they take them, whether they were working or not. It seems the program has
addressed many of the factors commonly associated with dropout.

Healthy Transitions is free to emerging adults who meet the criteria for the SAMHSA
grant, alleviating the burden of cost and some insurance coverage issues for the emerging adults.
In some instances, the program also pays for Lyft to take the emerging adults to and from the
group meetings. In addition, many of the emerging adults live in the same community, which is
in close proximity to the church where the groups take place, so walking and biking to the
location were common, as well as sharing rides with one another. This aspect takes care of much

of the transportation burden for those who do not own vehicles. As far as scheduling is
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concerned, the group is offered twice per week, for two hours in the evenings, which does not
conflict with traditional work hours, likely making it easier for emerging adults to attend. This is
also a significantly longer time period for treatment in the group (two hours) when compared to
the average amount of time that a traditional provider such as a therapist, psychiatrist, or
psychologist can spend with a client (15 minutes on average).

The location of the group being in a church setting is also significant because the
emerging adults perceive this to be very different from the traditional type of setting for mental
health and substance abuse facilities, such as offices and treatment centers. The emerging adults
felt less stigmatized entering a church, which could be for any purpose (prayer, food pantry,
etc.), versus a community health setting or a therapist’s office. The church setting seems to
influence emerging adults’ perception that this group is distant from the traditional systems of
care.

The emerging adults did not have to take medication as part of their group participation,
nor did they have to be diagnosed with a behavioral health illness, which seemed to make it
easier for them to feel accepted. Each of the five counselors were emerging adults and had all
been group members prior to being hired to work for the program. The counselors have had
similar life experiences and can likely identify more with the emerging adults than what
traditional providers represent to this group. A provider who is working in a one-on-one
therapeutic setting may be significantly older, of a different gender or cultural background, and
may not have experienced similar life circumstances to the emerging adults they are treating. The
preferred provider scenario for the emerging adults in this group was the exact opposite of this
perception: they preferred a provider who has had similar life experiences, is not judgmental of

their diagnosis, which is what the emerging adults perceived the group offers. The term
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counselor is not used for this program; group leader is the term used to refer to clinicians, which
is more relatable to the emerging adults.

The peer-to-peer connection of a group seemed to be less intimidating and stigmatizing to
the emerging adults than the idea of a provider “judging” them without having spent much time
getting to know them. The group setting was described in contrast to their descriptions of a one-
on-one traditional setting. Emerging adults described having to develop a relationship with a
provider, explain and reexplain their life stories, relive traumatic memories, and then for various
reasons, could not continue receiving care or made the decision to leave care. The group element
allows for emerging adults to develop more permanent friendships and relationships that are not
at risk of being broken, and the eligibility to participate is both optional and longstanding. The
emerging adults also felt a sense of comradery when sharing their problems with their peers, with
whom they could identify.

There were also a variety of complementary activities the group offered, such as financial
counseling, art therapy, and other ideas which were suggested and chosen by group members.
This aspect allowed the emerging adults to have a voice in the direction of the group and thus in
their care and encouraged autonomy of expression. The idea of the emerging adults having a
voice in their care also further adds to the perception they are not part of the traditional systems
of care where they feel their voices are silenced, and they are given directions as to how to
improve their illness, often involving medication and limited time with a counselor. Within the
group setting, the emerging adults perceive there is shared decision making with the group
leaders, which is empowering.

The main concern a number of emerging adults expressed during the interviews was

aging out of the Healthy Transitions program and having to leave the one program that has
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provided them with the supports and guidance that had been lacking in the many other programs
and services from which they had previously dropped out. The thought of have no support or of
having to return to the traditional mental health system was anxiety-producing for some of the
emerging adults, and they could not see any alternatives for themselves beyond the program.
Discussion

There are three primary findings from this exploratory study. The first is the reasons
emerging adults cited for dropping out of care are similar to those cited by adults in previous
studies (Barrett et al., 2008; Swift & Greenberg, 2012), such as transportation, cost, and
scheduling. The second message is with thoughtful planning and implementation, mental health
programs can successfully address most, if not all of the issues leading emerging adults to drop
out of care. As previously described, the interviews with the emerging adults clearly indicate the
program has minimized most of the barriers cited as reasons for previously dropping out of care.
However, the third finding from this study is the success of Healthy Transitions is seemingly a
short-term solution to these individuals’ long-term behavioral health care needs.

The concerns the emerging adults raised during the interviews about aging out of the
program are real, as was the anxiety and uncertainty they conveyed when discussing what their
futures will hold after they are no longer be able to participate in the program. Despite Healthy
Transitions seeming to have successfully engaged the emerging adults in treatment, which they
perceive as accepting them for who they are and building on their strengths, the program is time-
limited by age. There is a lack of perception from the emerging adults of a service transition plan
that would effectively replace this program. Because of this, the emerging adults perceive they
will once again be left on their own to seek care, or not, from the same service system that they

previously rejected.
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Limitations

This study is not without its limitations. The homogeneity of the sample is a limiting
factor in that all of the emerging adults had previously dropped out of care, are from the same
program, similar age group (i.e., emerging adult), and from the same geographic region. Given
this sample homogeneity, the generalizability of the emerging adults” comments and insights is
more limited than had the sample been composed of emerging adults from various programs and
different regions across the state or country. As previously noted, comparisons also could not be
made between emerging adults who dropped out of care with those who stayed in treatment,
given that all 20 emerging adults had prematurely discontinued care.

Somewhat related is the small sample size in this study, which is somewhat relevant,
given the lack of diversity among the emerging adults who were interviewed. Only group
participants of the program were interviewed, which did include two group leaders. If a
significant number of the group leaders had been interviewed, perhaps a broader, more diverse
perspective on the issue of dropout would have been obtained. Despite these limitations, given
the purpose of this qualitative study was to conduct an exploratory inquiry into why emerging
adults prematurely discontinue behavioral health care, important preliminary insights regarding
this question were gained and can be used to guide subsequent study.

Implications for Behavioral and Public Health

To facilitate translation of findings to practice, study results were shared with group
leaders, administrators of the Success 4 Kids and Families agency, and its funder, SAMHSA,
with the hopes the patient perspective of premature discontinuation can be better understood by
providers. It is useful for all those involved in the Healthy Transitions program to understand the

reasons it was perceived as successful. Within the group setting, emerging adults felt removed
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from the traditional systems of care for many reasons. The group addressed many of the typical
barriers to care, such as transportation issues, emerging adults having a voice in their treatment
(i.e., shared decision-making). The church setting also helped emerging adults to feel they were
somewhat removed from the traditional systems of care. Perhaps most importantly, group leaders
of similar age and life circumstances made emerging adults feel more of a therapuetic bond, less
stigmatized, and more accepted, which helped to retain them in care.

Therapists and mental health providers in all settings could learn a great deal from these
findings, especially the themes regarding engagement. In traditional settings, there are perceived
and actual power differentials between clients and therapists, and the findings from the client’s
perspectives on dropout are likely different from the reasons therapists feel emerging adults
decide to leave treatment. Oftentimes, when the therapeutic alliance is ruptured, the therapist is
unaware the client was even considering leaving care, and they may never know what went
wrong (Cooper et al., 2016). These results candidly explain some of the problems emerging
adults perceived with traditional types of therapy, which may be new information for providers.

