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ABSTRACT

In the United States, over three million adults, age 50 and older, reported a
diagnosis of serious mental illness (SMI) in the past year. Most of them live in
community-settings and are less likely than younger adults to utilize mental health
treatment. Lack of and insufficient treatment for SMI places them at increased risk of
morbidity, earlier mortality, cognitive decline, and diminished quality of life. The current
study aimed to: (1) examine the factors that influence Black and White older adults, who
live with SMI, to seek and engage in outpatient mental health treatment; (2) identify the
perspectives of Black and White older adults, who live with SMI, on the issues of
accessibility, affordability, appropriateness, and availability of outpatient mental health
services; and (3) determine whether the perspectives of Blacks and Whites are different
on the issues of accessibility, affordability, appropriateness, and availability of outpatient
mental health services.

| developed a qualitative, interview-based study using the health belief model
(HBM) as the theoretical framework. Individual semi-structured interviews were
conducted with 19 participants, between the ages of 50-70 years (mean age 58.9), who
had a clinical diagnosis of bipolar disorder, schizoaffective disorder, and schizophrenia.
The interviews were audiotaped, transcribed verbatim, coded and analyzed using
thematic analysis.

Data themes related to factors that influenced outpatient mental health treatment

and services were identified and organized based on the six HBM constructs.
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Perceived barriers to mental health treatment engagement included lack of knowledge
about available treatment and services in the community, poor mental health literacy,
and stigma. Improved sense of well-being and increased socialization were perceived
benefits of mental health treatment engagement. Risk of homelessness emerged from
the data as the main influence for Black and White older adults, who live with SMI, to
seek and engage in outpatient mental health treatment. For all participants, access to
and availability of mental health services were not current issues. All except one
participant had some type of medical coverage for their treatment and most of them felt
that their current treatment was appropriate. There were no differences between Black
and White older adults on the issues of accessibility, affordability, appropriateness, and
availability of outpatient mental health services. In addition, Black participants did not
feel a need for mental health services to be specifically tailored to Black older adults,
and instead indicated they saw no differences in Blacks and Whites related to mental
health services. These findings are contrary to existing research and may be indicative
of the gravity of mental illness-related stigma, compared to racial stigma.

Better promotion of available mental health services in the community, mental
health outreach, and community education about mental illness may be helpful for
earlier identification of symptoms related to mental illness, earlier treatment and
intervention, stigma reduction, and improved health and quality of life for community-

residing older adults who live with SMI.
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CHAPTER ONE: INTRODUCTION

The number of older adults living with serious mental illness (SMI) in America is
growing. Results of the National Survey on Drug and Health, 2016, indicate that
approximately three million adults age 50 and older, which includes approximately 2.7
million Whites and 212,000 Blacks, reported a diagnosis of SMI in the past year
(Substance Abuse and Mental Health Services Administration, 2016). This number
includes who were at least 50 years old. With increased life expectancy and continued
health care advances, these numbers are anticipated to greatly increase over the next
few decades. In fact, some researchers estimate that the number of older adults living
with SMI in America will reach five million in 2030 (Bartels, 2003; Jeste, Alexopoulos,
Bartels, & et al., 1999). With an estimated 85% of older adults with SMI living in the
community (Cummings & Kropf, 2011), the expansion of this population is a growing
public health concern.

Overview of Serious Mental Iliness (SMI)

Serious mental illness (SMI) is defined as a diagnosable mental, behavioral, or
emotional disorder of sufficient duration to meet criteria specified in the American
Psychiatric Association Diagnostic and Statistical Manual (DSM) of Mental Disorders
(currently DSM-5) that has resulted in functional impairment (excluding substance use
and developmental disorders) which substantially interferes with or limits one or more
major life activities (Federal Register, 1993; Substance Abuse and Mental Health

Services Administration, 2015). SMiIs include bipolar disorder, major depressive



disorder, schizoaffective disorder, and schizophrenia. SMI affect people of all ages,
racial and ethnic backgrounds, and varying social status.

Several terms, including severe mental iliness, severe and persistent mental
illness, chronic mental iliness, and serious mental disorder are used interchangeably
with SMI in the literature. Mental illness refers to the collection of all diagnosable
mental disorders (U.S. Department of Health and Human Services, 1999). In its most
recent edition of the DSM, DSM-5, the American Psychiatric Association (2013) defines
mental disorder as “a syndrome characterized by clinically significant disturbance in an
individual’s cognition, emotion regulation, or behavior that reflects a dysfunction in the
psychological, biological, or developmental processes underlying mental functioning.
Mental disorders are usually associated with significant distress or disability in social,
occupational, or other important activities”. The DSM-5 includes severity specifiers
(e.g., mild, moderate, severe, extreme) in the diagnostic criteria for some mental
disorders to assist clinicians with rating the intensity, frequency, duration, symptom
count, or other severity indicator of the disorder. Bipolar disorder and major depressive
disorder are included among the mental disorders with severity specifiers. Not all
mental disorders in the DSM-5 have severity specifiers or meet the criteria for SMI.
Bipolar Disorder, Schizoaffective Disorder and Schizophrenia

Bipolar disorder and schizophrenia are among the top 10 leading causes of
disability in the world (World Health Organization, 2001). The onset of bipolar disorder is
often in the late teens or early adult years, with at least half of all cases starting before
age 25 (Kessler et al., 2005). Schizoaffective disorder affects individuals throughout their

lives (Malaspina et al., 2013), with psychotic symptoms (e.g., thought disorder, delusions,



hallucinations) and affective symptoms presenting simultaneously (Malhi, Green,
Fagiolini, Peselow, & Kumari, 2008). The prevalence of schizoaffective disorder in the
general population is estimated to be less than 1% (0.5-0.8%) (Malhi et al., 2008), and
the age of onset is similar to bipolar disorder (Nardi et al., 2005). Schizophrenia affects
people throughout their lives, and the initial onset of the illness for most people occurs
between the ages of 16 and 30 (Wetherell & Jeste, 2004). Only 15%-20% of people with
schizophrenia have their initial onset of the illness between the ages of 40 and 65.
Schizophrenia is the most disabling psychotic disorder (Harvey, 2005), affecting
approximately 1% of the American population (Harvey, 2005). The number is much lower
for older adults (65+ years old), with the estimated community prevalence ranging from
0.1%-0.5% (Broadway & Mintzer, 2007).

People with bipolar disorder and schizophrenia (Bertolote & Fleischmann, 2002)
and schizoaffective disorder (Nardi et al., 2005) are at increased risk of substance
abuse (alcohol and illicit drugs) and suicide. On average, people with these disorders
have higher rates of chronic ilinesses (e.g., cardiovascular disease, hypertension,
diabetes, emphysema), are at increased risk of disability, morbidity, and early and
excess mortality (shorter life span estimates range from 13-30 years) than the general
population (De Hert et al., 2011; Laursen, 2011; Parks, Svendsen, Singer, Foti, &
Mauer, 2006; Rossler, Salize, van Os, & Riecher-Roéssler, 2005; Simpson & Tsuang,
1996). Many of the risk factors contributing to the excess morbidity and mortality

among this population are modifiable (Parks et al., 2006).



Importance of Studying Older Adults with Bipolar Disorder, Schizoaffective
Disorder, and Schizophrenia

The current study focuses on community-residing Black and White older adults
who have a clinical diagnosis of bipolar disorder, schizophrenia, and schizoaffective
disorder. These disorders have a significant negative impact on people’s social
functioning, employment and educational opportunities, family life, and health across
the lifespan (George, Duran, & Norris, 2013). The early age of onset, chronic and
recurrent psychosis, functional impairment, social functioning deficits, negative impact
on ability to maintain substantial employment, increased risks of comorbid medical
illnesses, and poor long-term outcomes among people with these disorders places them
at a significant disadvantage as they age.

Data show that community-residing older adults with psychiatric disorders,
especially Blacks, underutilize available mental health services in the U.S. (American
Psychological Association, 2015; Bartels, 2002; Wang et al., 2005). When they do
engage in mental health treatment, Blacks receive poorer quality of care compared to
Whites (U.S. Department of Health and Human Services, 1999, 2001a). Undertreated
and untreated SMI (Black, Rabins, German, McGuire, & Roca, 1997; U.S. Department
of Health and Human Services, 1999) and medical comorbidity (Fullerton, McGuire,
Feng, Mor, & Grabowski, 2009; Miller & Rosenheck, 2006) are risk factors for nursing
home placement among older adults with SMI.

Compared to Whites, Blacks tend to have more persistent mental health
problems and their needs are more likely to go unmet (Carson, Vesper, Chen, & Le

Cook, 2014; Jimenez, Cook, Bartels, & Alegria, 2013; Snowden, 2001; U.S. Department



of Health and Human Services [HHS], 2001). There is evidence to support that Blacks
are disproportionately diagnosed with schizophrenia as opposed to affective disorders
even when presentation of symptoms are similar to Whites (Neighbors, Jackson,
Campbell, & Williams, 1989; Snowden, 2001), disproportionately hospitalized for mental
health treatment (Snowden & Cheung, 1990), and disproportionately use psychiatric
emergency services (Snowden, Catalano, & Shumway, 2009) compared to Whites.

Many older Blacks are uninformed about available mental health services, and
the services that they do know about are not affordable and neither designed nor
culturally tailored to older Blacks (Morrell, Echt, & Caramagno, 2008). Discrimination
and lack of cultural competence (Whitfield & Baker, 2014), distrust of health care
providers (related to historical racism, discrimination, misdiagnosis) (Atdjian & Vega,
2005; Corbie-Smith, Thomas, & St. George, 2002; Whaley, 2001), and racial bias
among treatment providers (e.g., mental health, medical, public health, human services)
(Burgess, van Ryn, Dovidio, & Saha, 2007; Snowden, 2003; van Ryn & Fu, 2003) are
also unique challenges for older Blacks with SMI (Dana, 2002; U.S. Department of
Health and Human Services [HHS], 2001).

The negative health outcomes of older adults with SMI, particularly
schizophrenia, in nursing homes and the sheer expense of nursing home care versus
community-based care, call attention for research to examine hindrances to outpatient
mental health care for this population. It is also important that research focus on the
examination of factors that influence the decision-making of community-residing older
adults to seek and engage in outpatient mental health services. The identification of

these factors may be helpful in enhancing mental health engagement among non-



treatment seeking individuals, leading to a reduction in mental health treatment
disparities and improved quality of life and overall health among this vulnerable group.
The current study will be among the first to examine outpatient mental health treatment
seeking and engagement by older Black and White adults, who live with SMI, using the

HBM as a theoretical framework.



CHAPTER TWO: LITERATURE REVIEW

Chapter 2 provides an overview of research studies related to older adults and
SMI, challenges for older adults with SMI, older Blacks and mental illness, residency
and care of older adults with SMI, community support needs for older adults with SMI,
and evidence-based interventions for older adults with SMI.
Research Studies on Bipolar Disorder, Schizoaffective Disorder and
Schizophrenia

A study using data from San Diego County’s Adult and Older-Adult Mental Health
Services database to examine the prevalence, clinical features, and service use
patterns of persons with bipolar disorder found that older adults (=60 years) were more
likely than younger and middle aged adults to have lower functional scores and more
cognitive impairment (Depp et al., 2005). The sample included 2,903 people age 18
years old and older who were diagnosed with bipolar disorder. In this study, younger
adults were more likely to have substance use disorders and use acute psychological
services than older adults. In a different study, older adults with bipolar disorder
reported higher medical comorbidity but lower psychiatric comorbidity than younger
adults (Lala & Sajatovic, 2012).

Another group of researchers used data from the Department of Veteran’s Affairs
(VA) National Psychosis Registry to evaluate differences in clinical presentation, health
service use, and psychotropic medication use between younger and older veterans (=60

years) with bipolar disorder (M. Sajatovic, Blow, Ignacio, & Kales, 2004). The sample



included 65,556 veterans with bipolar disorder who used inpatient or outpatient VA
services during FY 2001. For comparison purposes, three age cohorts were identified
(under 30 years old, ages 30 to 59, and 60 or older). The authors found that although
substance abuse disorder was higher among middle-aged veterans (30-59 years), the
older group used more VA resources. No significant differences were found between
age groups in the number of hospitalizations for mania or depression. Bipolar disorder
was highest among veterans between the ages of 50 and 59. VA health care resource
use increases among veterans with bipolar disorder as they age, with health care
resource needs among this population extending past the age of 70.

Research has shown that with adequate medical and psychosocial treatment
some people with schizophrenia can have improvement in psychotic symptoms as they
get older. In a study that examined the relationship of age to clinical features,
psychopathology, quality of well-being and everyday functioning among community-
dwelling older adults (40-85 years) with early onset schizophrenia, Jeste and colleagues
(2003) found that older age was associated with less severe general psychopathology
and lower daily antipsychotic medication dosages. In addition, the authors found that
although aging is associated with increased medical comorbidity, psychiatric symptoms,
quality of life and everyday functioning is not negatively impacted by age. According to
Depp and colleagues (2010), positive symptoms and frequency of illicit drug use decline
as people with schizophrenia age, and they show improvement in mental health.

A different group of researchers found that as some people with schizophrenia
age, negative symptoms become more prevalent (Kaplan & Sadock, 1988) and declines

are seen in violent behaviors (Rodriguez-Ferrera & Vassilas, 1998). Because negative



symptoms are less likely than psychotic symptoms to be noticed by family members or
others in the person’s social network, mental health professionals oftentimes do not
deem them as problematic (Kaplan & Sadock, 1988). Unfortunately, the negative
symptoms are often interpreted as a “normal” part of aging and results in older adults
not receiving needed mental health treatment.

A literature review related to studies that included only older adults who had a
diagnosis of schizoaffective disorder indicates that little is known. Researchers often
include schizoaffective disorder with schizophrenia as a combined category for the
sample population. Researchers have indicated that schizoaffective disorder is a
controversial diagnosis (Benabarre et al., 2001; Malaspina et al., 2013; Malhi et al.,
2008) because of its excessive application in practice, low diagnostic stability, poor
reliability, and weak validity (Malaspina et al., 2013). Patterson and colleagues (2001)
examined social functioning (e.g., social appropriateness, grooming) among two groups
of adults, one group had a diagnosis of schizophrenia or schizoaffective disorder (mean
age 57.4) and were receiving outpatient mental health services, and a control group
(mean age 59.4) without the disorders, using the Social Skills Performance
Assessment, a performance-based task with role-plays. They found significantly more
disability in all aspects of social functioning, including cognitive deficits and negative
symptoms, among individuals with schizophrenia and schizoaffective disorder
compared to the control group. In a different study, researchers evaluated quality of life,
using the Quality of Life Index (QLI), among two groups of community-residing
multiracial older adults in New York City, one group had a diagnosis of schizophrenia

and schizoaffective disorder (mean age 61.4) and were receiving outpatient mental



health services, and a control group (mean age 63) without the disorders (Bankole et
al., 2007). QLI scores were significantly lower in the group with schizophrenia and
schizoaffective disorder compared to the control group. Individuals with schizophrenia
and schizoaffective disorder reported greater IADL impairments, more financial strain,
more acute stressors, more medication side effects, and greater positive and negative
depressive symptoms.
Challenges for Older Adults with SMI

In general, people with SMI face many challenges as a direct result of their
illnesses. They are vulnerable to stress, many are excessively dependent on others,
have deficits in coping skills (e.g., grooming, shopping, budgeting, meal preparation,
making and keeping appointments, using public transportation) (Grinker Sr & Harrow,
1987), experience difficulty forming and maintaining close, reciprocal relationships, and
experience difficulty finding and maintaining steady, competitive employment (Gerhart,
1990). Older adults with SMI face unique challenges including stigma (Conner et al.,
2010; Rusch, Angermeyer, & Corrigan, 2005), ageism, lack of financial resources
(Bartels, 2004), frailty, and more severe cognitive and functional impairments. The
noted challenges are hindrances to seeking and engaging in mental health services and
adhering to recommended treatment. Some older adults equate having a mental
disorder with personal failure, are embarrassed by the disorders and fear that by
acknowledging they have a mental iliness they will lose their independence (Substance
Abuse and Mental Health Services Administration, 2005).

Lower socioeconomic status, combined with the negative effects associated with

comorbid mental and physical disorders, are risk factors for social isolation among this
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population. Comorbid mental and physical disorders are associated with increased
likelihood of functional impairment and disability, both precursors to loss of mobility and
subsequently resulting in people becoming homebound. Although they may experience
more challenges, older adults are less likely than younger adults to seek help for mental
disorders (Depp et al., 2005; Mackenzie, Gekoski, & Knox, 2006; Robb, Haley, Becker,
Polivka, & Chwa, 2003).

Older Blacks and Mental lliness

The “triple jeopardy” of being old, Black, and mentally ill places this
disadvantaged group at increased risk of disability and mortality. People in this group
are among the most stigmatized and discriminated-against in society. They are victims
of layers of discrimination and stigma which interferes with their receiving needed
mental and health care treatment. Poverty, high medical comorbidity, and disparities in
both medical (Kennedy, 2013; Nelson, 2002) and mental health service use (Atdjian &
Vega, 2005; Cook et al., 2014; Jimenez et al., 2013; Neighbors et al., 2007; Neighbors
et al., 2008; Snowden, 2012; U.S. Department of Health and Human Services [HHS],
2001) plague this marginalized group.

Strong cultural beliefs related to mental illness and mental health treatment are
unigue challenges for older Blacks with SMI. The perception of relatives, close friends,
religious leaders, and community gatekeepers play a major role in the decision of
Blacks to seek mental health treatment (Hines-Martin, Malone, Kim, & Brown-Piper,
2003). Because of this, depending on the beliefs of people in their circle, older Blacks
may or may not engage in mental health treatment and/or adhere to prescribed

treatment regimens. Racial minorities tend to be less likely than Whites to consider the
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health care system as an avenue for mental health treatment (Corrigan, 2004). In
particular, Blacks commonly use informal support systems, including family, friends, and
church clergy (Young, Griffith, & Williams, 2014) instead of seeking help from
professionals. Black focus group participants viewed asking for help as a sign of
weakness and noted the historical expectation that life would be difficult and Blacks as a
cultural group could and would cope with all diversity (Thompson-Sanders, Bazile, &
Akbar, 2004). These culturally-based practices have been handed down through
generations and are common among older Blacks. They may, however, be an
impediment to older Blacks accessing and engaging in mental and physical health
treatment.
Residency and Care of Older Adults Living with SMI

Some older adults with SMI reside in institutional settings (e.g., psychiatric
hospitals, nursing homes, long-stay in-patient hospitalization, prisons); however, the
majority reside in community settings with living arrangements varying from alone, at
home with family, group homes and assisted care settings (Cohen et al., 2000; Gerhart,
1990; Jeste et al., 2003). Approximately one-third to one-half reside with family
members (Cummings & Kropf, 2009; Lefley, 1987). Similar to care recipients in
general, most older adults with SMI who live alone or with family members and are
unable to adequately care for themselves receive care assistance from family members
including spouses, adult children (Bartels, Mueser, & Miles, 1997), and siblings
(Cummings & MacNeil, 2008). Daughters provide the vast amount of caregiving for
those who are unable to adequately care for themselves (Cummings & MacNeil, 2008;

Goldstein, 1988).
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Nursing home care. A disproportionate number of older adults with SMI reside
in nursing homes (Bartels & Van Citters, 2005), with reported admission rates three
times that of people their same age without SMI (Bartels & Smyer, 2002). Older adults
with schizophrenia, in particular, often lack family and social support and are at risk of
nursing home placement (Harvey, 2005; Salokangas, Honkonen, & Saarinen, 2003)
where they do not fare well (Harvey, 2005). They tend to have greater cognitive and
functional decline and increased mortality, which is thought to be due to improper
medication doses, use of older medications, staff not giving patients prescribed
antipsychotic medications, and inexperienced and unmotivated staff servicing this
population.

A study that examined the risk of nursing home placement among community-
dwelling Medicaid recipients with schizophrenia found that middle-aged persons (40-64
years) with schizophrenia were four times more likely to be placed in a nursing home
compared to their age-matched peers with no mental illness (Andrews, Bartels, Xie, &
Peacock, 2009). The median age of admission is considerably lower 65 years old,
compared to 80 years old for people who do not have schizophrenia (Andrews et al.,
2009).

Most older adults with SMI who reside in nursing homes receive inadequate
mental health care (Nardi et al., 2005; Salokangas et al., 2003). Although nursing
homes are not the preferred place for older adults with SMI to live (Bartels, Miles,
Dums, & Levine, 2003), at a minimum they provide a stable living environment, food,
assistance with daily living activities and access to skilled nursing care to attend to

patients’ medical needs. Nursing home residency lessens certain barriers to care (e.g.,
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transportation, medication adherence, treatment adherence), which are associated with
poor health outcomes, that socially isolated older adults encounter.

Although home and community-based alternatives are less expensive, most
Medicaid spending for long-term care is for nursing home care (Meesters et al., 2013).
In general, White older adults are more likely than Black older adults to be placed in a
nursing home (Akamigbo & Wolinsky, 2007). Blacks are more likely than Whites to be
admitted to nursing homes that have a higher number of government-cited deficiencies
for poor quality (Grabowski, 2004).

Consistent with the faster pace of population growth of older racial and ethnic
minorities in the U.S., compared to Whites, there has been a similar rate in the
increased use of nursing homes by older racial and ethnic minority groups, in general
(Meesters et al., 2013). Notwithstanding the description of the population for the current
study, Black and White older adults (50-70 years old), who live with SMI, data that
follows is more general and based on available demographic information obtained from
the Centers for Medicare & Medicaid Services (CMS), Nursing Home Data
Compendium 2015 Edition. The total U.S. nursing home facility residents in 2014 was
1,406,220 million, a decrease from the 1,431,730 reported in 2011. In 2014, White
residents comprised 77.9% of the total nursing home population, a decrease from
78.9% reported in 2011. Meanwhile, in 2014, Black residents comprised 14.2% of the
total nursing home population, an increase from 13.8% reported in 2011. In 2014, 15%
of nursing home residents were between the ages of 31-64 years old, an increase from
14.4% in 2011. Those between the ages of 65-74 years old comprised 16.5% of the

nursing home population, an increase from 14.6% in 2011.
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Community Support Needs for Older Adults with SMI

With adequate support, many older adults with SMI can thrive in community
settings. Peer support (Solomon, 2004), accessible mental and physical health
programs, medication management programs (Bedard, Gibbons, & Dubois, 2007), meal
programs (e.g., Meals on Wheels), transportation services, individual and group therapy
programs, adequate and affordable housing (Carling, 1993; O'Hara, 2007), face-to-face
home and community-based services for mental health, and outreach programs (Bartels
& Van Citters, 2005; Substance Abuse and Mental Health Services Administration,
2004; U.S. Department of Health and Human Services, 2001b) are among the
community-based supports that can help older adults with SMI remain asymptomatic
and enjoy a good quality of life.
Evidence-based Interventions for Older Adults with SMI

Past research confirmed that older adults with SMI can be engaged and retained
in skills training, and some interventions show promise for improving skills and
symptoms related to mental disorders and social functioning among this population
(Mueser et al., 2010). The Functional Adaptation and Skills Training (FAST) program
was designed to improve the functional and social skills in community-dwelling adults,
age 40 and older (mean age 51.2), with schizophrenia and schizoaffective disorder.
Two hundred forty, mostly White males, residing in board-and-care facilities in San
Diego, CA were randomized to the FAST intervention or attention control group. FAST
targeted six areas of everyday functioning, including medication management, social
skills, communication skills, organization and planning, transportation and financial

management. Participants randomized to the intervention met once weekly for 2 hours

15



over the course of 24 weeks where they practiced behavioral modeling, role playing and
reinforcement. The attention control group received their usual medications and
participated in 24 weekly, two hour group sessions with a therapist where they were
able to discuss their personal issues in a supportive environment. Participants assigned
to the intervention showed greater improvement in everyday living and social skills, but
not medication management, than the control group (Patterson et al., 2006).

Druss and colleagues (2010) developed the Health and Recovery Peer (HARP)
program, a peer-led intervention that helped people with SMI better manage their
chronic medical illnesses. Most of the 80 participants (mean age 48 years) were lower
income Black women with a primary diagnosis of schizophrenia or bipolar disorder.
Participants were randomized to either the HARP intervention or usual care.
Participants assigned to the intervention attended a maximum six group sessions that
covered topics related to chronic disease management. A six-month follow-up showed
the participants assigned to the intervention had increased patient activation and
engagement with primary health care, spent more time participating in
moderate/vigorous exercise, and had better medication adherence compared to the
usual care group. The positive results of the HARP intervention show promise of the
effectiveness of these types of programs for socially and medically disadvantaged
populations.

Granholm and colleagues (2005) developed the Cognitive Behavioral Social
Skills Training (CBSST), a psychosocial rehabilitation intervention for middle-aged and
older adults with a primary diagnosis of schizophrenia or schizoaffective disorder.

CBSST integrates cognitive behavioral therapy (CBT) and social skills training (SST) to
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assist people achieve functioning goals related to living, learning, working, and
socializing in the community of their choice. Seventy-six patients (mean age of 53.6
years) were randomized to either the CBSST intervention or treatment as usual (TAU).
Participants assigned to the intervention received 24 weekly 2-hour group therapy
sessions. At the conclusion of the program, participants assigned to the intervention
performed social functioning activities significantly more frequently and showed
significantly greater cognitive insight than the TAU patients. No significant difference
was found in the general skill at performing specific everyday functioning activities after
treatment. At the one-year follow-up, the significantly greater skill acquisition and self-
reported performance of living skills were maintained but the greater cognitive insight
was lost (Granholm et al., 2007).

Purpose of Study

The purpose of the current study is to explore how community-residing Black and
White older adults (ages 50-70 years) living with SMI (i.e., bipolar disorder,
schizophrenia, or schizoaffective disorder), who are recipients of outpatient mental
health services, seek and engage in mental health treatment. Specifically, this study
will address the following aims:

Aim 1: To explore factors that contribute to outpatient mental health treatment-
seeking and engagement by community-residing Black and White older adults (ages 50-
70 years) living with SMI.

Aim 2: To examine their perspectives on the issues of accessibility, affordability,

appropriateness, and availability of outpatient mental health services.
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Aim 3: To determine whether the perspectives of community-residing Black and
White older adults living with SMI on issues of accessibility, affordability,

appropriateness, and availability of outpatient mental health services are different.
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CHAPTER 3: THEORETICAL FRAMEWORK

Several different theories and models were considered as guiding frameworks for
the current study. This chapter provides summaries, strengths and weaknesses of
three of them, the health belief model (HBM) (Janz & Becker, 1984; Rosenstock, 1974),
theory of planned behavior (TPB) (Ajzen, 1985), and behavioral model for vulnerable
populations (BMVP) (Gelberg, Andersen, & Leake, 2000), which have previously been
used to guide health care utilization and mental health utilization research. The current
study was guided by the HBM, which has previously been found to be a good model for
addressing non-compliance/non-adherence of treatment regimens.

Health Belief Model (HBM)

The HBM (Janz & Becker, 1984; Rosenstock, 1974) is a commonly used social-
cognitive theory, which emerged in the 1950s as one of the first theories of health
behavior. It was developed by a group of U.S. social psychologists to explain the low
rates of participation in mostly free or very low cost programs or screening tests (e.g.,
tuberculosis, cervical cancer, dental disease, rheumatic fever, polio, influenza) to
prevent and detect asymptomatic disease. The original characteristics of the HBM were
centered around the premise that to avoid a disease, people must first believe that (1)
they are personally susceptible to it, (2) getting or having the disease would have at
least an effect of moderate severity in some aspect of their life, and (3) they would gain

a benefit (e.g., reduce susceptibility to illness/condition, reduce severity of condition),
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and, in doing so, it would not require them to overcome important psychological barriers
(e.g., costs, convenience, pain, embarrassment) (Rosenstock, 1974).

The HBM has been expanded over the years and currently includes six key
constructs, perceived susceptibility, perceived severity, perceived benefits, perceived
barriers, cues to action and self-efficacy, thought to influence people’s decision to take
action to prevent, screen for, and control illness (Janz, Champion, & Strecher, 2002;
National Cancer Institute, 2005).

Perceived susceptibility refers to a person’s belief of the risk of getting a
condition. In cases of a pre-established medical (mental or physical) condition, the
dimension includes acceptance of the diagnosis, if the person believes the condition will
re-occur or they will have symptoms, and personal susceptibility to the condition in
general. Perceived severity relates to a person’s feeling about the seriousness of
getting an iliness, failure to get treatment for the illness, and the potential social
consequences of having the iliness. Perceived susceptibility plus perceived severity is
labeled as perceived threat. Perceived benefits refer to a person’s belief that the course
of action recommended to minimize the risk of the illness threat or severity of the impact
of the illness will be effective. Perceived barriers refer to what the person believes it will
cost them (tangible and psychological) to take action in order to gain the benefit. Cues
to action involve strategies to get the person ready to take action.

Self-efficacy was the last construct added to the HBM. Bandura (1995) described
perceived self-efficacy as beliefs in one’s capabilities to successfully organize and

execute the courses of action required to manage prospective situations and produce
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positive outcomes. The way people think, feel, motivate themselves, and act are all
influenced by their efficacy beliefs.