Emerging adults’ beliefs towards behavioral health care systems in this sample were
mainly positive, and results showed that their beliefs and attitudes evolved once they found a
welcoming atmosphere, such as Healthy Transitions. The attitudes towards behavioral health
care have the potential to evolve for other clients if they feel comfortable in their treatment
settings. Negative attitudes show a relationship to dropout, so understanding how and why they
evolved into positive attitudes may help providers to understand the client’s perspective. If the
providers understand negative attitudes have likely resulted from many years of bad experiences
but can evolve into positivity if the right treatment type is found, they might consider addressing

barriers and negativity in their first interactions with clients. By simply allowing the client to
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express their beliefs and attitudes and allowing for shared decision-making in the treatment
process, empathy may be conveyed, and this could open the path for change, including
engagement in care. This discussion may ultimately help practitioners to engage clients in care,
especially for those who make contact with the systems of care at least once.

Practitioners may consider ways they can alleviate the traditional barriers to care for
clients, such as transportation, cost, and alternative office hours, if it is within their power. They
might also consider as the success of the Healthy Transitions group and how these findings
might relate to other settings. With this information, providers may be able to more effectively
engage emerging adults in traditional forms of care, such as psychotherapy or inpatient settings.
If the office atmosphere can be welcoming and clients feel their provider truly empathizes and
cares about their situation, they may be more likely to remain in care. Practitioners might also
consider referral processes for emerging adults. Because the group was perceived so positively
by emerging adults, it may make sense for providers who come in contact with this age group to
develop a plan to connect emerging adults with group therapy, either in conjunction with
individual therapy, or separately, as a contingency plan if other forms of care do not appear to be
working.

Future research could more thoroughly examine the complexity of emerging adults’
decisions to leave care. Specifically, this age group faces unique challenges in comparison to
adolescents or adults. Emerging adults are legally considered adults and are responsible for their
own behavioral health care, yet it is still a transitional time period, where some still heavily rely
on parental resources, live at home, have transportation and income constraints, and are not fully
functioning as independent adults. Studies often group emerging adults into one adult category

for analyses, yet there are differences for the reasons this group chooses to leave care, versus
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older adults or children. Emerging adults are at a transitional time period in their lives, where
they are legally considered adults, but may still be reliant upon their parents for transportation,
paying for treatment, and housing. They are more advanced than children and adolescents but not
as mature as older adults. This can create complexities in relationship to behavioral health care
that other age groups would not face.

Future studies could also examine perceptions of group therapy, as this modality is often
overlooked in the studies on dropout (Gearing et al., 2014) because research on this topic is most
commonly conducted with psychotherapy, internet-based Cognitive Behavioral Therapy, and
other types of case management. Studies on group therapy for individuals diagnosed with serious
mental illness suggest peer-to-peer connections increase access and engagement in online
therapy due to a sense of group belonging and sharing coping mechanisms (Naslund,
Aschbrenner, Marsch, & Bartels, 2016). It appears the group therapy provided for this sample
revealed similar findings to the study on access, but instead demonstrated the relationship to
preventing dropout. The Healthy Transitions group seems to have addressed many of the most
frequent predictors of dropout in the existing literature and is effectively retaining emerging
adults in care. If future research on group therapy and dropout revealed similar findings, it may
make sense to continue conducting studies focused on the client perspective.

The demand for all types of behavioral health care continues to increase, and providers
are limited in their capacity to serve those in need. In order to meet this demand, group therapies
are a less expensive and easier access alternative than more traditional types of care. It is likely,
given the popularity of group settings among emerging adults and the increasing demands of the
systems of care, that this modality will become popular, yet at the same time, it is essential to

understand if it is also benefiting clients and is effective when compared to traditional therapies.
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Group therapy may increase access to care and could also prevent dropout, which is
useful information. At the same time, the behavioral health care field could also benefit from
studies on short- and long-term efficacy of this modality. In a meta-analysis of group cognitive
behavioral therapy for insomnia, it was concluded therapy was effective and treatment gains of
increased sleep time and quality persisted over time (Koffel, Koffel, & Gehrman, 2015). Authors
also noted that it would be helpful to understand if other types of behavioral health group
therapy, particularly group therapies for comorbid illnesses, are effective and are also making
long-lasting changes. This study did not compare group therapy to other modalities, so in the
future, studies could also make comparisons to other types of care.

In addition to gaining a more thorough understanding of the client perspective of dropout,
it may also be informative to interview agency staff and peer educators/clinicians. Specifically,
within the Healthy Transitions group and the Success 4 Kids and families agency, interviews
with group leaders could offer a unique perspective and further insight on dropout for this type of
program. Future research may focus on analyzing information from the group peer educator
perspective, adding a unique element to the existing literature on this subject.

There questions surrounding what circumstances constitute premature discontinuation of
care. Many emerging adults in this sample described reasons for leaving care that were out of
their control. If a therapist moved away, the emerging adults (or their families) moved out of
state, or the emerging adult was incarcerated, this is often recorded as premature discontinuation.
Although these circumstances result in a break in service delivery to the client, they are different
from situations in which a client makes a conscious decision to drop out of care. Including these
instances as dropout can lead to overestimates of premature discontinuation. Additionally, if an

emerging adult gets better and leaves care, a therapist would likely consider this premature
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discontinuation (LoTempio et al., 2013), and would be recorded as dropout for research
purposes. However, if a client truly feels better and has gained the coping skills they need over a
brief course of treatment, perhaps this type of situation should not be classified as dropout. This
is an example of dropout, but it may or may not be premature, especially if the client’s feelings
and perspectives are taken into consideration. Some clients feel dropout is a natural part of the
process of finding the right therapist, and they seek alternative treatment immediately after
leaving their provider. These scenarios raise questions regarding the classification and
operationalization of premature discontinuation. Future studies may focus on determining the
meaning of the concept of premature discontinuation and establishing some criteria for the types
of scenarios that should be included in the construction of this variable.

Lastly, despite many years of research on the topic, there remain significant differences
in the operationalization of premature discontinuation and still no agreed upon standardized
method of measuring this construct in quantitative studies (Barrett et al., 2008; Hatchett, Han, &
Cooker, 2002; Kolb, Beutler, Davis, Crago, & Shanfield, 1985; Swift & Greenberg, 2014; Wang,
Woo, Jun, & Bahk, 2015), and predictors of dropout remain inconsistent. The findings from this
study suggest the field of research on this topic could benefit from considering an alternative
perspective for how this concept is defined. Perhaps more qualitative client-based perspectives of
dropout should be taken into consideration. The client perspective may offer insight for how this
concept should or should not be measured in future studies. Studies designed to work toward a
standardized definition and measurement strategy, which incorporate the client perspective,
would serve the field well.

The funders of the program, the Substance Abuse and Mental Health Services

Administration, may also be interested in the positive response to the group therapy. It appears as
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though the program is addressing many of the reasons emerging adults decide to leave traditional
types of care. In terms of Florida policy, it may also be beneficial to consider extending the
maximum age for programs like Healthy Transitions. The response from this sample indicates
programs like Healthy Transitions may be making a difference in the lives of emerging adults,
and it is preventing them from dropping out of care. The rules for those who can participate in
groups like Healthy Transitions are strict with age limits. Emerging adults in this sample
expressed anxiety because they were turning 26 at some point in the near future and would no
longer be eligible for Healthy Transitions. Perhaps these results could make a difference in
funding priorities for behavioral health service agencies.

State funds are allocated for outreach with individuals who have not contacted the
systems of care and for those who are currently receiving care. At the same time, funds are being
spent on those who engage in the systems of care and then drop out. It may also be beneficial to
consider making funding investments to engage people in treatment, especially for those who
have contacted the systems of care at least once. It makes sense to try to retain emerging adults
in care, especially if certain types of treatment, like the Healthy Transitions group, may be more
appealing to them. Peer counseling and group therapy may be more cost effective than traditional
types of therapy, and at the same time, may be more beneficial to the client. Allocating more
funding to peer counseling and group therapies could decrease premature discontinuation.
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Chapter 5: Integration of Findings, Implications, and Conclusions

This chapter provides an overview of the dissertation design, and a brief description of
the manuscripts associated with each of the three studies. This is followed by an integration of
the findings from the three manuscripts. The integration is displayed with a visual representation
of the overall study findings mapped on to the Andersen & Newman (1973) model (A&N model)
conditions and constructs. The figure also contains suggested additional model constructs if it
were to be applied to future studies of premature discontinuation. This is followed by overall
study strengths and limitations, implications for behavioral health, and conclusions that can be
drawn from this dissertation.