According to HBM, people with SMI are more likely to engage and remain in
mental health treatment if they perceive themselves as susceptible to the disorder or if
they accept that they have the disorder, they perceive the serious consequences for
failure to engage and remain in treatment for the disorder, and that the benefits of
prolonged engagement in mental health treatment outweigh any perceived barriers to
treatment engagement (see Figure 1). Copyright approval for Figure 1 is included as
Appendix A.

Application of HBM — Serious Mental lliness and Disparities

Perceived susceptibility to Serious Mental Iliness.

Knowledge of illness. Education about mental disorders, how they affect
individuals and their families, available treatment options, and a clear understanding of
the possible treatment outcomes plays a role in mental health treatment seeking,
utilization, and adherence (Gary, 2005; Jorm et al., 1997). Compared to their White
counterparts, older Black adults have a history of lower education and economic
resources, which places them at a disadvantage when seeking and understanding the
health system, particularly identifying and accessing mental health services. Research
has shown that people with less education are more likely to have a lifetime mental
disorder and are less likely to initiate and/or understand treatment options (Jimenez et

al., 2013).
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Figure 1. Health Belief Model modified for SMI
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Acceptance of SMI diagnosis. Embracing a label of what most Americans view
as triple negatives, old, Black, and mentally ill, is unfavorable to individuals or their
family members. Compared to non-Hispanic White peers, older Blacks may hold more
negative attitudes toward mental iliness (Snowden, 2001). Researchers found that
older Blacks were less open to acknowledging mental health problems and seeking
treatment than their younger counterparts (Diala et al., 2001). Older Blacks have a
stronger tendency to view mental iliness as a personal weakness and fail to report
psychiatric symptoms. Blacks are more likely to turn to their churches and religious
leaders (Blank, Mahmood, Fox, & Guterbock, 2002; Levin, 1984; Young et al., 2014)
and extended family networks to help them deal with emotional and mental health
problems (Blank et al., 2002).

Perceived seriousness of SMI (severity of the problem) and perceived
benefits of mental health treatment engagement. Perceived seriousness of SMI and
benefits of mental health treatment engagement have mixed results in the literature. In
a study that examined differences between Blacks and Whites in their beliefs about the
severity and natural course of mental illness, Anglin and colleagues (2008) found that
Blacks were more likely than Whites to feel their mental conditions would improve on
their own without professional mental health assistance.

Studies have shown that Blacks are more likely than Whites to believe mental
health treatment (e.g., administered by psychiatrists, psychologists, social workers) is
effective and can help people with their problems (Anglin et al., 2008; Schnittker,
Pescosolido, & Croghan, 2005). Diala and colleagues (2001) found that Blacks with

severe psychiatric problems had more positive attitudes towards seeking professional
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help for mental illness than Whites. In another study, researchers found that Blacks
were somewhat open to seeking mental health treatment (Ward, Clark, & Heidrich,
2009). The findings of positive treatment-seeking attitudes in the studies above contrast
with other studies indicating negative mental health treatment-seeking attitudes of
African Americans (Gary, 2005; Thompson-Sanders et al., 2004; U.S. Department of
Health and Human Services, 2001a). Although some studies show favorable attitudes
among Blacks toward mental health treatment-seeking, for some reason there is a
disconnection between desire to seek treatment and maintain consistent treatment
engagement by Blacks. Positive treatment-seeking attitudes tend to diminish after
engagement with mental health professionals (Diala et al., 2000; Ward et al., 2009).
Some researchers speculate that a lack of cultural competence among mental health
practitioners may be responsible. Even when Blacks do seek treatment, many fail to
complete treatment, while others do not comply with the prescribed regimen (Gary,
2005; Snowden, 2001).

Perceived barriers to mental health treatment engagement. Research has
shown that compared to Whites, Blacks have more barriers to seeking mental health
treatment (Snowden, 2001; U.S. Department of Health and Human Services, 2001a;
Ward et al., 2009; Williams et al., 2007). The barriers may be compartmentalized into
physical or environmental (e.g., geographical distance, finding a specialist, long walits),
psychological (e.g., personal and family stigma, perceived prejudice and discrimination),
systemic (e.g., lack of or inadequate insurance coverage, disjointed services, clinical
bias, lack of cultural competence and/or insensitivity among mental health

professionals) (Gary, 2005; Hines-Matrtin et al., 2003; Snowden, 2001; U.S. Department
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of Health and Human Services, 2001a), sociocultural barriers (e.g., fear, cultural
mistrust) (Henshaw & Freedman-Doan, 2009), economic barriers (e.g., lack of personal
financial resources, lack of or inadequate health insurance coverage), individual barriers
(e.g., stigma, denial, perceived vulnerability to mental disorders), and
misunderstandings of mental health problems (Choi & Gonzalez, 2005).

Accessibility and affordability of treatment. Of all the noted barriers to mental
health care utilization, lack of access to care in general is the greatest cause of
disparities (Le Cook, Manning, & Alegria, 2013), especially among people with SMI. It
is important to note that for Blacks, adequate insurance coverage alone does not result
in similar rates of treatment-seeking as Whites (Padgett, Patrick, Burns, & Schlesinger,
1994; U.S. Department of Health and Human Services, 2001a). One study found a
direct relationship between location of residence, race/ethnicity and access and use of
mental healthcare (Chow, Jaffee, & Snowden, 2003). Older adults, especially older
Blacks who live in rural areas are less likely to seek healthcare overall than those living
in more urban or metropolitan areas (Abraham et al., 1993). It might possibly be due to
limited treatment providers and the distance that some people in rural areas have to
travel for services.

Stigmatization. Evidence shows that stigma negatively impacts mental health
treatment seeking and adherence (Alvidrez, Snowden, & Patel, 2010; Conner et al.,
2010; Corrigan, 2004; Sirey et al., 2001). Stigma related to mental iliness is a
significant contributor to disparities in overall well-being (physical and mental health)
and life opportunities (e.g., job opportunities, personal relationships), compared to the

general population (U.S. Department of Health and Human Services, 1999). The stigma
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is double for Blacks and other ethnic minorities with mental illness (Gary, 2005). While
Le Cook and colleagues (2013) have identified lack of access to care to be the greatest
cause of mental health care disparities among people with SMI, other researchers have
identified stigma as the most significant barrier to Blacks seeking mental health services
(Thompson-Sanders et al., 2004; U.S. Department of Health and Human Services
[HHS], 2001). Blacks are more likely than Whites to hold stigmatizing attitudes towards
people with mental illness (Gary, 2005).

Stigma and racism were identified by Black focus group participants as major
barriers to seeking mental health information and/or services (Mishra, Lucksted, Gioia,
Barnet, & Baquet, 2009). They indicated that fear of being stigmatized and racism
potentially lead to people denying their iliness and avoiding mental health services.
Some people have even recommended using the emergency room for mental health
treatment instead of community-based to avoid being identified as having mental iliness
(Thompson-Sanders et al., 2004).

Self-efficacy. Diminished self-esteem and self-efficacy are directly related to
mental illness (Corrigan & Watson, 2002). Ethnic and racial disparities specifically
related to self-efficacy and SMI were not identified in the literature. Schmutte and
colleagues (2009) used focus groups to explore how people with SMI perceived
themselves and their experiences with medical care in relation to how they actively self-
managed their physical health. They found that the majority of the focus group
participants had limited knowledge and low self-efficacy regarding active self-

management of their physical health. Additionally, due to a variety of expressed
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barriers, the participants did not feel they had the power to effectively improve their
physical health.

Adherence to provider recommendation. When people adhere to treatment, they
are three times more likely to have a favorable health outcome than those who are non-
adherent (Dimatteo, Giordani, Lepper, & Croghan, 2002). Family support and
cohabitation significantly increase treatment adherence (DiMatteo, 2004). Several
studies that examined adherence with antipsychotic medication use among people with
bipolar disorder (M. Sajatovic, Valenstein, Blow, Ganoczy, & Ignacio, 2006, 2007) and
schizophrenia (Gilmer et al., 2004; Opolka, Rascati, Brown, & Gibson, 2003; Robinson
et al., 2002; Rosenheck et al., 2000; Valenstein et al., 2002) found that Blacks were
significantly less likely than Whites to adhere to treatment.

Related studies using HBM

Previous studies have used the HBM as an organizing framework to examine the
relationship between health beliefs and medication compliance among people with SMI.
Kelly, Mamon, and Scott (1987) found that psychiatric outpatients (majority diagnosed
with schizophrenia) at two Veterans Affairs (VA) clinics who were receiving
antipsychotic drug regimens held identifiable beliefs about their treatment. Acceptability
of illness was high among this study population, all participants identified with being
severely mentally ill, and half of them believed they were susceptible to re-
hospitalization as a result of their illness. Over 70% of the patients felt the anti-
psychotic medication helped them. Five measures of health belief (susceptibility,

severity, perceived benefits, perceived barriers, and cue to action) together accounted
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for 20% of the variance in self-reported medication compliance, an indication that health
beliefs affect the health behavior among this population.

Nageotte and colleagues (1997) conducted a secondary analysis of data
collected in the Mississippi public mental health system (inpatient and outpatient) to
examine factors associated with medication compliance in 202, primarily Black males
with schizophrenia. Using the HBM as a conceptual framework in this study, the
authors found that participants’ belief that they had mental illness was positively
associated with medication compliance. The majority (64%) of patients who believed
they were mentally ill were medication compliant. Patients who disengaged from
outpatient mental health services, and those who received no mental health treatment
(outpatient or inpatient) for at least three months were less likely to be medication
compliant.

Justification for using HBM framework

As illustrated in the studies above, the HBM is a good model for addressing non-
compliance/non-adherence of treatment regimens which are likely to lead to poor health
outcomes (mental/physical) and increased inpatient service use. Although participants
in the current study were already in treatment, previous evidence has shown that
individuals living with SMI in the community often disengage from mental health
treatment leading to devastating consequences (Fischer et al., 2008; Killaspy, Banerjee,
King, & Lloyd, 2000; Kreyenbuhl, Nossel, & Dixon, 2009).

No published research has been identified that exclusively examined the HBM in
the context of exploring factors that influence the decision-making of community-

residing older adults with SMI to seek and engage in outpatient mental health treatment.
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Behavioral Model for Vulnerable Populations (BMVP)

The BMVP is a revision of the behavioral model of health services use, also
known as the Andersen health behavioral model. Andersen developed the original
model in the 1960s to assist in understanding the use of formal health services by
families, the development of policies to promote equitable access to health care, and to
define and measure equitable access to health care (Andersen, 1995). The original
Andersen model looked at the family as a unit of analysis and suggested that people’s
use of health services and personal health practices are a function of their
predisposition to use health services, factors that enable or impede health service use,
and their need for health care (Andersen, 1995). Some of the changes over the years
have included the individual as the unit of analysis, the addition of the health care
system (policy, resources, organization, and customer satisfaction (convenience,
availability, financing, provider characteristics, quality), and the inclusion of health status
outcomes (perceived health status, evaluated health status, consumer satisfaction).

Even with the changes over the years, Gelberg et al. (2000) recognized a need
to further expand the Andersen model, particularly the predisposing, enabling, and need
components which predict personal health practices and the use of health services, to
look at how health service utilization impacts health outcomes in vulnerable populations.
The BMVP was needed to consider some of the unique challenges members of
vulnerable populations encounter which possibly impact their health status and use of
health services (Aday, 1994). Aday (1994) defines vulnerable populations as those at
risk of poor physical, psychological, and/or social health, including the mentally ill,

minorities, elderly, chronically ill, undocumented immigrants, children and adolescents,
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high risk mothers, people with AIDS, substance abusers, the impoverished and
homeless. Vulnerable populations have high levels of unmet mental health needs
(Wang et al., 2005).

The BMVP can be divided into traditional domains (predisposing traditional,
enabling traditional, need traditional) and vulnerable domains (predisposing vulnerable,
enabling vulnerable, need vulnerable), which focus on structure and enabling resources
(Gelberg et al., 2000). The characteristics of the traditional and vulnerable domains are
vastly different. The characteristics of the traditional domains are the same as those for
the Andersen model. In the vulnerable domain, the predisposing characteristics include
social structure characteristics (acculturation, immigration status, literacy), childhood
characteristics (foster care, group home placement, abuse and neglect history, parental
illness), residential history (housing or homeless), living conditions (running water,
sewers, heat/air conditioning, electricity, lead paint, unsafe structures), mobility (moves
between communities and dwellings), criminal behavior and prison history, victimization,
mental illness, psychological resources (mastery, coping, self-esteem, cognitive ability,
developmental delay), and substance abuse. The enabling domain is comprised of
different personal/family resources (receipt of public benefits, competing needs,
availability and use of information sources) and community resources (community crime
rates, availability of social services). Included in the need domain are perceptions and
evaluated need regarding conditions of special relevance to vulnerable populations
(mental health service use prediction, tuberculosis, sexually transmitted diseases,
premature and low-birthweight infants, AIDS). The vulnerable domain also includes

personal health practices such as food sources, hygiene, and risky sexual behaviors.
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Perceived and evaluated health status are included as outcomes in both the traditional
and vulnerable domains.

Some categories in the vulnerable domains need to be tailored to fit the specific
vulnerable population being studied. Vulnerable people have higher probability of being
subjected to experiences that are more detrimental to their physical and mental health,
leading to higher incidences of disability, morbidity and mortality. Therefore, it is
imperative that issues specific to this population be considered and addressed in order
to improve health outcomes among this group.

Related studies using BMVP

Gelberg and colleagues (2000) first used the BMVP as a framework to determine
predictors of health service utilization and physical health outcomes among 363
homeless adults in the Los Angeles area. The researchers were particularly interested
in the effects of mental health, substance abuse, residential history, competing needs
and victimization on the use of medical services. Having mental health and/or
substance abuse issues were not deterrents to receiving care, but merely using
available care did not affect health care outcomes. Instead, one of the major factors to
better health outcome was access to a regular source of care (community clinic or
private physician). The findings suggest that members of vulnerable populations
(homeless persons) are willing to engage in medical treatment provided they find it
important. The use of health services and health outcomes by members of vulnerable
populations were found to be impacted by mental health, substance abuse, competing

needs, history of victimization, and residential history. This study showed support for
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the additional categories to the BMVP in studies examining the health of vulnerable
populations.

The BMVP was used as a framework in a more recent study that examined
predisposing, enabling, and need factors potentially associated with past 30 day mental
health care utilization among 305 heterosexually active homeless men utilizing meal
programs in the Skid Row region of Los Angeles (Rhoades et al., 2014). In this study,
need was operationalized as positive responses to screening for post-traumatic stress
disorder (PTSD) and depression. The predisposing factors included demographic and
substance abuse characteristics, and the enabling factors were defined as respondents’
personal network characteristics. Approximately 63% of the homeless men in the study
who screened positive for PTSD and depression reported they had not received or
utilized any mental health services in the past 30 days, a finding that confirmed the high
level of unmet mental health needs among the homeless population. Black men with
PTSD or depression who had recently accessed substance abuse counseling or visited
a drop-in or access center (for assistance with clean clothing, showers, or other
services) had significantly higher odds of utilizing mental health services in the past 30
days.

An advantage of using the BMVP for the proposed study is that it considers
factors that influence mental health service utilization and also considers the
effectiveness of the services. The vulnerable domains provide insight into some of the
specific issues encountered by vulnerable populations. One of the disadvantages of the
BMVP is that it neglects factors such as severe psychiatric symptoms, stigma, and

system bifurcation (Brekke et al., 2013) which are known to negatively affect health
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service utilization. Additionally, BMVP, like several other medical utilization models,
view individuals as “rational” decision-makers”. BMVP model lacks criteria to specify
what the person’s beliefs are relating to their diagnosis or their perceptions of the
benefits of treatment, and this could potentially play a role in whether or not people
remain in treatment.
Theory of Planned Behavior

The theory of planned behavior (Ajzen, 1985) is an extension of the theory of
reasoned action (Fishbein, 1967; Fishbein & Ajzen, 1975; Montaio & Kasprzyk, 2002).
The theory of reasoned action was developed in an effort to understand the relationship
between behavioral and normative beliefs, attitudes, intentions and behavior. The
constructs of the theory of reasoned action include behavioral intention (perceived
likelihood of performing behavior), attitude (personal evaluation of the behavior), and
subjective norm (beliefs about whether key people in the person’s life approve or
disapprove of the behavior; motivation to behave in a way that gains their approval). In
expanding the theory of reasoned action to account for factors outside of a person’s
control that might affect his or her intentions or behaviors, Ajzen and colleagues (1991)
added an additional construct, perceived behavioral control (person’s belief that they
can control a particular behavior; personal assessment of difficulty performing a
particular behavior) (Ajzen, 1985, 1991; Montafio & Kasprzyk, 2002; World Health
Organization, 2012). The addition created the theory of planned behavior, which
postulates that for a person to achieve and maintain positive behavioral change, they

must intentionally adopt a positive behavior or abandon negative behavior. Behavioral

33



intention is influenced by the perception of social norms, degree of perceived behavioral
control, and attitude toward the behavior.

An advantage of the theory of planned behavior is that it has had success in
predicting health behaviors such as health service utilization and substance abuse.
Many people with SMI are highly dependent on others, and older Blacks with SMI are
known to consider the opinion of others in their social world regarding health and use of
mental health services. Because of the high amount of stigma associated with SMI,
particularly among Blacks, having the “buy in” from support networks is likely to
influence their intention to seek and engage in mental health services. However, if the
support network is unsupportive of using mental health services, there could be less
mental health service use.

One of the disadvantages of the theory of planned behavior is that similar to the
HBM, the theory of planned behavior assumes people are rational in their decision
making with the opportunities and resources to be successful in performing the desired
behavior, regardless of the intent, which may be a challenge for this population. The
theory of planned behavior does not account for fear, past bad experiences (including
discriminatory treatment, stigma, treatment bias), or cultural mistrust that may influence
the decisions of older Blacks with SMI to seek and engage in mental health treatment.
Also, the theory of planned behavior does not consider how the behavior of older Blacks
with SMI can change over time. With this group being highly dependent on others, they
might encounter changes in living environments, their mental stability, support networks

influences, personal resources, and there is a strong likelihood that they will experience
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declines in their overall health, all which could lead to changes in their behavior over

time.
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CHAPTER FOUR: METHOD

Qualitative methods were used for the current study. Qualitative research seeks
to answer questions, using a specific set of research methods (e.g., content analysis,
focus group discussions, life histories, observations, visual methods) by examining
people in their own natural environments (Berg & Lune, 2012; Hennink, Hutter, & Bailey,
2011). While numerous different types of qualitative designs exist, Creswell (2014)
noted that the five most popular qualitative designs across the social and health
sciences today are narrative, phenomenology, ethnography, case study, and grounded
theory.

An advantage of using qualitative methodology in exploring mental health issues
in older adults is that this approach provides the researcher with an opportunity to
gather rich, descriptive, and meaningful data from older adults about issues related to
mental health services. Another advantage is that qualitative methodology usually can
be conducted without a large sample population to answer the research question of the
study. This is especially important for the proposed study, because of the known
challenges associated with recruiting Blacks into mental health research studies (Arean,
Alvidrez, Nery, Estes, & Linkins, 2003; Hatchett, Holmes, Duran, & Davis, 2000; Neal &
Turner, 1991). The researcher can expand his or her questions to probe for additional
information, by asking follow-up questions. This cannot be accomplished when using

guantitative methodology.
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Using qualitative methodology has the potential to limit issues related to literacy.
Because of the early onset of SMI, most people with SMI have limited education. This
especially holds true for older Blacks who have experienced discriminatory treatment
and have been limited in opportunities. Qualitative methodology allows the researcher
to spend more time with the participant. The researcher’s ability to build a relationship
with a person with SMI and/or his or her caregiver is crucial for gaining a genuine
understanding of what they face and for increasing the likelihood that the data will be
valid. While this population might be more reluctant to complete a survey, they may be
more willing to embrace the opportunity to share their experiences with a researcher
who has established a relationship with them.

Qualitative methodology has a holistic focus (Creswell, 2014), which will allow
the researcher to attain a deeper understanding of the participant than could be
achieved through a more rigid approach. It also allows the participant to raise issues
and topics which the researcher might not have included in a more structured research
design, which adds to the quality of the data collected (Carr, 1994). Because qualitative
methodology identifies and accounts for negative or “deviant cases” (Creswell, 2014;
Royse, Thyer, & Padgett, 2010), the researcher can capture data on older Blacks with
SMI whose experiences with mental illness and mental health services beyond what is
typically described in the literature.

Qualitative Methodology for Investigating Stigmatized Groups

Qualitative research methods are suited for exploring what members of

stigmatized groups think about their stigmatizing condition. It lends itself to

understanding the perspectives of members of stigmatized groups and how stigma
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impacts their everyday lives (Dinos, Stevens, Serfaty, Weich, & King, 2004). Qualitative
methodology affords researchers a view of stigma informed by actual incidences of
stigmatization described by stigmatized groups and their social networks (Schulze &
Angermeyer, 2003).

Different qualitative approaches were used in the following two studies for
investigating the lived experience of people with mental illness, a highly stigmatized
group. Schulze and Angermeyer (2003) conducted a focus group study to explore
concrete stigmatization experiences, from the subjective perspectives of people with
schizophrenia. Collateral information was also sought from their relatives and mental
health professionals. The authors identified four dimensions of stigma: interpersonal
interaction, the public image of mental iliness, structural discrimination, and access to
social roles. All three groups agreed about the dimensions of stigma; however, they
attached different weight to the areas. Depending on who described them, the aspects
of the experiences assume a different meaning. Most of the people with schizophrenia
indicated that their diagnosis led to a reduction of social contacts. This group also
agreed that a single contact with psychiatry was enough to put a life-long stamp on
them, a stigma, which determined their social identity in different situations. As a result,
they recommended that others keep a schizophrenia diagnosis secret in order to avoid
the associated stigma and discrimination that most often accompanies the diagnosis.

Narrative interviews were used in a different study aimed to explore: (1) the
relationship between stigma and psychiatric diagnosis, and perceptions of illness and
treatment; and (2) the consequences of stigma on people’s lives (Dinos et al., 2004). A

sample of 46 people recruited from community and day mental health centers in London
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were asked to talk about the impact of their mental health problems on their work and
private life. The authors found that almost all participants were concerned about
stigma. Subjective feeling of stigma (even when discrimination was not present) and
stigma in the context of overt discrimination were the two subcategories that emerged in
this study. Feelings of stigma were often linked to the person’s diagnosis. Overt
discrimination was reported in social settings, as well as, work, academic, and treatment
settings. The authors also found that perceptions of stigma were not always negative.
In fact, some people reported positive outcomes of having a mental illness.

This chapter includes: a description of the researcher’s personal characteristics;
study design; sample and recruitment strategies; participant eligibility criteria;
description of study sites, data collection and analysis procedures; steps taken to
increase trustworthiness of the findings; and ethical considerations. This study was
approved by the University of South Florida Institutional Review Board, #Pro00029850
(Appendix B).

Researcher Background

| am a Black female who during the time of this study was a graduate research
assistant in the School of Aging Studies at the University of South Florida. My
credentials include a Bachelor of Arts in Anthropology/Sociology, Master of Business
Administration, Master of Arts in Gerontology, and graduate certificates in Geriatric Care
Management and Evaluation. | am a retired law enforcement officer with over 24 years
of experience at the county [corrections, research and planning, and deputy sheriff] and
federal levels [federal law enforcement special agent]. | completed graduate-level

coursework that addressed different aspects of aging; research methodology, including
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gualitative methods in community health research, advanced qualitative methods, and
focus groups research strategies, and evaluation. As a graduate research assistant, |
gained experience in participant recruitment, data collection, and analysis.

Prior to this study, | had never met any of the participants. All of the participants
were advised that the study was for a dissertation project to fulfill the requirements for
the Ph.D. degree.

As a caregiver of an adult with schizophrenia and a former law enforcement
officer who often encountered individuals with mental illness during the course of
assigned responsibilities, | have certain assumptions related to the population under
study and outpatient mental health services. To minimize biased assumptions in the
interpretations of data, | utilized strategies such as reflexive journaling, vivid participant
guotes, and maintaining an audit trail to enhance credibility and trustworthiness of this
study’s findings (Cope, 2014).

Study Design

A qualitative, semi-structured, interview-based study was developed to explore
factors that influence the decisions of community-residing Black and White older adults
(50-70 years old) who live with SMI, to seek and engage in outpatient mental health
treatment, and to examine their perspectives about the accessibility, affordability,
appropriateness, and availability of outpatient mental health services.

Sample and Recruitment

Purposive sampling was used to recruit 19 community-residing older Black and

White adults living with SMI who were actively engaged in outpatient mental health

treatment in a large metropolitan area located in the southeastern United States.
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Purposive sampling is a nonprobability sampling technique, that is deliberate and
flexible, and used to identify and select individuals who have specific experiences or
characteristics and a wealth of information related to the phenomenon under study
(Hennink et al., 2011; Miles, Huberman, & Saldafia, 2014; Palinkas et al., 2015), such
as older adults living with SMI. Researchers have suggested that a purposive sampling
strategy is suitable for exploratory research and hard to reach populations (Bernard &
Ryan, 2010).

Three study sites, located within 35 miles of each other in Tampa, FL, were
identified for recruitment because they provide an array of outpatient mental health
services. Site 1 was a private, not-for-profit, organization that provided an array of
community-based services (e.g., clinical services [psychiatrist, registered nurse],
medication management, case management, housing assistance, day treatment,
individual and group counseling, recovery coaching, vocational specialists,
transportation, food, clothing, basic necessities) for individuals with mental disabilities,
individuals who are homeless, veterans, and youth. Site 2 was a psychiatry clinic,
within a large university health system, that provided clinical services (e.g., psychiatrist),
psychotherapy, medication management, and case management for adults with mental,
addictive and behavioral disorders. Site 3 was a private, not-for-profit, behavioral health
care center that provided outpatient and short-term in-patient psychiatric services, crisis
stabilization, and forensic services for individuals who are incarcerated, returning to the
community from county jails, state prisons, and state mental health treatment facilities.
Some services offered by Site 3 include: clinical services [psychiatrist, psychologist,

nurse], psychiatric evaluation, crisis intervention and resolution, medication
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management, case management, day treatment, patient education, psychotherapy,
housing assistance, supported employment and vocational rehabilitation, transportation,
food, clothing, basic necessities, and patient education.

The inclusion criteria for this study were: (1) clinical diagnosis of bipolar disorder,
schizophrenia, or schizoaffective disorder (verified by a clinician); (2) self-identify as
Black or White; (3) 50-75 years old; (4) engaged in outpatient mental health services
(i.e., medication management, psychotherapy, case management) for at least three
months; (5) ability to understand and write English; (6) ability to provide informed
consent; and (7) Mini-Mental State Examination (MMSE) score 2 20. The maximum
age for inclusion was limited to 75 years old due to the vulnerability of the sample
population (e.g., older adults diagnosed with SMI). Research indicates that people
living with SMI have higher rates of chronic ilinesses, increased risk of disability, and
shorter life spans than the general population (De Hert et al., 2011; Laursen, 2011;
Parks et al., 2006; Rossler et al., 2005; Simpson & Tsuang, 1996). Recruitment
strategies were developed in consultation with management personnel at provider
locations and included: posting recruitment flyers in lobby and common areas
frequented by potential participants; dissemination of recruitment flyers by case
managers and clinicians; assistance from case managers and clinicians (e.g.,
psychiatrists, psychologists, nurses; mental health counselors; social workers) who
provide services to individuals in identifying potential study participants; and | made
periodic visits to client group meetings in order to meet potential participants and

provide information about the study.
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| met with case managers and clinicians at all three provider sites and provided
an overview of the study, the inclusion criteria for study participants, and gave them
some of the recruitment flyers to post in areas that were visible to potential study
participants (e.g., classrooms, residential units, clinic waiting areas). Potential
participants contacted me in response to posted recruitment flyers and after case
managers shared information about the study. | coordinated with case managers and
clinicians on dates and times that | would be at the sites (e.g., day treatment center,
supported housing units, group homes, clinics) to provide an overview of the study to
their clients. Case managers and clinicians assisted by identifying clients who met age
and diagnosis criteria for the study and notified them of the dates and times that | would
be at the recruitment sites to give presentations. Potential participants approached me
after presentations at the day treatment center and housing units owned by provider
sites to indicate that they were interested in participating in the study.

All potential participants were screened to determine if they met study eligibility.
A short questionnaire (Appendix C), was used to gather descriptive, demographic data
from study participants after obtaining written informed consent was obtained and prior
to completion of the MMSE. Information collected included: age, race, sex, education
attainment (did not graduate high school, high school graduate, some college/trade
school training, associate’s degree/completed trade school, bachelor's degree, graduate
degree), employment status (part-time, retired, unemployed [disability]), income (less
than $10,000, $10,001-$20,000), living arrangement (lives alone, roommate —
spouse/significant other, roommate — other), psychiatric diagnosis (bipolar disorder only,

schizophrenia only, schizoaffective disorder only, comorbid bipolar disorder and

43



schizophrenia, comorbid bipolar disorder and schizoaffective disorder, comorbid bipolar
disorder, schizophrenia, and schizoaffective disorder) and physical health disorder
(diabetes, high blood pressure, high cholesterol, back problems), understanding of
treatment regimen (yes or no), current mental health services (clinical services
[psychiatrist, physician, nurse], medication management, counseling, housing
assistance), Baker Act history (0-8), and participant’s response to how long they
received mental health services at the current location (3 months-43 years). During the
screening process, participants were asked about their psychiatric diagnosis. |
consulted with clinicians at the provider sites to verify each participant’s diagnosis,
length of time in treatment with the provider, and whether a clinician thought the
potential participant was clinically stable to participate in the study, prior to the interview.