This mixed methods dissertation research study explored premature discontinuation from
behavioral health treatment within the emerging adult population. This consisted of a systematic
review of the literature, followed by a quantitative analysis of a statewide secondary dataset, and
concluded with qualitative interviews of emerging adults using public sector services in Florida.
The quantitative and qualitative studies were guided by the conditions and constructs in the A&N
model of health care utilization. Study findings were reported in three manuscripts.

The first manuscript systematically explored literature on the measurement of premature
discontinuation from 2014 through 2019. The second manuscript examined a statewide dataset,
using the A&N model as a guiding framework and the results from the systematic literature
review on measurement, to operationalize the conditions and constructs of the model that could
be tested quantitatively. The variables in the Substance Abuse and Mental Health Information

System (SAMHIS) dataset were tested in relationship to discontinuation of public sector services
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in the state of Florida. The third manuscript explored the conditions and constructs of the A&N
model that could not be tested quantitatively through qualitative interviews with emerging adults
who had prematurely discontinued treatment.

The findings of the systematic review suggest the measurement of the topic of premature
discontinuation from behavioral health care remains inconsistent despite nearly 50 years of
research on the topic. These results are consistent with the findings of a similar review conducted
by Gearing, Townsend, Elkins, EI-Bassel, & Osterberg (2014), which also revealed
inconsistencies in the measurement of the concept of premature discontinuation in behavioral
health care. Various factors contribute to the inconsistency in operationalizing premature
discontinuation, including: 1) the language used to categorize the outcome variable; 2) the wide
ranging and vastly different modalities and settings; 3) the data sources analyzed; and 4) who
made the determination of dropout, which included researchers, clinicians, clients, or program
staff.

The quantitative study produced a logistic regression model at 90-days from initial
encounter, which only explained a small proportion of the variability in the data system. Four of
thirteen proxy measure predictors in the logistic regression model emerged as being statistically
significant in predicting dropout in the SAMHIS dataset sample (N=107,567). Emerging adults
1) accessing care in urban areas; 2) with severe primary diagnoses and no secondary diagnoses,
and 3) with some college or more, were the most significant factors associated with dropout. Due
to the large and powerful sample size, nearly every variable in the model was significant which
makes these results only somewhat meaningful.

The qualitative study explored the conditions and constructs of the A&N model that

could not be tested with the SAMHIS dataset. Specifically, the predisposing health beliefs,
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perceptions of provider availability, and perceived symptoms and diagnoses constructs were used
to guide the interviews. Emerging adults demonstrated complex knowledge about behavioral
health care, though these beliefs were not discussed specifically in relationship to dropout.
Perceived provider availability was not a strong enough factor to influence their decision to drop
out of care. Most emerging adults indicated that if they were experiencing severe illness
symptoms, they were more likely to remain in care. However, the evaluation process and
resulting clinician diagnoses, particularly if there was a lack of a therapeutic bond, were
perceived as stigmatizing labels which made them more likely to drop out of care.

Emerging adults alternatively discussed why they were engaged in the group therapy
program. The Healthy Transitions program was successful in addressing some of the traditional
barriers to remaining in treatment, such as cost and transportation issues, and offered an
alternative office setting and hours. Group leaders are peers, lessening feelings of stigmatization
and judgement. Overall, emerging adults felt their perspective was incorporated into their care
plan, and that the group was very different than a traditional psychotherapy visit.

The results of the three studies suggest there are factors aside from the predisposing,
enabling, and illness level conditions in the A&N model contributing to emerging adults’
decisions to leave care. One aspect of premature discontinuation this study did not address
directly is the relationship between the therapist and client, though themes directly related to this
topic emerged in the qualitative study. This concept has been studied in relationship to dropout
and can be informative to the study findings. This chapter will review some of the existing
literature on the role of the therapist and the therapeutic relationship in relationship to dropout

and cover key findings from the qualitative study.
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Not surprisingly, the research on therapist demographic factors in relationship to dropout
has demonstrated mixed results. Some studies have examined therapist demographic variables,
such as age and gender, in relationship to premature discontinuation and have revealed no
significant findings (Xiao, Hayes, Castonguay, McAleavey, & Locke, 2017). Other research has
suggested female therapists are more likely to retain their clients in treatment than males
(Baekeland & Lundwall, 1975), whereas other studies have found male therapists have lower
rates of client dropout (Banham & Schweitzer, 2016). Gender and ethnic matching of client and
therapist characteristics has been addressed in some studies, demonstrating inconsistent dropout
results (Nysaeter, Nordahl, & Havik, 2010; Werbart, Andersson, & Sandell, 2011). However, a
therapist’s general comfort with racial and ethnic minorities has been found to increase the
likelihood of retaining a client in treatment (Owen et al., 2017). Similar to studies on client
demographics, therapist demographic factors alone do not appear to be reliable predictors of
dropout. It seems there are additional aspects involved in the clinician and client relationship
may play more of a role in regard to dropout.

The therapeutic bond, or therapeutic alliance, demonstrates a reliable relationship with
dropout. A weak therapeutic alliance, characterized by poor communication regarding
assessment of symptoms or disagreement on course of treatment also known as a “rupture,” are
considered predictors of premature dropout (Levy, Beeney, Wasserman, & Clarkin, 2010;
LoTempio et al., 2013; McLaughlin, Keller, Feeny, Youngstrom, & Zoellner, 2014). This finding
is consistent across various settings, including university training clinics, counseling centers,
outpatient settings, and private practice settings and in various modalities, including

psychotherapy, and CBT in both inpatient and outpatient settings. Existing studies aiming to
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understand therapeutic alliance have mainly focused on clinician experience and technique and
provide insight as to how these factors might influence discontinuation.

Therapist experience is an important factor to consider. According to a meta-analysis,
across various designs and methodologies, less therapist experience and less training in the field
has consistently predicted higher rates of premature dropout (Goldberg et al., 2016; Owen et al.,
2017; Swift & Greenberg, 2012). A reasonable conclusion for this finding is more experienced
therapists are more patient and have the skills necessary to handle the course of the therapeutic
relationship in comparison to those with less experience.

In terms of technique, not surprisingly, confrontational therapists tend to experience more
client dropout when compared to those with a more supportive style (Sharf, Primavera, &
Diener, 2010). To address tension due to clinician approach, researchers have suggested a
proactive discussion of therapeutic expectations, higher levels of communication between client
and therapist, and homework for clients to focus on outside of therapy. These factors were
associated with less frequent rates of discontinuation (Cooper et al., 2016; Northrup et al., 2017).
It appears as though less confrontation and more engagement between therapist and client could
prevent premature discontinuation. This conclusion is also supported by the results from the
qualitative study.

In terms of the studies on therapeutic alliance and dropout, it is oftentimes unclear
whether the decision to discontinue care has been made by the therapist or the client (Swift &
Greenberg, 2012), yet it is a two-sided decision. Therapists can terminate treatment for several
reasons, for example, if a client does not improve or worsens, if the therapist perceives the client
to be too challenging, or if a scheduling change occurs (Goldberg et al., 2016). Alternatively, the

therapist may decide a client is no longer in need of care because their symptoms have greatly
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improved. These types of situations are oftentimes not documented in the client record, making
the information inaccessible to researchers, which could lead to inaccurate results when
predicting dropout.