A total of 22 individuals met the study eligibility requirements; however, three did
not complete the interview. One died, one withdrew after being hospitalized and
admitted to a rehabilitation facility for an unrelated physical illness, and another delayed
scheduling the interview. Nineteen (9 Blacks and 10 Whites) individuals were
interviewed for the current study.
Data Collection

Semi-structured interviews were conducted from August 2017 through January
2018. | designed an interview guide (Appendix D) in consultation with my dissertation
committee members, containing open-ended questions, specifically for this study. The
guestions were informed by the literature and the constructs of the HBM (Glanz, Rimer,
& Viswanath, 2008; Janz & Becker, 1984; Janz et al., 2002; Rosenstock, 1974) to

capture the participants’ experiences in seeking and engaging in outpatient mental
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health treatment. The interview guide was pilot-tested with one person and adjustments
were made to questions that tended to be unclear to the interviewee. Data from the
pilot interview were excluded from the project. One-on-one private interviews took
place in private offices, classrooms, and patio areas where participants engaged in
outpatient mental health services, participants’ residences, and an office on campus at
USF. All participants played a role in the selection of interview locations and were
cognizant of the goal to maximize privacy. Permission was obtained to audio record
and take handwritten notes for all interviews. After beginning one of the interviews, a
participant indicated that she did not want to be recorded. The interview was paused,
and audio recording ceased. Only handwritten notes were taken for the remainder of
the interview.

Participants received up to $10.00 in Wal-Mart gift cards for participation in the
current study, including a $5.00 Wal-Mart gift card for completion of the informed
consent, Demographic Information Sheet and MMSE, and an additional $5.00 gift card
for participation in the interview. Each participant was given a Community Resource
Guide that contains information about local health, social and government services at
the conclusion of the interview.

Data Analysis

Audio recordings were transcribed verbatim for analysis. In addition, a transcript
was also produced for the participant who did not want to be recorded. The transcript
included all information produced from the recording up to the participant’s indication
that she did not want to be recorded, as well as, handwritten notes of the participant’s

responses after the recorder was turned off. Data were analyzed using thematic

45



analysis (Boyatzis, 1998; Braun & Clarke, 2006), an approach identified by researchers
as suitable to examine the perspectives of individuals and highlight differences (Braun &
Clarke, 2006; King, 2004). The transcripts were read twice for a clear understanding of
the data (Pope, Ziebland, & Mays, 2000), prior to the development of the initial
codebook. Deductive codes derived from the six constructs of the health belief model
and the research questions, and inductive codes that emerged from the review of the
transcripts were included in the codebook. Deductive codes, are also referred to as a
priori codes, and are developed by the researcher prior to data collection and review.
They are a beginning list of codes that may come from a conceptual model (e.g., cues
to engagement, barriers to engagement, stigma, benefits to engagement), the research
guestions, existing literature, and/or hypotheses (Miles et al., 2014).

| independently coded two transcripts using the initial codebook before providing
duplicate copies of the transcripts and the codebook to a second coder for coding. The
second coder was a doctoral candidate at USF, College of Education, Curriculum and
Instruction, who has graduate-level training in qualitative research methods and
evaluation. After she completed coding the two transcripts, we met to discuss and
compare the coded transcripts. We defined discrepancies when only one of us
assigned a code to a unit of text or when we assigned different codes to the same unit
of text. Coding discrepancies were discussed and resolved by consensus agreement
(Daaleman, Usher, Williams, Rawlings, & Hanson, 2008). During this process, the
codebook was modified to revise the names and definitions of some codes, and to add

new codes.
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The overall inter-coder agreement, based on the two coded transcripts, was
calculated at 90% which is within the recommended range for good qualitative reliability
(Miles et al., 2014). Assessing inter-coder reliability using a sample of text is a practice
that has been supported by other researchers (Campbell, Quincy, Osserman, &
Pedersen, 2013; Hodson, 1999; Krippendorff, 2004).

Using the modified version of the codebook, | independently coded the remaining
transcripts. Throughout the coding process, | made additional modifications to the
codebook, by adding and merging codes. | met with the second coder again to discuss
the changes to the codebook. We negotiated on codes that best represent the data and
align with the constructs of the HBM and research questions. Throughout the coding
process, | identified patterns and themes that provide insight to participants’ unique
experiences with engaging in outpatient mental health services. lllustrative quotes that
captured the participants’ perspectives were selected for the identified themes and
included in the text. During the coding process, | consulted with members of my
dissertation committee who have experience using qualitative methods for guidance
and feedback. Data were coded by hand and using Atlas.ti version 7 software. | coded
data using both methods. The second coder did not have access to Atlas.ti software;
therefore, she coded the transcripts by hand. | then entered any coding changes and
additions agreed upon from the transcripts coded by hand into Atlas.ti version 7.
Ethical Considerations

Participants who engage in research studies should do so voluntarily and be
informed of all potential risks (Berg & Lune, 2012). Two areas of ongoing discussion

related to the use of people with SMI for research are vulnerability and capacity to
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consent. Research has shown that when the normal provisions of ethically sound
research are observed, people with mental iliness are generally no more vulnerable to
participating in research as those without mental illness (Usher & Holmes, 1997). In a
study that examined decisional capacity to participate in research studies, Moser and
colleagues (2002) found that 80% of subjects with schizophrenia demonstrated capacity
to consent. In another study, researchers found that decisional capacity for people with
schizophrenia and bipolar disorder remained stable over time but recommended that
researchers incorporate of an interactive informed consent discussion with the
participants at every visit (Palmer, Savla, Roesch, & Jeste, 2013).

To address potential issues related to participants’ capacity to provide consent
for this study, | consulted with clinicians at the recruitment sites who were
knowledgeable about their patients’ psychiatric stability and ability to give consent. |
also carefully explained the study to all participants and information about the study was
also included in the informed consent. | asked participants to repeat the information in
their own words and initial sections to acknowledge their understanding of the
information. Participants were advised that their participation was voluntary, they did
not have to sign the informed consent and no pressure was placed on them to take part
in the study (Creswell, 2014).

Interviews were limited to no more than one hour to avoid fatigue. | used
pseudonyms (i.e., Participant 1, bipolar disorder/schizoaffective disorder/schizophrenia),
which represented the participant number and psychiatric diagnosis, to protect their

privacy and confidentiality (Berg & Lune, 2012; Creswell, 2014). Data for this study are
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stored in a locked file cabinet in my office. Records or lists with identifying information
will be maintained in accordance with the University of South Florida’s retention policy.
Trustworthiness Strategies

A common criticism of qualitative research is that it lacks scientific rigor (Mays &
Pope, 1995). Several strategies were employed to minimize risks of subjectivity and to
enhance the trustworthiness of this study’s findings (Creswell, 2014; Royse et al.,
2010). | used reflexive journaling to record my thoughts and my background and
personal experiences. Vivid quotes from the participant interviews that characterized
emerging themes in the findings were provided to minimize questions about whether the
findings presented are actually derived from the data and not impacted by my personal
biases. A detailed description of the methods and procedures used for data collection
and analysis from which the conclusions were drawn is included the data collection and
analysis sections above. Notes and materials created during the research process,
including but not limited to recordings, interview transcripts, data analysis, reports,
information logs, and memos will be maintained in order to leave an audit trail. Data
and researcher triangulation techniques were employed. Data from different sources,
including interviews, reflexive journaling, and scientific literature were used to
corroborate the findings to enhance the accuracy of my findings. Consultation was
made with dissertation committee members, who have backgrounds in anthropology,
gerontology, psychology, public health, and sociology, during the process of the study
for periodic briefing during data analysis and interpretation. In addition, a graduate

student who assisted with coding the transcripts was from a different discipline. The
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diverse backgrounds and experiences of my committee members and the graduate
student enabled the use of different perspectives for the interpretation of the data.
Researcher Reflexivity

During this research process, several participants expressed gratitude for
including them in the study and giving them a voice about their mental health treatment
experiences. | felt that some of them considered the interview as an outlet, particularly
since many of them expressed a need for more individual counseling services for
people with SMI. In contrast, one participant appeared to rush through the interview,
most of his answers were short, and probe questions produced minimal detail. At the
conclusion of the interview, he immediately asked “When do | get my gift card?” | felt
that although he initially seemed interested in participating in the study, he was more
interested in the gift card compensation. Early in the recruitment process, a participant
who completed the screening process and agreed to the interview died after being
struck by a vehicle, and another was hospitalized due to an unrelated physical illness.
The two of them were close friends, and she informed me of his death after he was a
“no show” for the scheduled interview. The news of his death was shocking, and | felt
empathy for her knowing that he was her support system. These experiences
underscore the vulnerability of the study population. | felt that my communication with
the recruitment site decreased after the participant’s death, and it took a few months for
me to recruit additional participants from the site. | contacted the recruitment site but
the responses seemed to be much slower and | felt there was not as much enthusiasm
on the part of the recruitment site as there was prior to the participant’s death, although

the accident was unrelated to the current study. The change in response impacted my
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approach to schedule interviews after the initial screenings. | attempted to coordinate
the screenings on dates that clinicians were available to verify participant information on
the spot, and if the participants agreed | interviewed them on the same day to minimize

chances of losing additional participants. Chapter 5 includes the findings for this study.
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CHAPTER FIVE: FINDINGS

This chapter includes demographic information for the study sample and findings
for the three research questions: (1) What factors influence outpatient mental health
treatment-seeking and engagement by community-residing Black and White older
adults (ages 50-70 years) living with SMI? (2) What are the perspectives of community-
residing older Blacks and Whites living with SMI on the issues of accessibility,
affordability, appropriateness, and availability of outpatient mental health services? (3)
Are the perspectives of community-residing older Blacks and Whites living with SMI on
the issues of accessibility, affordability, appropriateness, and availability of outpatient
mental health services different?

Thematic analysis was used to address the first research question. Themes
(HBM constructs and emergent) were developed to categorize data relevant to the
influences of outpatient mental health treatment engagement by older Blacks and
Whites living with SMI. In addition to the themes, it was important to understand
whether Blacks participants felt the need for specifically tailored services, and to gain
insight from all participants about other services they would like to see offered to older
adults living with SMI. Findings for the second research question are presented as
summaries of participants’ responses, including illustrative quotes, related to their
perspectives on the issues of accessibility, affordability, appropriateness, and
availability of outpatient mental health services. Findings for the third research

guestion to address whether the perspectives of community-residing older Blacks and
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Whites on the issues of accessibility, affordability, appropriateness, and availability of
outpatient mental health services were different are also presented as summaries of
participants’ responses, including illustrative quotes. In addition, a summary of
responses from Black participants related to whether they felt a need for specifically
tailored mental health services is also included.
Demographic Characteristics of Sample

Nineteen participants were included in the analyses for this study. The mean
age of the participants was 59, with a range of 50-70 years. While the age range for
recruitment was 50-75 years old, the oldest participant in the current study was 70 years
of age. The majority of the participants were female 13/19 (68%), White 10/19 (52.6%),
had completed high school 13/19 (68.4%), were unemployed or retired 18/19 (94.8%),
reported annual income was less than $10,000 per year 17/19 (89.5%), and they lived
with a roommate 10/19 (52.6%). Demographic characteristics for the total sample are
reported in Table 1.

Table 1. Demographic Characteristics of Sample (N=19)

Characteristics N Mean(SD) %
Age (in years) 19 58.9(5.0)
Sex
Male 6 31.6
Female 13 68.4
Race
White 10 52.6
Black 9 47.4

Highest education level completed
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Table 1. Demographic Characteristics of Sample (N=19)

Characteristics N Mean(SD) %
Did not graduate high school 6 31.6
High school graduate 4 211
Some college/trade school training 6 31.6
Associate’s degree/completed trade school 1 5.3
Bachelor’s degree 1 5.3
Graduate degree 1 5.3

Employment status
Part-time 1 5.3
Retired 1 5.3
Unemployed (disability) 17 89.5

Income (annual)

Less than $10,000 17 89.5
$10,001 - $20,000 2 10.5

Living arrangement
Lives alone 9 47.4
Roommate - spouse/significant other 2 10.6
Roommate — other 8 42.1

Psychiatric diagnosis
Bipolar disorder only (BD) 7 36.8
Schizophrenia only (SCH) 5 26.3
Schizoaffective disorder only (SCH-A) 1 5.3
Comorbid (BD / SCH) 3 15.8
Comorbid (BD / SCH-A) 2 10.5



Table 1. Demographic Characteristics of Sample (N=19)

Characteristics N Mean(SD) %

Comorbid (BD/ SCH / SCH-A) 1 5.3
Note. Total of percentages are not 100 for every characteristic because of rounding.

Black and White participants were compared on demographic characteristics.
Overall, there was little variation between the groups. The White group was slightly
older with an average age of 59.5 (range of 53-70) than the Black group (average age
58.3, range of 50-67). Gender for both groups was similarly divided. Both groups had
three males and the White group had one more female than the Black group. The
majority of participants from both groups graduated from high school [Blacks 6/9(67%),
Whites 7/10 (70%)], with five Blacks (55.5%) and four Whites (40%) reporting education
beyond high school, including one Black woman who had earned a bachelor’s degree
and a White woman who had earned a graduate degree. Income was also similar, with
the majority of participants from both groups reporting less than $10,000 per year
[Blacks 8/9(88.9%), Whites 9/10(90%)]. The most noted difference was that more
Whites 6/10(60%) lived alone than Blacks 3/10(33.3%). Demographic characteristics of
Black and White participants are reported in Table 2.

Table 2. Demographic Characteristics by Race

Characteristics Black % White %
(n=29) (n=10)
Age in years, M(SD) 58.3(5.4) 59.5(4.8)
Sex
Male 3 33.3 3 30
Female 6 66.7 7 70
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Table 2. Demographic Characteristics by Race

Characteristics Black % White %
(n=9) (n=10)
Highest education level completed
Did not graduate high school 3 33.3 3 30
High school graduate 1 11.1 3 30
Some college/trade school training 3 33.3 3 30
Associates degree/completed trade 1 11.1 0 0
Bachelor’s degree 1 11.1 0 0
Graduate degree 0 0 1 10
Employment status
Part-time 1 11.1 0 0
Retired 1 11.1 0 0
Unemployed (disability) 7 77.8 10 100
Income (annual)
Less than $10,000 8 88.9 9 90
$10,001 - $20,000 1 111 1 10
Living arrangement
Lives alone 3 33.3 6 60
Roommate - spouse/significant other 1 11.1 1 10
Roommate — other 5 55.6 3 30
Psychiatric diagnosis
Bipolar disorder only 2 22.2 5 50
Schizophrenia only 3 33.3 2 20
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Table 2. Demographic Characteristics by Race

Characteristics Black % White %

(n=9) (n=10)
Schizoaffective disorder only 1 11.1 0 0
Bipolar disorder/schizophrenia 2 22.2 1 10
Bipolar disorder/schizoaffective 1 11.1 1 10
Bipolar/schizophrenia/schizoaffective 0 0 1 10

Findings Research Question 1: What factors influence Black and White older
adults who live with SMI to seek and engage in outpatient mental health services?
Themes Related to HBM Constructs

Thematic results from the participant interviews based on the six HBM constructs
are presented below. lllustrative quotes that capture participants’ perspectives within
each of the HBM constructs are listed in Table 3. There were no differences between
Blacks and Whites related to their decisions to seek and engage in outpatient mental
health services.

Perceived susceptibility to SMI. Understanding how older adults who have
been clinically diagnosed with a SMI handle their diagnosis (acceptance or denial) is
important because it impacts their views about the need for mental health treatment.

Recognize need for treatment. All participants acknowledged their SMI diagnosis.
During the screening process, participants were asked about their psychiatric diagnosis.
| verified their diagnosis with a clinician at the provider site, prior to the interviews. A
few of them spoke about their need for treatment to minimize symptoms and recognize

consequences of non-compliance. Participants made statements such as “so / can stay
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healthy, mentally” [Participant 2, bipolar disorder] and “without it I'll get wacko”
[Participant 17, schizophrenia]. One participant suggested that people with a SMI
should maintain a routine with taking their medications like they are supposed to, and
another repeatedly stated that she was compliant with her treatment because she did
not want to get sick again and have to be re-hospitalized. She was emphatic about not
ever wanting to experience a mental crisis again.

Family history of SMI. Some participants mentioned that at least one other family
member had a mental illness. A participant [Participant 16, paranoid schizoaffective
disorder] said her cousins and aunt had mental health issues and she recalled her
family talking about going to the hospital when she was young. Another stated, “mental
illness runs in my family” [Participant 14, bipolar disorder], and shared that her great,
great grandmother had been hospitalized related to a mental disorder.

Perceived seriousness (severity) of SMI. Community-residing older adults
living with SMI who perceive the seriousness of a psychiatric diagnosis, including the
potential consequences (e.g., social, relationships, education, employment) of living
with a SMI, might be more willing to seek and maintain compliance with outpatient
mental health treatment, in order to have better health outcomes and improved quality
of life.

SMI impacts social interactions / stigma. Participants shared their thoughts about
how the general public views people who have a mental disorder, which is oftentimes
accompanied by stereotypes, stigma, and differential treatment. Several participants
indicated they are no longer in communication with family members; some mentioned

they are now divorced or experienced relationship break-ups since their SMI diagnosis.
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One patrticipant said, “even families today they they they put us to the place like this.”
[Participant 1, bipolar disorder, schizoaffective disorder, schizophrenia] Another spoke
about a fight she had with her ex-husband, “me and my husband were just about to
break up, he threw me out of the house. He didn’t understand what was going on with
me.” [Participant 14, bipolar disorder] A different participant talked about being
harassed because of having a mental disorder, “/ was harassed and beat up because of
being bipolar you know constantly being put down and put down”. [Participant 11,
bipolar disorder] One participant shared her thoughts about how her diagnosis impacts
potential relationships “And then you have to accept it as a person. Would he be
interested in me...if | have a mental illness?” [Participant 12, bipolar disorder], and the
embarrassment she feels.

Employment / education disruption. Some patrticipants talked about their previous
employment which they were unable to maintain due to some complications of mental
illness. “But | decided to keep working and | worked for thirty-two months and | got sick
ill mentally ill...and then they uh started my check back up."” [Participant 2, bipolar
disorder] “I had children to raise you know and | was working at the time also, so.
[former occupation] like we discussed yesterday when you found out that | used to be a
[occupation].” [Participant 6, schizophrenia] “I was working, doing my [education], |
had a car, | had a job, | had an apartment, | had been married before for a short while.”
[Participant 13, bipolar disorder, schizoaffective disorder] One participant mentioned
the stigma of mental illness causes employers to think that people with SMI are
incapable of doing their jobs properly. “Okay. Um it’s kinda the stigma it’s like yeah.

They think something’s wrong with you and you can’t do the job properly. You think
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your doctor’s appointments are gonna interfere with your job.” [Participant 12, bipolar
disorder] Such experiences and thoughts impact social interactions of people living with
SMI.

Perceived benefits of mental health treatment engagement. Mental health
treatment utilization may lead to improved mental and physical health, quality of life, and
healthy socialization, and trusting relationships with mental health providers. These
factors may motivate community-residing older adults living with SMI to actively seek
and engage in outpatient mental health treatment. Participants shared some of the
ways they have benefited from using mental health services.

Improved sense of well-being. All participants noted benefits of using mental
health services. Participants said, “I'm getting treatment for that as well as you know
trying to um make myself a whole person.” [Participant 9, bipolar disorder] “I've been
with SITE 1 ever since and they literally have saved my life.” [Participant 11, bipolar
disorder]

Increased socialization. Socialization was cited as a benefit of utilizing mental
health treatment and services. Participants made statements such as, “l | gets get to uh
meet people...and | get to socialize.” [Participant 18, schizophrenia]; “Um, well you get
to make friends here.” [Participant 14, bipolar disorder]; and ‘1 get to talk with the
teacher, make friends at SITE 1. Get to go on outings.” [Participant 16, schizoaffective
disorder]

Participants’ trust in mental health staff. There was a strong sense that
participants’ trust in their case managers and other mental health staff at provider sites

to ensure their well-being played a role in their decisions to engage, remain, or return to
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outpatient mental health treatment. Participants described their interactions with
mental health staff and how they looked out for them. Some no longer have
relationships with their family members and said staff at provider sites was the only
family they now have. One participant said, “All my family pass away...Passed on,
passed away or whatever the case was.” [Participant 7, bipolar disorder,
schizoaffective disorder] Participants shared how receptive case managers were when
they reached out to them in times of need, whether they were actively engaged with
mental health services or had left services and needed to be reconnected with services.
Some expressions that illustrated participants’ trust in the service providers include:
“Cause how are you gonna help me if | don’t tell you the truth?” [Participant 9, bipolar
disorder], “I said coming to you it seems like | feel that | can be comfortable with you”
[Participant 19, bipolar disorder], and “We have a problem they’re always on it. The
staff here are good to people.” [Participant 1, bipolar disorder, schizoaffective disorder,
schizophrenia]

Perceived barriers to mental health treatment engagement. Poor mental
health literacy, stigma, and lack of information about available mental health treatment
are often hindrances to outpatient mental health treatment engagement. Lack of
understanding about mental illness, lack of knowledge about where and how to access
mental health services, and negative community responses to mental illness might
overshadow the known benefits of mental health treatment. As a result, some
individuals might not engage in mental health treatment.

Poor advertisement about mental health services. Participants spoke about a

need for the community to know about mental health services, “You know cause a lot of
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people before | came into this program | didn’t know what SITE 1 had to offer.”
[Participant 10, bipolar disorder, schizophrenia]

Poor mental health literacy contributes to stigma about mental illness. Some
statements made by participants related to poor mental health literacy and stigma
include, “they need to be educated about us” [Participant 14, bipolar disorder] and

“When you have a mental illness ain’t nobody crazy you just have a few problems.

[Participant 8, bipolar disorder, schizophrenia] One participant said,

“They, they um they don’t know what they know is what the TV tells them. And
like they think all people with mental illness now have um [background noise from
air conditioning unit] are gonna go out and get guns and shoot everybody you know
the perception out there is really bad right now. 1 1 think that you know they just
don’t know enough to understand what we go through. You know we’re not all
criminals and and we’re being made out to be that way. So I | think the majority of
the people out there think that you know if you have mental illness you’re really
sick you should be locked away.” Participant 11, bipolar disorder

Lack of knowledge about where to go for services. Several participants reported

that other than the services they currently receive, they had no knowledge of any other

available mental health services in the community. When asked about how people in

their communities and churches or other religious organizations view mental health

services, and what they learned about mental health treatment and services growing up,

most participants indicated that conversations about mental illness and treatment were

almost non-existent. Emphasis was placed on a need for positive advertisement about

available mental health services and mental health outreach in the community. One
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participant suggested that “scouts” are needed to go into the community and look for
people who have mental disorders and assist them with getting mental health treatment.
He advised that he has seen them near the basketball courts in the area, and suggested
that they are easy to spot by their physical reactions to things such as loud thumping
sounds. Some examples that illustrate participants’ views concerning the need for people
in the community to know where to go for mental health treatment include: “just
floundering around not knowing what where to go, what to do and how to get help”
[Participant 11, bipolar disorder] and “You know and uh | think that the community need
to know more about SITE 1 because there’s a lot of mental illness out there and people
don't realize what they have or what you know their diagnosis is.” [Participant 10, bipolar
disorder, schizophrenia]

Cues to action. Individuals living with SMI oftentimes experience symptoms
which prompt them to seek mental health treatment. Some individuals recognize the
need for treatment while others are prompted by recommendations from others. Some
triggers to mental health treatment engagement include recommendations by a health
care provider after suicide attempts and Baker Act or emergency hospitalization due to
mental crisis.

Health care provider recommendation. When asked about what prompted their
engagement in services at the current site, the majority of participants said they were
referred by a health care provider. A participant said, “SITE 3 came in and talked to me
and told me they could give me professional help if | wanted it. And I, | did. Because
nobody really wants to die.” [Participant 3, bipolar disorder] The participant had been

hospitalized after taking 50 pills of morphine. Another participant stated, “l was suicidal
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and | had checked myself in. And this dude from he said he was from SITE 1 wanted to
be my case manager and | said no | don’t want to be case managed.” [Participant 9,
bipolar disorder]

Baker Acted / emergency hospitalization. Participants mentioned being
hospitalized for complications of mental iliness after drug use, “Well | got some LSD and
| uh it affected me wrong. And then | went to the [University name] hospital which is
[University medical name] and they treated me for the mental illness.” [Participant 18,
schizophrenia], and having a “nervous breakdown”, “Uh huh and when | had this
nervous breakdown it drove me into the mental hospital to get some medication.”
[Participant 6, schizophrenia]

Self-efficacy. Older adults living with SMI who have high self-efficacy are likely
to have a better outlook on life, desire sense of purpose, be conscientious about their
personal appearances, and better manage their mental illness. Self-efficacy may be
impacted by participants’ understanding of their diagnosis and treatment, their ability to
attend to their personal needs, and cope with mental illness-related stigma.

Understanding of diagnosis, related symptoms, and embracing treatment.
Participants shared how mental health treatment has taught them about their iliness,
associated symptoms, and coping skills. One participant shared, “I notice my | know my
ups and downs, | know my changes that | go through that | didn’t never recognize it
when | was out there getting high.” [Participant 10, bipolar disorder, schizophrenia]
Another participant stated, “Uhhh tells me more about the illnesses than anything else.

The therapist works on recovery in coping skills strengthening your coping skills but also
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monitoring your attitude about your illness do you accept it immediate accept it, do you
just manage with it?” [Participant 13, bipolar disorder, schizoaffective disorder]

Expressed ability to cope with shame and stigma of mental iliness. Several
participants shared that they used to be ashamed of having a mental illness but this is
no longer the case. Participants expressed, “/ was. I, | was ashamed for myself. But
now I’'m not.” [Participant 3, bipolar disorder], and “Yes, | was ashamed that people
would find out oh say, “Oh she crazy”... Now I don’t care if people say that | she you
know | don’t care if people know that | have a mental illness.” [Participant 8, bipolar
disorder, schizophrenia]

Desire for sense of purpose / pride in personal appearance. Some participants
expressed a desire for a sense of purpose. They talked about wanting to work or
volunteer and felt that having a mental iliness should not limit them from doing so. One
participant said, “Just give us a chance to go out and prove ourselves to the world that
we can work and that we can you know, take care of ourselves and things like that”.
[Participant 6, schizophrenia] Another participant shared that she wanted to volunteer
at her doctor’s office, “I want to volunteer at my primary doctor’s office...during the week
and he said it was okay. The office manager said that it was okay. I'm just waiting for a
phone call so | can go to work.” [Participant 9, schizophrenia] Interestingly, the oldest
participant in the study was conscientious about his personal appearance and during a
discussion about treatment affordability he expressed, “I gotta get a haircut you know.

You know so so | could at least look respectable.” [Participant 4, schizophrenia]
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

Perceived susceptibility

Recognize need for treatment

“I continue | continue to get my treatment because | don’t want to get sick
‘cause | know if | stop taking my medication where | might end up at...And
that’s in in Crisis or um | forgot what the other name for it is and | don’t
want to end up back in the hospital. So | take my medications regularly
every day doing the day and at night | and | don’t want to get sick any
more. So | take my medications like I'm supposed to take my medications
and | have no problem.” Participant 8, bipolar disorder, schizophrenia
“Uh, | have to take my medicine every month. Without it I'll get wacko.
And my other treatments | go through | have to go through um because I'm

not normal, | got schizophrenia.” Participant 17, schizophrenia

Family history of SMI

“Mental illness runs in my family...and my great, great grandmother was
hospitalized...and they at that time, they just put her in a hospital...and let
her go crazy. And that’s what happened to her...So | guess they figured
the same thing was gonna happen with me. So, you know...But they're
not up with times is what I'm tryin’ to tell ya.” Participant 14, bipolar

disorder
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

“My cousins had mental health issues and | just would hear family talk
about going to the hospital. My aunt had mental health issues and my

mom was afraid of her.” Participant 16, paranoid schizoaffective disorder

Perceived severity

SMI impacts social

interactions/stigma

“They fear us, they fear us. | don’t know why because | think a lot of
people when they they've heard this on the street and then when they Kkill
somebody they say well they have a mental iliness and that may that could
be lying to blame it on us. You know and it makes us look bad. Even
families today they they they put us to the place like this and don’t get me
wrong these people take SITE 3 takes care of us. They take care of us.
That’s our family the only family we really got is people here.”
Participant 1, bipolar disorder, schizoaffective disorder, schizophrenia
“So and | was bipolar at the time. | was harassed and beat up because of
being bipolar you know constantly being put down and put down and
everything so it was had to get any um adequate help that | needed.”