In the existing research, therapeutic alliance has been assessed using one of three
validated scales, each of which take both client and clinician perspectives into account.
Luborksy’s Penn Helping Alliance Questionnaire, Horvath and Greenberg’s Working Alliance
Inventory, and the California Psychotherapy Alliance Scales are validated measures that contain
Likert scale questions pertaining to client and clinician bond and agreement on goals and tasks
(Summers & Barber, 2003). For clients who are at risk for prematurely leaving care, it may be
beneficial to go deeper into their thought process and make the questions more client focused.
Therapeutic alliance could be addressed by interviewing the client about the strength of their
relationship. This may provide more information about the complexity of feelings the client may
be experiencing and could reveal concepts the client may not feel comfortable discussing with
the clinician. Perhaps ruptures in relationships may be repaired after the initial visit and before
the client decides to leave care in order to decrease dropout.

Currently, there is only one validated tool, the Engagement Measure, which contains 11
items and was developed by Hall, Meaden, Smith & Jones (2001) to assess client engagement
from the clinician or staff perspective. Using the Engagement Measure, clinicians judge client
attendance, therapeutic alliance, client communication, client perception of treatment,
collaboration, and compliance. Notably absent from this scale is the client perspective of these
factors and their perceived level of engagement. There are no known validated measures of

engagement from the client perspective. Measuring active engagement in treatment could begin
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by taking client perspectives into account, with either open ended questions or brief surveys.
Ideally, this could lead to the development of validated measures of engagement for clients.

One way to more thoroughly understand the therapeutic relationship and its relationship
to premature discontinuation is to gain an understanding of the client perspective. The qualitative
study revealed some emergent themes regarding the client’s decision to leave treatment
specifically with regards to therapeutic relationship.

In the qualitative study, oftentimes a rupture was described between the emerging adult
and therapist which led to their decision to drop out. Ruptures occurred in several different types
of scenarios. Firstly, emerging adults felt therapists were not engaging in the treatment course
because they did not have enough time for the visits. An average psychotherapy appointment,
similar to medical appointments, are relatively brief and it is understandable this would be a
factor for why emerging adults feel the bond ruptures. Emerging adults interpreted a lack of time
during an appointment to mean the therapist was not showing they truly cared or did not have an
interest in their well-being. Brief appointments, with less therapist and client interaction, made
the emerging adults want to leave care.

Other reasons the bond ruptured from the client perspective were emerging adults felt
therapists had a general attitude that financial gains were their only concern. If an emerging adult
could not pay for care, they perceived clinicians treated them differently and dismissed them
more quickly than if their visit was covered by insurance. Not surprisingly, if emerging adult felt
they were maltreated, misjudged, or misunderstood by the therapist, they often decided to leave
care.

Another perception from emerging adults as to why they felt bonds ruptured had to do

with pharmacotherapy as the primary method of treatment. Emerging adults felt therapists relied
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on medication as the only form of treatment for their disorders. Many therapists recommended
medication use even when emerging adults expressed it was not working and were experiencing
negative side effects. Emerging adults then began seeking alternative methods of care for their
diagnoses which influenced their decision to leave care.

The relationship between therapist and client, or therapeutic alliance, should be included
in future studies on dropout. It would be ideal for therapist and client perspectives to be assessed
within the same study. This would allow for at least two perspectives of dropout, which could
lead to more accuracy in understanding the concept.

A&N Model and Dissertation Findings

This study was based on an exploratory mixed method design. The A&N model was used
as a guiding framework and the intent of the study was not to test the model. No formal
assumptions or hypotheses were made as to the direction of the relationship for the constructed
variables in association with dropout. This decision was made due to the exploratory study
design. Additionally, the A&N model has never been applied to this topic, so there was no
precedent for developing formal hypotheses. Based on findings from previous A&N model
studies on utilization, and the existing literature on dropout, reasonable expectations were made
for the associations of certain variables.

Figure 5.1 outlines the expectations for each of the constructs. Model expectations were
based on the general idea that populations with vulnerable characteristics would be associated
with dropout. The qualitative expectations were worded slightly differently than the quantitative
constructs, as no variables were tested to predict dropout during this study. For purposes of
making study conclusions, reasonable estimates were made as to the themes that might emerge

during the interviews.
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PREDISPOSING FACTORS

ENABLING FACTORS

ILLNESS LEVEL FACTORS

Gender
No expectations were made for
gender.

History of Past IlIness
A history of past illness would
be associated with dropout.

Education
Lower education levels would
be associated with dropout.

Race
Minority status would be
associated with dropout.

Employment
Unemployment would be
associated with dropout.

Family Size
A larger family would be
associated with dropout.

Ethnicity
Hispanic ethnicity would be
associated with dropout.

Residential Stability
Less residential stability would
be associated with dropout.

Beliefs

Negative beliefs regarding
behavioral health would be
discussed in relationship to
dropout.

Insurance

Medicaid or safety net insurance
would be associated with
dropout.

Income
Lower income would be
associated with dropout.

Region of Country
Rural areas would be associated
with dropout.

Provider Availability

Lack of provider availability
would be discussed in
relationship to dropout.

Symptoms

Severe symptomology would
make an emerging adult want to
remain in care.

Diagnoses
Severe diagnoses would make
an emerging adult want to leave.

Evaluated Diagnoses
Severe diagnoses would be
associated with dropout.

Figure 5.1. Expectations for A&N model factors in relationship to dropout.

In Figure 5.1, the three A&N model conditions are in all capital letters and appear at the

top of each column. The factors are aligned vertically and appear in sentence case in bold font

below the constructs. The expectations for each of the factors are listed in detail in normal font

below the factors, with the exception of gender. The original A&N model did not make a
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prediction about this factor, only noting it would play a role in utilization of services.
Additionally, the inconsistency of this predictor in the existing literature in relationship dropout
did not allow for assumptions to be made. This was the only variable for which no expectations
were made. Figure 5.2 is a visual representation of the A&N model conditions and constructs
which contain the integrated findings from the quantitative and qualitative studies. The
constructs in the figure contain the predictor variables and emergent themes. The constructs in
the first three columns are fixed from the original model. These boxes contain all of the study
findings: significant variables are in Times New Roman bold font, insignificant variables or
findings are denoted with Calibri font and are not bold.

Five of the 16 factors in the model (gender, family size, beliefs, income, and perceptions
of provider availability) were not associated with or did not emerge as a theme related to
dropout. The finding of gender being insignificant is expected, given the inconsistencies in
predicting dropout in other studies. The insignificance of family size is also not surprising, given
this variable may be a poor predictor of social structure. Beliefs did not show a relationship to
dropout, likely because of the difficulty in explaining a vague and constantly evolving concept.
Given the A&N model considers provider availability to be a quantitative variable (i.e. a ratio of
persons in need to available providers), it makes sense this was not an emergent theme discussed
in relationship to dropout in the interviews. The question seemed obligatory during the
interviews, and future studies using the A&N model should treat this as a quantitative variable.

Interestingly, 7 of the 16 factors were associated with dropout in the opposite direction of
the expectations outlined in Figure 5.1. Though the logistic regression model was not a good fit,
which decreases the meaningful aspects of these findings. However, it is still noteworthy these

variables demonstrated relationships opposite of the expectations. Emerging adults with higher
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education levels, who were employed, with private or other insurance, accessing care in urban
areas, and of non-Hispanic ethnicity were associated with dropout. Perhaps these individuals had
scheduling conflicts, due to work or school obligations, or had access to care outside of safety
net services.