Participant 11, bipolar disorder
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

e  “Yeah, cause when me and my husband were just about to break up, he
threw me out of the house. He didn’t understand what was going on with
me. He just throws me out of the house. | had a night gown on it was in
the middle of the night...I landed in a mud puddle and um I'll never forget
that. And um but he he was sorry he did that. He didn’t realize it was a
mud puddle right there and he knew | had on a night gown but and that
mud don’t come out too easy cause it...and um yeah we made up since

then but you know there for a while.” Participant 14, bipolar disorder

Employment / education disruption

e “luhIdid a couple times | decided to strike out on my own. | had a good
job. 1 was working for [previous employer] uh and | | cut off my check my
uh disability check and I tried the trial work period that they give you. Nine
months um and you uh they you can make as much as you want...for nine
months and then uh you need to you have to either continue working or
quit and get your check back started. But | decided to keep working and |
worked for thirty-two months and | got sick ill mentally ill...and then they uh

started my check back up." Participant 2, bipolar disorder

68




Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct Data Themes lllustrative Quotes

e ‘I had children to raise you know and | was working at the time also, so.
[former occupation] like we discussed yesterday when you found out that |
used to be a [occupation].” Participant 6, schizophrenia

o “Okay. Um it’s kinda the stigma it’s like yeah. They think something’s
wrong with you and you can’t do the job properly. You think your doctor’s
appointments are gonna interfere with your job. And then you have to
accept it as a person. Would he be interested in me...if | have a mental
illness. It’'s embarrassing.” Participant 12, bipolar disorder

o ‘I was working, doing my [education], | had a car, | had a job, | had an
apartment, | had been married before for a short while.” Participant 13,

bipolar disorder, schizoaffective disorder

Perceived benefits Improved sense of well-being e They take care of us over here. They get us help, they talk to us. We
have a problem they’re always on it. The staff here are good to people.
I've never had no trouble with them.” Participant 1, bipolar disorder,

schizoaffective disorder, schizophrenia
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

“I'm getting treatment for that as well as you know trying to um make
myself a whole person.” Participant 9, bipolar disorder

“SITE 1 saved my life. Um | was aware of SITE 1 before. | was in the
hospital for 42 days at [hospital name] and uh they found me a place with
SITE 1in 07 and I've been with SITE 1 ever since and they literally have
saved my life.” Participant 11, bipolar disorder

“I don’t know what | would do without SITE 1. SITE 1 is very good”

Participant 16, schizoaffective disorder

Increased socialization

“They take care of us over here. They get us help, they talk to us. We
have a problem they’re always on it. The staff here are good to people.
I've never had no trouble with them.” Participant 1, bipolar disorder,
schizoaffective disorder, schizophrenia

“Um, well you get to make friends here. And a lot of them are sweet and
nice and considerate. Some of them are butt holes [laughs] but you know
which ones those are you just avoid them. [laughs]” Participant 14,

bipolar disorder
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

“I | gets get to uh meet people...and | get to socialize.” Participant 18,

schizophrenia

“I get to talk with the teacher, make friends at SITE 1. Getto go on
outings. | am part of the FACT team. The FACT team is really good to me.
SITE 1 has group and classes. There are no downsides to coming to SITE

1.” Participant 16, schizoaffective disorder

Participants’ trust in mental health

staff

“They take care of us over here. They get us help, they talk to us. We
have a problem they’re always on it. The staff here are good to people.
I've never had no trouble with them.” Participant 1, bipolar disorder,
schizoaffective disorder, schizophrenia

“And she keeps saying to me, “[Participant 9] don’t let no one steal your
joy. Not even you”. And once in a great while I'll go into her office all
flustered you know upset or whatever and she’ll say, “Okay, come on
we're taking a walk”. So we take a walk around the parking lot or we go go
to [street name] and cut back and um you know uh behind the store, not

behind the store, in front of the stores but um um she she knows me better
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

than | know myself...And I told her | said [Recovery Specialist name] there
is one thing I will never do to you. She says what’s that? | says lie to you.
Cause how are you gonna help me if | don't tell you the truth? And she
said you know that makes sense. It really does, Participant 9, bipolar
disorder

“Yes, uh pretty much he shares uh the same thing as far as my treatment
uh and maybe how I'm dealing with things. Uh certain you know things
like how do he ask me how do | feel about driving out here. Did | drive by
myself because | had told him that and he was saying pretty much do, he
ask did | want to find a doctor on that side. | said coming to you it seems
like | feel that | can be comfortable with you from the way that you are
acting or ask or your mannerism seems like | can work with you and right
now | dont feel a need of changing and | said that the distance it is far but
you know and if | get a special time when the traffic isn’t so heavy, | would
drive myself, otherwise if your appointment kind of like changes for me I'll
have to have to have one of them to drive.” Participant 19, bipolar

disorder
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

Perceived barriers

Poor advertisement

“To make the community more aware of SITE 1...You know cause a lot of
people before | came into this program I didn’t know what SITE 1 had to
offer. | ain’t know what kind of program it was til | got here. You know and
uh I think that the community need to know more about SITE 1 because
there’s a lot of mental illness out there and people don’t realize what they
have or what you know their diagnosis is.” Participant 10, bipolar

disorder, schizophrenia

“People need to know that there’s help out there...You know. | mean
cause if we don’t know then how can we get the help? You know. Either
you have to have someone that’s a very strong support and says let’s go
try this or you’re out there on your own just floundering around not knowing
what where to go, what to do and how to get help...And it’s very

frustrating.” Participant 11, bipolar disorder

Poor mental health literacy

contributes to stigma

“l just have a mental illness. I'm not crazy. | just have problems. And so
I’'m not crazy. But other people when rate you crazy. When you have a
mental illness ain’t nobody crazy you just have a few problems. That’s all.”

Participant 8, bipolar disorder, schizophrenia
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

“They, they um they don’t know what they know is what the TV tells them.
And like they think all people with mental illness now have um [background
noise from air conditioning unit] are gonna go out and get guns and shoot
everybody you know the perception out there is really bad right now. 11
think that you know they just don’t know enough to understand what we go
through. You know we’re not all criminals and and we’re being made out
to be that way. So | | think the majority of the people out there think that
you know if you have mental iliness you're really sick you should be locked
away.” Participant 11, bipolar disorder

“They need to be educated about us. There needs to be go on TV and
um there needs to be somebody. You know what I'm saying. Somebody
needs to say something about about us...that we’re not that crazy...On
mental illness. Everybody needs that. It's not just the policeman or you
know the cafeteria woman or whatever. It’'s everybody needs to be
educated on it, | think. Because it’s a lot of people that don’t know

anything about it. And there should be a lot more on TV about it or in the
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

radio or somewhere where they can be, you know. [ think.” Participant
14, bipolar disorder

P: “I think they need to uh instead of making fun of everybody quit putting it
on the news and um be much more gentler.”

I:  How can how do you think that can be changed?

P: “I'don’t know. Someone has to go to the news stations and tell them
to cut their crap.”

I:  So you think by positive media

P: “Yes, yes. Like if someone’s a Killer, label them as a killer. Don’t say
oh that it’s not they don’t do that they go this person has a mental illness. |
mean that’s against the HIPAA law anyway. And then they go on and on
the news making fun of person but the person’s a psychopath, he’s a
psychopath. | mean as mental illness should be separated from saying he
did this and he did that. | mean he’s a fruit cake. | wouldn’t say he’s
mentally ill, I'd just say you know, he’s he’s a fruitcake. | mean, there’s a
difference in mental illness and someone doing top criminal activity. That’s

what | feel.” Participant 12, bipolar disorder
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

Lack of information / knowledge

about where to go for services

“To make the community more aware of SITE 1...You know cause a lot of
people before | came into this program | didn’t know what SITE 1 had to
offer. | ain’t know what kind of program it was til | got here. You know and
uh I think that the community need to know more about SITE 1 because
there’s a lot of mental illness out there and people don’t realize what they
have or what you know their diagnosis is.” Participant 10, bipolar
disorder, schizophrenia

“People need to know that there’s help out there...You know. | mean
cause if we don’t know then how can we get the help? You know. Either
you have to have someone that’s a very strong support and says let’s go
try this or you're out there on your own just floundering around not knowing
what where to go, what to do and how to get help...And it’s very

frustrating.” Participant 11, bipolar disorder

Cues to Action

Health care provider recommend

“I took 50 pills of morphine number tens and they sent me to [state in-
patient MH]. | stayed there for about six months and SITE 3 came in and

talked to me and told me they could give me professional help if | wanted
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

it. And I, | did. Because nobody really wants to die. You just get that way
sometimes.” Participant 3, bipolar disorder

“Well the doctor and and and yeah they suggested that” Participant 7,
bipolar disorder, schizoaffective disorder

“Well, I was in the hospital. | was suicidal and | had checked myself in.
And this dude from he said he was from SITE 1 wanted to be my case
manager and | said no | don’t want to be case managed. | wanna go
home. But at the time | had no home to go to. So they kept me in the
hospital and um when the doctor and everybody signed the release for me
to be able to leave the hospital, um they did the release and and uh | was
at first in [name and location of another MH provider]. Participant 9,

bipolar disorder

Self-efficacy

Understanding diagnosis, related

symptoms and embracing treatment

“And it tells and it teaches about your illness. What your like I'm | am
bipolar schizophrenic and um | notice my | know my ups and downs, |
know my changes that I go through that | didn’t never recognize it when |

was out there getting high.” Participant 10, bipolar/schizophrenia

77




Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

“Pretty good. Pretty good. They are trying to one of the things the class
five days a week uh and | am here five days a week...Uhhh tells me more
about the ilinesses than anything else. The therapist works on recovery in
coping skills strengthening your coping skills but also monitoring your
attitude about you illness do you accept it immediate accept it, do you just
manage with it? Are you waiting for the day when you can just be done
with the pills, you know all those ideas...So | manage to get the full

support, the full support.” Participant 13, bipolar, schizoaffective disorder

Expressed ability to cope with

shame and stigma of mental illness

“Yes, | was ashamed that people would find out oh say “Oh she crazy”.
You know | was ashamed to have people find that | was mentally ill
because people would make fun of me. Now [ don't care if people say that
| she you know | don’t care if people know that | have a mental illness.”
Participant 8, bipolar disorder/schizophrenia
“Well it is not as a stigma as before. And it’s, it’s like it’s another disease.
Uh like diabetes, a heart condition, uh epilepsy whatever. It’s just another
disease and for me personally, chemical imbalance in my brain no big

deal.” Participant 9, bipolar disorder
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Table 3. Health Belief Model Constructs - Data Themes and lllustrative Quotes

HBM Construct

Data Themes

lllustrative Quotes

Desire for sense of purpose / Pride

in personal appearance

“l gotta get a haircut you know. You know so so | could at least look
respectable.” Participant 4, schizophrenia

“Just give us a chance to go out and prove ourselves to the world that we
can work and that we can you know, take care of ourselves and things like
that because. Just because you get on medication don’t mean you know
that you should go down to the lowest. You know.” Participant 6,
schizophrenia

“I want to volunteer at my primary doctor’s office...during the week and he
said it was okay.” “l am a medical assistant but I've forgotten everything
that I've learned and I’'m gonna do some filing, some talking on the
phones, maybe I'll get to learn the computer, setup appointments for the
patients. Now I did tell the doctor that | would be very detrimental to his

patients and why...and he appreciated that.” Participant 9, schizophrenia
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Emergent Theme: Risk of Homelessness

Participant interviews revealed an emergent theme that impacted the likelihood
of both older Black and White adults who reside in the community and live with SMI to
seek and engage in outpatient mental health treatment which was the risk of
homelessness. Housing security was mentioned by almost all participants (i.e., by both
Blacks and Whites) and was at the forefront of their decision to seek and remain in
treatment, or return if they had prematurely terminated treatment in the past. Housing
assistance ranged from independent living, which included HUD-housing, vouchers
provided by mental health providers to subsidize rent and utility expenses in the
community, and single-unit apartments owned by mental health providers, shared
apartments owned by mental health providers, and group homes.

Participants who were threatened with homelessness, or who were homeless
prior to their engagement with the current mental health services, included individuals
who had been hospitalized, served time in jail or prison and had nowhere to go after
being released, a former graduate-degreed professional who indicated she walked from
another state while experiencing a mental health crisis, someone who had been evicted
after experiencing a mental health crisis, former state mental hospital patients who
attempted to live on their own after they were released back into the community, and
individuals who could not afford to pay for a place to stay and who were not welcomed
by their families. A resounding sense of gratitude for the provision of housing was
expressed by many participants as they attributed their decision to seek and engage in
mental health treatment to a need for a secure place to live. lllustrative participant

guotes are listed in Table 4.
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Table 4. Emergent Theme: Risk or Homelessness and lllustrative Quotes

Data Theme

lllustrative Quotes

Risk of homelessness

“l have home | have a place to stay here while I'm in this services. They give me a place to stay.”
Participant 1, bipolar disorder/schizoaffective disorder/ schizophrenia

“Because | had been here in the past and | came back here because | couldn’t find nowhere else to go.”
Participant 7, bipolar disorder/schizoaffective disorder

“They help you find a house. Housing.” Participant 10, bipolar disorder, schizophrenia

“They gave me uh a secure place to live. A safe and secure place to live. Um they took me right in off the
hospital not knowing anything about me.” Participant 11, bipolar disorder

“l when is it. I'm tryna think. | was committed by my landlord at [hospital name] and then | was gonna be
homeless cause my landlord didn’t want me to move back in with him. And so | uh went through [hospital
name] suggested SITE 1.” Participant 12, bipolar disorder

“SITE 1 has helped me all these years. It could be me on the street.” Participant 16, schizoaffective
disorder

“Uh I was in prison. | got out of prison. | didn’t have nowhere to go and | was having a little bit of illusions

so | contacted SITE 1” Participant 17, schizophrenia
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Participants’ Recommendations for Additional Mental Health Services

All participants were asked about additional services they would like to see

offered to older adults living with serious mental illness. Their responses included:

more counseling staff, medical and dental services exclusively for people living with

mental illness, more independent housing, mental health outreach and education, more

Black mental health staff, stigma reduction, transportation, food stamps and food banks,

in-home mental health services, job skills training, transition preparation, and peer-to-

peer support programs. Participants shared recommendations as follows:

‘A food bank there because when you are broke and you’re you’re uh don’t
have no transportation you’re borderline homeless, it’s terrifying. Always make
sure they have housing or you're always end up homeless | don’t know why.
We get you spend everything in a bipolar mania you spend you’re out of
conscious awareness. So you end up being flat broke. But then when once
you’re flat broke you gotta think “Oh my gosh something’s wrong with me. |
need to get transportation to go get that place.” Then you’re usually out of food
so a food bank would be wonderful.” [Participant 12, bipolar disorder]

“Well I would like to see like there are people who can’t get out, you know even
if they had transportation they can’t get out. It would be good if they had more
staff that could go to you know more staff that could go to the people and say
‘hey” you know and not spend ten minutes and say “you know what’s going on
da da da da”. You need time...So they need more staff to allow them to have

more time with the people they have.” [Participant 11, bipolar disorder]
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e “Yes, | think a person they should be more aware of that that that’s a hurting
feeling when the person go around calling you retarded and crazy and. How
would a person feel if they was called retarded and off and all | mean. That
we're just like everybody else only we have something else wrong with us.”
[Participant 8, bipolar disorder, schizophrenia]

Research Question 2: What are the perspectives of community-residing older
Black and White adults living with SMI on the issues of accessibility, affordability,
appropriateness, and availability of outpatient mental health services?
Participant perspectives on the issues are presented in this section.
Accessibility and Availability of Services

During interviews, participants at Sites 1 and 3 indicated that mental health
services were provided on-site at some of the site-owned residential properties. They
advised that some services were also provided at day treatment centers, community
support center, and other locations. Some participants at Sites 1 and 3 shared that, if
needed, they were provided with transportation to access mental health services.
Others indicated they utilized public transportation, had their own vehicles, or were
provided with transportation assistance from family or friends. A participant from Site 1
said, “Every morning...they come the big white vans out there...they go round to the
housing houses and pickup people and bring ‘em here. They get breakfast, they get
lunch.” [Participant 11, bipolar disorder] A participant from Site 3 shared, “Well they
give us transportation [staff name] he is the driver here and we gotten if we got rides to
SITE 3, he’ll come and pick us up.” [Participant 1, bipolar disorder, schizoaffective

disorder, schizophrenia]
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Case managers at Sites 1 and 3 also provided transportation and accompanied
participants to other appointments related to their overall care and well-being. One
participant provided insight into her experience with receiving assistance from a case
manager,

“l make all of my own doctors appointments. | get my own shopping done. At the
apartments in the office and certain SITE 1 apartments have this if not all of them.