Two of the illness level factors, perceived and evaluated diagnoses, refer to severity of
diagnoses, and study findings were opposite of the model predictions, but consistent with the
literature on this topic. Both of these factors are related to severity of diagnoses, and include
perceived (client level), and evaluated (clinician level) constructs. Interestingly, diagnosis was
the only variables that could be assessed in both of the studies. The perceptions of diagnosis
severity were assessed qualitatively with the emerging adults, and the evaluated severity of
diagnoses were included in the logistic regression model. The findings from each study seem to
reinforce one another. Increased severity of diagnoses is associated with dropout in the model,
and was an emergent theme, discussed in relationship to drop out in the interviews. The
qualitative findings may provide some insight as to why this is happening: diagnoses are labels
and appear to be influencing emerging adults to drop out of care.

Four of the 16 factors were consistent with A&N expectations. Those with a history of
past illness, African Americans and other races, and those with less stable residential
arrangements were more likely to drop out of care. These populations are generally considered
more vulnerable, which would seem reasonable they are dropping out at higher rates in
comparison to other groups. Lastly, increased severity of symptoms emerged in the qualitative
interviews in the context of perceiving a need to stay in care and were discussed as a reason to
avoid dropping out. This is consistent with A&N model predictions that severe symptoms would

cause an individual to utilize care. These findings are consistent with study expectations.
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The proposed condition is the last column and is titled disengagement factors. This
proposed condition is an attempt to include the interactions an individual may have with the
systems of care. The predisposing, enabling, and illness level conditions are largely immutable
factors and are focused on how an individual would access or utilize care. The disengagement
condition is more fluid in nature and pertains to the experiences an individual may have during
their initial appointment with a clinician. The related constructs are suggested factors to include
in the A&N model if applying it to predict premature discontinuation. This is a condensed
presentation of the study findings that predicted dropout. The findings in this condition were
mainly based on the results of the qualitative study.

The community construct contains variables that could be examined mainly through
guantitative methods. Simple questions that could be answered with brief surveys addressing
hours, transportation availability, and office setting may be informative to predicting dropout.
The perceived and evaluated therapeutic alliance construct speaks directly to the findings in the
previous sections. Factors aside from the constructs that were explored in this study can likely
explain why emerging adults decide to leave care. Most important is therapeutic bond a client
has with their clinician. This could be measured using the validated scales reviewed in this
chapter, using mixed methods. Lastly, disengagement is a proposed construct. Emerging adults
spoke to why they had disengaged from previous treatments. If clients are disengaged, they are

more likely to drop out.
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ILLNESS
LEVEL
FACTORS

PREDISPOSING ENABLING
FACTORS FACTORS
Demographic Family

Gender Private or other
History of past insurance

iliness Income
Social Structure .

Associate’s degree or Community

higher Urban areas

AAs and other races Perceptions of

Emp|0yed provider
Family Size availability did not

Non-Hispanic
Less residential
stability

relate to dropout.

Perceived
More severe symptoms resulted
in emerging adults wanting to
seek and remain in care, due to
fear of hurting themselves or
others, and a desire to feel
better.

Severe diagnoses resulted in
clients feeling stigmatized,
inappropriately labeled, and led
emerging adults to drop out.

DISENGAGEMENT
FACTORS

Lack of transportation.
Unwelcoming office
setting.

Therapists who are not
considered “peers.”
Lack of availability of
group therapy.

5

Beliefs

Values, attitudes and knowledge
were still evolving for emerging
adults. They described a lack of

knowledge or having negative
attitudes when initiating care, but
then evolved to a point of deep
knowledge and the ability to
educate others.

Figure 5.2. A&N model and study findings.

Evaluated
Severe diagnoses.

169

Perceived and/or Evaluated

A weak therapeutic bond.
Not having a voice in treatment.
Lack of agreement on goals.
Feeling judged.

Feeling rushed.

Lack of agreement on medication.

Lack of client participation in goal
setting, communication, or
attendance.

Lack of client desire to improve.

DROPOUT




Figure Key

*A&N model conditions are in all capital letters at the top of each column.

*A&N model constructs are italicized and underlined within the boxes.

*Significant predictor variables of dropout are in Times New Roman font and bold.

*Insignificant variables in relationship to dropout are in Calibri font and not bold.

*Disengagement factors represent proposed conditions, constructs, and factors to consider adding to the A&N model to predict

dropout based on study results.
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Study Strengths and Limitations

There are several strengths of this dissertation study. A mixed methods design was used
to examine premature discontinuation which is unique in the current research on this topic. No
known studies have used this design to study premature discontinuation. Despite the time-
consuming nature of mixed methods studies, the benefits of the design include the ability to gain
in-depth insight about a topic which could not be achieved by using qualitative or quantitative
strands alone (Almalki, 2016). The use of a mixed methods design for this dissertation presented
several opportunities to more fully understand dropout. The quantitative study presented the
opportunity to conduct logistic regressions using variables that have been tested in relationship to
dropout in other studies. The qualitative study sought to fill the gap of client-based studies on
this topic. This design also allowed for the integration of both strands of data.

An additional strength of this study was the use of the A&N model as a guiding
theoretical framework. This model was selected due to its successful nature of predicting
utilization of medical services. The conditions and constructs of this comprehensive model
guided the study design, operationalization of variables in the quantitative study, and the
development of interview questions for the qualitative study. The model was also applied in a
unique manner to examine premature discontinuation. Though this study revealed somewhat
limited support of the A&N model conditions and constructs, it was useful in guiding the study.
It served as a starting point to examine the topic from a more structured perspective than
previous studies.

The focus on emerging adults in this study allowed insight to a specific age group. The

challenges with retaining emerging adults in treatment are different than either adolescents or
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older adults. Emerging adults are at an uncertain time point in their lives and are dealing with
challenges unique to their age. Studies of premature discontinuation most frequently examine
adolescents or adults inclusive of all ages. This study revealed information that may be factoring
into emerging adults’ decisions to leave care.

The mixed methods design also presented opportunities for allowing each study to build
on the next. The systematic literature review examined research studies conducted over the past
six years which is a significant time period. This is the only known systematic literature review
conducted on this topic since the Gearing et. al. (2014) study. The literature review revealed 28
articles on this topic, which is a significant amount of information on this topic. Given the
inconsistencies in measuring this concept, the results guided the operationalization of the
guantitative outcome variable of interest.

A strength of the quantitative study was the robust sample size. Sample sizes for research
on behavioral health treatment are often small, leading to insufficient power and an inability to
extrapolate the statistical analysis results to the overall population (Faber & Fonseca, 2014). In
the quantitative study, the large statewide sample (N=107,567) allowed for increased
generalizability to similar samples. There was also a longitudinal aspect to the quantitative data,
including service episodes from July 1, 2010 through June 30, 2015. This length of time is
somewhat unique in the existing literature on this topic as most studies focus on time periods of
one year or less. The quantitative study was also informative for the development of the
qualitative study. The poor fit of the logistic regression model suggested additional factors may
explain why emerging adults are deciding to drop out of care. The constructs in the A&N model

that could not be explored quantitatively presented an opportunity for the qualitative study.
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The main strength of the qualitative study was the fulfillment of a gap in the existing
literature. Relatively few studies have examined client perceptions of premature discontinuation.
This was one of the few known studies to include the client perspective of premature
discontinuation. The qualitative interviews also informed the proposed additional conditions and
constructs for A&N model. If future studies were to apply this framework to premature
discontinuation, they could benefit from adding the proposed engagement level constructs to
include the client perspective. Successful aspects of the program also emerged, which may be
informative for increasing engagement. These themes suggest therapeutic alliance and
engagement are factors outside of the A&N model conditions and constructs which could be
influencing dropout. The qualitative findings also suggest studies on engagement, rather than
dropout, may be more informative and can explain the techniques that are working to retain
clients in treatment.

As with all studies, limitations must be acknowledged for this dissertation research study.
First, the mixed methods nature of this study created two unique studies, making the integration
process for the two strands somewhat challenging. The quantitative and qualitative studies did
not have matched samples, and the information in the SAMHIS dataset was collected five to ten
years prior to the qualitative data. The two samples were also geographically dissimilar. The
SAMHIS statewide dataset was used in the first study, followed by the interviews, which were
conducted with emerging adults who were not a part of this dataset. The majority of the
emerging adults in the qualitative sample were living in the Tampa Bay area and not in other
areas in the State of Florida. Emerging adults in the SAMHIS dataset lived throughout the state
of Florida which resulted in different sample characteristics. ldeally, mixed methods studies have

the same sample for both phases which allows for researchers to easily compare and contrast the
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results. This allows for researchers to collect data and adjust their plans simultaneously which
allows for more accuracy in results.

The quantitative study involved a secondary analysis of existing data, meaning there was
less control involved in data collection. The SAMHIS dataset was not created to examine
premature discontinuation, therefore all of the variables included in the analyses were proxy
measures and had to be constructed based on the information available. This dataset was also
missing information, particularly for primary diagnosis and income, which were key to creating
the factors in the theoretical framework. Attempts were made to address missingness for some of
the variables by using an informed method of mean substitution, and listwise deletion, yet these
tactics could have resulted in inaccuracies.

The smaller sample size in the qualitative study is a relevant limitation. Though 20 in-
depth interviews is considered an acceptable sample size, Dworkin (2012) recommends a gold
standard of 25 to 30 to reach full saturation, which would have been ideal. Some themes
regarding premature discontinuation could have been missed with a sample size of 20. This is
especially true given the lack of diversity among the emerging adults who were interviewed.
However, even with this sample size, saturation was reached, as relevant themes were exhausted.
Implications

There are several implications for public health and behavioral health research, practice,
and policy. This chapter will first present the most significant implications for behavioral health,
followed by potential implications for research and policy. This is followed by overall
conclusions for the dissertation.

The systematic literature review of the measurement of premature discontinuation can be

informative for practice settings. Premature treatment discontinuation has negative
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consequences, yet researchers and clinicians have not made a significant amount of progress in
understanding and preventing dropout in behavioral health practice settings. Studies have shown
at least half of those attending psychotherapy should attend more than eight sessions of an
evidence-based treatment to begin to experience moderate relief of symptoms (Mott, Hundt,
Sansgiry, Mignogna, & Cully, 2014). Discontinuation of care hinders the behavioral health
progress of clients. It is informative to understand the measurement of discontinuation, so
interventions can be developed to prevent this from happening.

If researchers could more clearly define the therapeutic dosage requirements for specific
interventions per clinicians and their clinically based rationale for dropout and report this
information in the literature, the concept may be easier to measure and understand. For example,
if a client initiates a multi-session intervention, knowing how many sessions needed to be
attended per the developers and/or clinicians in order for clients to be considered complete or
non-complete could add to our ability to standardize measurement. It could also be helpful for
researchers to engage clinicians in a discussion of their methods for tracking and reporting
premature discontinuation in client records.

The identification of the predictors in the quantitative study resulted in a somewhat
informative profile of the clients most likely to leave care in this sample. Clinicians practicing in
publicly funded organizations may be particularly interested in these results. Emerging adults
living in urban areas, with severe primary and no secondary diagnoses, who have higher levels of
education were likely to drop out of state funded publicly available behavioral health care. No
known studies have researched rural versus urban settings in relationship to behavioral health
dropout. Those practicing in urban settings may benefit from knowing their clients could be

more likely to drop out when compared to rural settings. They may also benefit from knowing
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those with severe diagnoses are more likely to drop out, so they may consider focusing
prevention efforts on these clients.

The results from the qualitative study were perhaps most salient to behavioral health
practice. Therapists, clinicians, and mental health providers could learn a great deal from the
results, especially the themes regarding client engagement. In traditional settings, there are
perceived and actual power differentials between client and therapist, and the findings from the
client point of view on dropout likely differ from the reasons therapists feel emerging adults
decide to leave treatment. The study results candidly explain some of the problems emerging
adults perceived with traditional types of therapy, and in contrast, their views of the success of
the group, which may be new information for clinicians. This discussion may ultimately help
practitioners to engage clients in care, especially for those who make contact with the systems of
care at least once.

If providers understand that clients in behavioral health care have likely had many years
of negative treatment experiences, they might consider addressing barriers and negativity in their
first interactions with clients. This could be accomplished by first asking the client what factors
may prevent them from attending treatment, in the hopes this could be addressed to prevent
dropout. Also, by simply allowing the client to express their beliefs and allowing for shared
decision making in the first appointment, empathy may be conveyed, and this could open the
path for change. The attitudes towards behavioral health care have the potential to evolve for
emerging adults if they feel comfortable with their therapist and can express their beliefs and feel
someone is listening to them.

The Healthy Transitions group alleviated many of the typical barriers to care, such as

transportation and financial issues. The church setting also helped emerging adults to feel they
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were somewhat removed from the traditional systems of care. Practitioners may consider ways
they can alleviate the traditional barriers to care for clients, such as transportation, cost, and
alternative office hours. Practitioners might also consider a referral process for emerging adults.
Because the group was perceived so positively by emerging adults, it may make sense for
providers to develop a plan to connect emerging adults with group therapy, either in conjunction
with individual therapy or separately, as a contingency plan if other forms of care do not appear
to be effective.

Aside from adding to the existing literature on predictors of dropout with the guidance of
a theoretical framework, this study contributes to the understanding of the measurement of the
premature discontinuation. Future studies incorporating both clients’ and clinicians’ perspectives
(i.e. therapeutic alliance) should allow for more complex and multifaceted measurement of
premature discontinuation. If client perceptions were included in the determination of premature
discontinuation, disagreements between client and clinician about what is considered completion
of treatment versus discontinuation could be identified. Integrated measures of dropout, with a
set of agreed upon indicators, could more accurately define the construct and may help
researchers in future studies.

The operationalization of premature discontinuation included a sensitivity analysis, which
adds a unique element to the construction of this variable, as several studies have relied on
therapist definition of time frame or duration-based measures for discontinuation and no known
studies have conducted a sensitivity analysis (Barrett, Chua, Crits-Christoph, Gibbons &
Thompson, 2008). This information adds a reference point for researchers to consider how

dropout rates could be measured in future research.
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Future studies might also examine perceptions of group therapy, as this modality is often
overlooked in the studies on dropout (Gearing et al., 2014). Studies on group therapy for
individuals suffering from serious mental illness suggest peer-to-peer connections increase
access and engagement in online therapy due to a sense of group belonging and sharing coping
mechanisms (Naslund, Aschbrenner, Marsch, & Bartels, 2016). It appears the group therapy
program, for this sample, revealed similar findings in relationship to dropout. The Healthy
Transitions group seems to have addressed many of the most frequent predictors of dropout in
the existing literature and is effectively retaining emerging adults in care. If future research on
group therapy and dropout revealed similar findings, it may make sense to continue conducting
studies focused on the client perspective.

In an ideal study on this topic, it may be beneficial to interview emerging adults who are
engaged in therapy and have made the decision to remain in care, in addition to those who have
dropped out. We might learn a great deal from understanding what has kept the engaged
individuals involved in care and why they decided against dropping out, and then comparing and
contrasting them to those who have dropped out. Additionally, it may be beneficial to interview
clinicians who demonstrate lower rates of dropout and compare and contrast them with clinicians
with higher rates of dropout. This would allow for researchers to identify similarities and
differences in technique or style and how this may influence dropout. Ideally, the clients and
clinicians would be part of the same study, allowing for multiple perspectives of dropout.

At the global level, according to the National Institute of Mental Health (2010), across 20
age groups and 187 countries, behavioral health disorders accounted for 7.4 percent of global
Disability Adjusted Life Years, which refer to the total number of years lost to an illness or

disability or premature death. The burden and loss of Disability Adjusted Life Years as a result
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of behavioral disorders have the potential to be reduced. If those in need of treatment for
behavioral disorders were not dropping out of care prematurely, they may learn coping
techniques and ultimately reduce the burden of illness.

There are important financial implications associated with behavioral health care
dropout, and ideally policymakers will take an interest in minimizing unnecessary organizational
spending by engaging clients in treatment at their first encounter. Behavioral health care costs
continue to increase, and premature termination wastes scarce resources and is detrimental to
client progress. It is costly and challenging to target efforts on outreach simply because the
identities of these clients are unknown. If clients have engaged in care, time and resources can be
spent on preventing them from leaving care. In order for this to happen, the agenda for
behavioral health at the policy level needs to be expanded to include this topic.

Experts in state and local governmental structures in Florida have placed an emphasis on
increasing support to provide comprehensive behavioral health services to children and their
families (Armstrong et al., 2016; Armstrong et al., 2012). Providing evidence-based behavioral
health care seems to be important to state leadership, yet the topic of premature discontinuation
of care is rarely mentioned in state legislative documents (Florida Agency for Healthcare
Administration, 2017). The same is true at the federal level. According to Mental Health
America (2019), current federal mental health legislation is focused on screening, prevention,
and early intervention for behavioral health issues. There is also a focus on improving access to
care for populations in need. However, there does not appear to be a focus on preventing
premature discontinuation. If this topic were on the state and federal agendas, the importance of

preventing discontinuation could be recognized.
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Conclusion

This study has the potential to impact research, practice, and policy changes. The
research on discontinuation from behavioral health treatment can be enhanced by utilizing a
guiding theory to frame study goals. Qualitative interviews with clients can increase
understanding of the client perspective and assist in the development of innovative ideas for
retention in treatment. In order for study results to be meaningful, efforts must be made to raise
awareness of this issue, particularly at the policy level. In Florida, the Medicaid and state funded
programs would benefit from addressing treatment discontinuation in their plans. Practitioners,
because they have direct contact with patients, could make the greatest influence in
discontinuation if the best practices for retention were regularly communicated to them.
Ultimately, with each of these changes, the lives of clients in need of behavioral health care
would be improved.
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Director of Substance Abuse and Mental Health Quality Assurance
Florida Department of Children and Families, Substance Abuse and Mental
Health

1317 Winewood Boulevard, Building 6, Room 224

Tallahassee, Florida 32399-0700
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850.717.4791 (O) 850.597.4426
(C)  Adam.Wasserman@myflfamilies.com

From: Holcomb, Lisa [mailto:holcomb@usf.edu]

Sent: Tuesday, June 27, 2017 10:14 AM

To: Wasserman, Adam <Adam.Wasserman@myflfamilies.com>

Subject: Requesting Approval for a new project to Access DCF SAMHIS Data 2016-17 -
"Predictors of Premature Discontinuation of Behavioral Health Services: An Application of the
Andersen and Newman Model of Help Seeking"

Hi Dr. Wasserman,

I would like to request approval for a new project titled " Predictors of Premature
Discontinuation of Behavioral Health Services: An Application of the Andersen and Newman
Model of Help Seeking" to access the SAMHIS data. Please see below for information you
requested.

Roger Boothroyd

Professor

Department of Mental Health Law & Policy
Florida Mental Health Institute

University of South Florida

13301 Bruce B. Downs Blvd., MHC 2601
Tampa FL 33612

813-974-1915

Fax: 813-974-6411

boothroy@usf.edu

Shawna Green

Graduate Research Associate

Department of Mental Health Law & Policy
Florida Mental Health Institute

University of South Florida

13301 Bruce B. Downs Blvd., MHC 2518B
Tampa FL 33612
shawnagreen@mail.usf.edu

Short Description of Study:

The purpose of this study is to determine the extent to which the help seeking (1) predisposing,
(2) enabling, and (3) illness factors posited by Andersen and Newman (1973) (A&N: see
Appendix A, Figure A.1), are predictive of premature discontinuation of behavioral health
services among transition age youth (18-25), who are using public sector services in
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Florida. According to a policy statement set forth in 2015, by the Mental Health section of the
American Public Health Association, the concept of behavioral health expands the term "mental
health" to include “substance use, behavior, habits and external forces that contribute to
mental/emotional wellbeing.” Behavioral health problems can include substance abuse or misuse
and serious psychological distress of varying degrees. This study will focus on the public sector
behavioral health treatment services used by transition age youth in Florida. Behavioral health
services include but are not limited to: assessment, residential support, interventions, individual
and group recovery support services, case management, crisis stabilization, inpatient and
outpatient care, crisis stabilization, outreach, and self-help centers.

Questions or Issues Being Addressed:

To what extent are the factors detailed in A&N’s (1973) help seeking model associated with the
premature discontinuation of public sector behavioral health treatment used by transition age
youth in Florida?

To what extent are predisposing, enabling, and illness factors associated with premature
discontinuation of behavioral health treatment among transition age youth receiving public sector
services in the state of Florida?

Types of Data that Will Be Used Outside SAMHIS:
N/A
The DCF SAMHIS data sets we request access to are the following:

DCF SAMHIS Client Demographics Data set 7/1/2010 to 6/30/2015

DCF SAMHIS Client-Specific service Event Data set 7/1/2010 to 6/30/2015

DCF SAMHIS Mental Health Performance Outcome Data set 7/1/2010 to 6/30/2015

DCF SAMHIS Substance Abuse Outcome Admission Data set 7/1/2010 to 6/30/2015
DCF SAMHIS Substance Abuse Outcome Discharge Data set 7/1/2010 to 6/30/2015

DCF SAMHIS Provider Data set

Once | receive the approval from you, | will email an updated FY 2016-2017 Project Approval to
Use SAMHIS Data list. Please let me know if you have questions or concerns. Thank you.

Lisa Holcomb

Policy & Services Research Data Center
Department of Mental Health Law & Policy
Louis de la Parte Florida Mental Health Institute
College of Behavioral & Community Sciences
University of South Florida

13301 Bruce B. Downs Blvd.

Tampa, Florida 33612-3807

Phone (813) 974-7293

Fax (813) 974-6411

holcomb@usf.edu
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Appendix D: Healthy Transitions Letter of Support

UCCess

4 KIDs & FAamuers

QOctober 19, 2018

Shawna CGreen

Alln: IRB

University of South Florida
4202 E. Fowler Ave
Tampa, FL 33620

Dear Shawna Green and IRB Members:

1 have reviewed Ms, Green's proposal [or the research project, “Predictors of Dropout
From Bchavioral Health Treatment”™ 1o he administered in conjunction with the Success 4
Kids & Familics, Healthy Transilions program. T understand that this student is
completing this project as parl of her reguirermnents [or the PhD ac the University of South
Florida.

T understand that the Tnstitule Review Board for the Use of Human Subjects in Research
(IRB) at the university, and the student, as well as our organization, is concemnex with
protecting the confidentiality, privacy, and well-being ol research participants. Based on
the conversations with Ms. Green. and alier reviewed her research project proposal, 1 do
not have concerns about the proposcd study or its scope. The Success 4 Kids & Familics
Healthy Transitions program is pleased Ly support. the student’s plan and approves the
projeet meluding recruitment. of parlicipants and data collection. 1 have reviewed the
research and have found 3l appropriaie for the population of our facility. Shavna Green
may conduct the research activilies on site, and there are appropriate resources available
to conduct the rescarch, and adequate provisions o bandle unanticipated conscequencss,

It is may understanding that the students’ academic mentor and staff from our ageney wall
advise the students in this project and that we will maintain regular conract. I understand
that Ms, Gresn plans 1o inlerview participants” perceptions and reasons about dropping
out ol treatment. Tam enthusiastic about the project’s potential to provide information
about why young adults choose to drop out of care.

Should vou have additional questions or concerns about the Success 4 Kids & Families
program intentions, or expectations, please contact me at {813) 871-7412 exi, 130,

Sincerely,

pMWL 6.- Sl,kgfu_/

Pam Jeffre, LCSW
Exceutive Director
Suceess 4 Kids & Families

Success 4 Kids & Families, Inc.

2902 North Armenia Ave. Suite 200 Tampa, FL 33607
Ph: (813} 400-5490  Fax: (R13) 490-3493

www SAKT are
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Appendix E: Healthy Transitions Recruitment Materials

USE

UNIVERSITY OF
SOUTH FLORIDA

IRB Number: (Pro00031693)
University of South Florida

Predictors of Premature Discontinuation of Behavioral Health Services: An Application of
the Andersen and Newman Model of Help Seeking

Volunteers Wanted for a Research Study

The purpose of this research study is to determine the reasons that young adults, like yourself,
would decide to leave behavioral health (mental health and substance abuse) care/treatment.

If you take part in this study, you will be asked to participate in a 15-20 minute interview with
me, either in person, or over the phone. It is your decision as to whether or not the interview will
be recorded. This study will be confidential in nature. No information that can identify you will
be collected.

You must be:

Between the ages of 18-27

Living in the State of Florida

Have received behavioral health care (mental health or substance abuse treatment) within in the
past 2 years, and decided to leave care

A $25 gift card will be provided as compensation for your participation.

Interviews can take place in person, or over the phone, in the Tampa, Florida area. If you think
you might be interested, please contact Shawna Green at 571-969-8157.

This research is conducted under the direction of Shawna Green, University of South Florida,
13201 Bruce B Downs Blvd. MDC 56, Tampa, FL 33612
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Appendix F: Demographic Form for Qualitative Interviews

Gender (please circle one)
Male

Female

Other:

Race (please circle all that apply)
Caucasian

Black or African American
American Indian or Alaskan Native
Asian

Other:

Ethnicity (please circle one)
Hispanic

Non-Hispanic

Other:

Monthly Income (estimate)

Education Level (please circle one)
Less than a High School diploma
High School graduate

Some college, and

Associate’s degree or higher

Employment Status (please circle one)
Employed

Unemployed

Other:
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Appendix G: Qualitative Interview Guide

The overall goal of this interview is to understand why people, like yourself, may decide to leave
treatment.

Define behavioral health: includes any type of diagnosis, or care/treatment, having to do with
mental health or substance use (alcohol and drug) issues.

We hope that the results may help practitioners to engage participants in their care, in hopes
that fewer people decide to leave care. That’s why your opinion is important.

Everything we say is confidential and results of the interview will only be shared in aggregate
form. Your participation is voluntary and we can stop at anytime.

Emphasis (if possible) on a time when there was just one session, and you left care.
Are you comfortable with being recorded?

Please state on the recorder that you are comfortable with being recorded.

1. Thinking back, how did you enter treatment? [Probes: Can you please provide some
background. How did you end up there? What was your first day like?] (Building
Rapport)

2. What did you think about treatment once you started? [Probes: Even if it was just one
session, what did you think? Is care important? Unimportant?] (Attitudes)

3. After starting treatment, did your life change in any ways? [Probes: Did you hang around
different people? Did you change your behaviors?] (Knowledge & Perceptions)

4. What comes to mind when you think about people who decide to leave treatment? [bad
decision? Good decision?] (Perceptions, Knowledge, Stigma)

5. What were some of the reasons that you made the decision to leave care? (All domains)
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10.

11.

12.

13.

What role, if any, did the symptoms of your illness, have to do with your decision to
leave care? [Probes: did feeling worse, or feeling better, make you want to drop out
more? (Perceived symptoms, Diagnosis and General State)

What role, if any, did your diagnosis have to do with your decision to leave care?
[Probes: Did your diagnosis (for example, bipolar, depression, substance abuse disorder)
play a role in your treatment] (Perceived symptoms, Diagnosis and General State)

If you had to choose one top reason that you decided to leave care, what would that be?
(All domains)

When you made the decision to leave care, what did you think about the availability of
other treatment programs? [Probes: were there a sufficient number of providers that you
could turn to? were there long wait lists?]

Why do you think other people may decide to leave care? [Probes: Is it serious to leave?
Not that big of a deal?] (Attitudes, Perceptions, Stigma)

Can you think of any other reasons that a person might make the decision to leave care,
especially after attending just one session?

What types of things would help you, or others, to become engaged in treatment and want
to stay? (All domains)

Do you have anything else you would like to share about this topic? (Closing)
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Appendix H: Fact Sheet

EMERGING ADULTS ARE LEAVING TREATMENT. WE NEED A NEW APPROACH.

Emerging adults, ages 18 to 25, are in need of mental health and substance abuse treatment. In
2017, 7.6 MILLION (22.1%) emerging adults across the United States were diagnosed with a
mental illness and 5.2 MILLION (15.1%) were diagnosed with substance use disorders (SUD).

Undeniably, untreated behavioral health disorders lead to negative health consequences, such as
incarceration and suicide.

e In 2016, in Florida, there were 3,122 suicides, many of which were committed by young people.
e In 2018, in Florida, there were 13.7 suicides per 100,000 emerging adults.

Despite these alarming statistics, access to mental health care is low and those who do initiate
treatment are dropping out at high rates.

e Analysis of a Florida dataset revealed in 2010 through 2015, 37.5% of emerging adults did not
attend a follow up appointment within 90 days following their initial contact. If the rate of
dropout for any other health related disease were this high there would be a call to action from the
public health community.

e Experts recommend 8 or more sessions of therapy to experience moderate relief of symptoms.

e We are missing an opportunity to engage emerging adults during their first treatment visit. These
disorders can be treated now versus later in adulthood when behaviors are more ingrained and
difficult to modify.

WHAT RESOURCES DO WE HAVE?

In 2016, the United States spent approximately $37.8 billion dollars on mental health and
substance abuse issues which includes private insurance costs and government spending. The
costs associated with these issues are anticipated to rise every year. However, these expenditures
are not evenly distributed, with certain areas of the country spending far less than others.

e Florida ranks last in spending for mental health care, at only $36 per person, whereas the
national average is $125. This disparity exists due to a fragmented care system and a low number
of providers to the population in need.

e In 40 of 67 counties in Florida, there are as few as 1 mental health provider per 1,001 people
in need.

WHAT CAN WE DO ABOUT THIS?
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The funding for behavioral health care in Florida is not anticipated to increase, but perhaps we
can work with the opportunities we have without spending more money.

We cannot afford to not effectively use scarce resources. Instead of using funds for outreach to
those whose identities are unknown, why don’t we direct our attention to engaging those who
have already made contact with us?

e A recent study suggests emerging adults are dropping out of care because they feel their voices
are not heard and medication is their only recommended course of treatment. This is in
addition to the standard logistical issues related to timing, transportation and financial barriers.

e Offering group treatment during alternative hours, such as nights and weekends, in churches and
community settings, with peer educators, appear to be effective tactics. The Healthy Transitions
group, offered by Success 4 Kids and Families, located in the Tampa Bay area is a success.

For additional information and references, contact Shawna Green at shawnagreen@usf.edu,
or 571-969-8157.
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