They have somebody in the office who runs interference for you...on things like

transportation. My Recovery Specialist is what they’re called and he provides

transportation to doctors appointments, to the pharmacy and things like that. Um
| do my own food shopping and any of the shopping that comes up. Um | make
my own appointments for doctors, administrative. Things like going to Social

Security he would take me there but | would manage the appointment, you know.

| can talk for myself and tell them | need to process my direct deposit from my

Social Security to my checking account and | handle that on my own.” [Participant

13, bipolar disorder, schizoaffective disorder]

There was only one participant at Site 2 and she appeared to be relatively
independent. She owned her own vehicle, scheduled her own appointments, and with
the assistance of her husband and children was able to manager her own affairs. The
participant said that she went wherever she was told to go for mental health treatment,
regardless of the distance, and did not believe in changing providers unless it was
necessary.

Participants were asked if they knew about any other places in the community

where they could receive mental health treatment and if so, would they change the
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locations or times the services were offered. Participants who were knowledgeable
about other mental health services in the community indicated that they would not
change the locations or times that services were offered. One participant responded,
“Well [provider site] is pretty easy to get to it’s right down on [street name] and there’s a
bus that runs up and down it all day long...So as far as getting to there fairly easy riding
the bus or the trolley.” [Participant 11, bipolar disorder]
Affordability of Services

During interviews with participants, | asked, “Do you feel that treatment for your
mental health condition is affordable?” A majority of the participants said that
affordability of mental health treatment was not an issue for them. | learned that most of
the participants received disability, including health care, related to their psychiatric
diagnosis. A participant at Site 1 mentioned that she had not been approved for
disability and was currently without health care coverage. She further advised that
someone at Site 1 was assisting her with applying for disability benefits, but in the
meantime, Site 1 was providing the services for free.

“The blessing is the meds. And the doctor’s visit. And then of course, outpatient

therapy...And they don’t charge you until you settle with soc- SSI | guess or

something like that. So you don’t have to worry about the burden of um

finances...You know they provide all that. And if you don’t have that, they still

provide...They just provide everything.” [Participant 12, bipolar disorder]

Two participants, one Black and one White, mentioned affordability issues and it
was related to co-payments for services. The Black participant [Participant 19, bipolar

disorder] said she had to cut her visits to a psychologist for counseling because her
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insurance changed and the cost doubled from $40 to $80. She stated she changed the
frequency of her visits from every three months, to every six months and did not feel the
visits to the psychologist were essential. When asked if cost was not an issue and she
could go for free, she immediately responded that she would have continued to go
every three months. The White participant mentioned that his co-payments for
prescriptions ranged from $60-$80 per month. He indicated that he receives minimal
food stamps; therefore, he has to use his personal funds to supplement his food. The
high medical co-pays limit the amount of money he has to take care of his personal
needs like a haircut. [Participant 4, schizophrenia]

Appropriateness of Services

To address appropriateness of mental health services, participants were asked
guestions related to how they felt about the treatment and services they currently
receive, if they felt the services aligned with their personal beliefs and values, and if
they felt their personal beliefs were respected. Most participants indicated they were
satisfied with their current services received and felt the services positively aligned with
their personal beliefs and values, and that their personal beliefs and values were
respected by the mental health providers.

Other sentiments expressed by participants related to the appropriateness of
their current mental health treatment and services include: “Cause they do everything
they say they would; they follow through; they are very loyal.” [Participant 12, bipolar
disorder]; “Because all the things that | need they provide; Housing, uh what | need a
doctor or something like that; uh he make sure I'm doing good.” [Participant 2, bipolar

disorder]; and “I don'’t think that he has infringed upon that issue or any other thing. If
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it’s not dealing with his his area or his lane then he he stayed in his lane...He stayed in
his lane.” [Participant 19, bipolar disorder].

However, one Black and one White participant indicated they had conflicts with
staff at provider sites and did not feel their personal beliefs were respected. The White
participant, [Participant 5, bipolar disorder, schizophrenia] indicated that she did not
see a point in discussing her personal conflict with staff because they were not
receptive and shut people down if they had too much of an opinion. She stated it was
about what the staff thought and said, but felt the harassment was not enough that she
could afford to leave. The Black participant [Participant 17, schizophrenia] stated that
he felt “50-50” about whether his personal beliefs were respected. He attributed his
response to personal conflicts that he had with staff at his residential site and classroom
teachers at the day treatment center. He indicated that staff at the residential site
“argue at clients for nothing”, ask them the same questions repeatedly, and stated, “they
treat you sorta rough now like they mad cause they don’t make enough money.” His
comment about staff at the day treatment was, “Mostly teachers most of staff treat you
good. A few of them sorta prejudice and stuff...I had to get out of the class of one of
them and go to another class cause he was messing with me and so. But other than

that it’s pretty good.” [Participant 17, schizophrenia]
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Research Question 3: Are the perspectives of community-residing Blacks and
Whites, who live with SMI, different on the issues of accessibility, affordability,
appropriateness, and availability of outpatient mental health services?
Accessibility and Availability of Services

There were no differences noted in the perspectives of community-residing older
Blacks and Whites living with SMI on current or previous issues of accessibility and
availability of outpatient mental health services. When asked whether they ever
experienced challenges accessing mental health services, a Black participant stated,
“Only when | had my first episode of mental health issues. Since being diagnosed |
have always been able to receive mental health services.” [Participant 16,
schizoaffective disorder]. A white participant said, “Always been able to access it in one
way | just choose to do it.” [Participant 13, bipolar disorder, schizoaffective disorder]
Affordability of Services

There were no differences in the overall sentiment of the Black and White
participants on issues of affordability of outpatient mental health services. Two Black
participants stated, “Well it’s affordable with the insurance what you get...Magellan
that’s who my insurance is with so...l can use that. You know to uh you know pay for
my mental health treatment.” [Participant 6, schizophrenia], and “/ don’t know because
it is paid through my Social Security or Medicaid. | don’t have to worry about it.”
[Participant 16, schizoaffective disorder]. Two White participants said, “I’'m not paying
anything for it.” [Participant 5, bipolar disorder, schizophrenia], and “well medical care
is already taken care of so | don’t have to worry about doctor office visits, hospitals,

prescriptions or none of that.” [Participant 9, bipolar disorder].
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Appropriateness of Services
Black and White participants appeared to have similar positive feelings about

their current mental health services. A Black participant said, “/ think SITE 1 is a very

good program. It helps you out, it helps you get to know yourself, get to know, you get
to work on your um mental illness.” [Participant 10, bipolar disorder, schizophrenia]

Similarly, a White participant stated, “Yes...Every way. Made me look out for myself

and others.” [Participant 3, bipolar disorder] Another said, “A | like the, | like what

SITE 1’s got set up here. | just love it because | don’t have this back home. You know,

| don’t have a big nice cafeteria and you know lots of buses and [laugh]. We don’t have

all that.” [Participant 14, bipolar disorder]

Perspectives of Older Blacks on Need for Specifically Tailored Services
To gain insight into whether Black participants perceived a need for mental

health services specifically tailored to older Blacks, they were asked, “What types of

services would you offer specifically for older Blacks living with mental illness?” There

was a common expression that mental health services should be the same for Blacks
and Whites. One participant said, “They treat everybody right and with respect. | think
that Blacks and Whites need the same.” [Participant 16, schizoaffective disorder]

This sentiment was echoed by another participant [Participant 19, bipolar disorder],
“Um basically to me there’s no difference as to treating a Black or White. The
same issue that you will find in, a Black issue are the same thing that are going
along in a White issue...l can’t see that you would be treating Blacks because
they’re Black for whatever Black have...which | don’t recognize from a White...It’s

not a White or a Black issue. It’'s something that happens to people.”
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CHAPTER SIX: DISCUSSION

Despite the availability of community-based mental health programs, older adults
who live SMI in the U.S. are less likely than younger adults to use outpatient mental
health treatment and services. The first aim of the current study was to explore how
community-residing Black and White older adults, who live with SMI, seek and engage
in outpatient mental health treatment. Themes were identified related to factors
associated with outpatient mental health treatment engagement, based on the six HBM
constructs. Risk of homelessness emerged from the data as the greatest factor that
influenced the decisions of Black and White older adults to seek and engage in
outpatient mental health services. The second aim of the study was to examine their
perspectives on the issues of accessibility, affordability, appropriateness, and
availability of outpatient mental health services. Participants reported minimal to no
issues. Overall, participants had positive feedback related to their current mental health
services. The third aim of the study was to determine whether the perspectives of
Blacks and Whites were different on the issues of accessibility, affordability,
appropriateness, and availability of outpatient mental health services. No differences
were found. In addition, none of the Blacks indicated a need for services specifically
tailored to older Blacks who live with SMI.

An individual's acceptance or denial of a psychiatric diagnosis impacts his or her
views about the need for treatment. All participants in the current study acknowledged

having a mental disorder, had been actively engaged in treatment for at least three
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months, and were aware of the consequences of underutilization of mental health
treatment. They understood the importance of maintaining treatment compliance for the
most favorable outcomes. Nonadherence to psychotropic medications is high among
people with SMI and is associated with negative consequences (Gilmer et al., 2004;
Lanouette, Folsom, Sciolla, & Jeste, 2009). Reinforcing the importance of taking
prescribed medications and showing empathy and understanding to older adults living
with SMI is important. Peer support (Solomon, 2004), and interventions that promote
treatment engagement and retention are needed for community-residing older adults
living with SMI.

The desire for socialization was not a surprising finding, particularly with past
research indicating that people with SMI experience social isolation (Akamigbo &
Wolinsky, 2007). Some patrticipants did not have a support network and their
communication and socialization was limited to staff and other clients at the mental
health center, making relationships important. A few participants mentioned they did
not like for providers to criticize them, and did not like how their providers talked to them
sometimes. Providers should keep in mind that participants’ trust factor into their
decisions to continue treatment. Lack of trust and difficulty in relationships with
providers has been found as a reason for disengagement from mental health services
(Frank et al., 2016).

Because stigma is a known barrier for treatment (Corrigan, 2004; Risch et al.,
2005), the participants’ discussion about the public’s negative portrayal of people with
SMI and negative media messaging was not surprising. Mental health outreach and

community education are tools that can help eradicate mental-iliness related stigma.

91



Opportunities exist for media outlets and community organizations to leverage their
resources to help spread awareness about mental health in the community.

Participants in the current study cited lack of knowledge about where to go for
services as a reason they either delayed treatment or did not receive treatment in the
past. In previous studies, researchers found that many older adults do not know about,
or have limited knowledge of, available mental health services (Morrell et al., 2008; U.S.
Department of Health and Human Services, 2001b; Yang & Jackson, 1998), and most
of them have challenges identifying and navigating appropriate services in the complex
mental health care system (Knight & Sayegh, 2011). The finding in the current study
also aligns with data from the National Survey on Drug and Health, 2016, which
indicates that over 1.3 million adults with SMI (18+ years old) reported an unmet need
for mental health services. Approximately 386,000 individuals reported “Did not know
where to go for services” as the reason for their unmet mental health need. As
indicated above, oftentimes, individuals who are in need of mental health services
simply do not know where to turn, an issue that must be addressed.

Many people are motivated to engage in mental health services only after
experiencing a crisis. It is important, therefore, to educate community-residing older
adults living with SMI about changes in their thinking, feeling, or behaviors that may be
warning signs of an impending mental illness-related crisis. Most participants in the
current study were referred to outpatient mental health services by a health care
provider; some after hospitalization for suicide attempt or Baker Act. Teaching older

adults about the prodromal signs of their mental disorder and associated symptoms,
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may prompt them to engage in outpatient treatment prior to experiencing a psychotic
episode or other crisis that leads to hospitalization or Baker Act.

Recovery in SMI is not the same for every individual. For some individuals, it
means that their symptoms are diminished or are in complete remission, while for
others, in spite of their disability, they are capable of living productive, fulfilling lives
(Davidson, O'Connell, Tondora, Lawless, & Evans, 2005; Glynn, Cohen, Dixon, & Niv,
2006; President's New Freedom Commission on Mental Health, 2003). Hope is
fundamental to recovery in SMI (President's New Freedom Commission on Mental
Health, 2003). In its 2003 final report, titled “Achieving the Promise: Transforming
Mental Health Care in America”, the President's New Freedom Commission on Mental
Health (2003) recommended a transformation of the mental health service delivery
system to include consumer and family-centered mental health treatment and services
that incorporates consumer choices about treatment options and providers, and mental
health care that goes beyond symptom management and incorporates resilience
building, teaching coping strategies, and facilitating recovery.

Most participants in the current study attend a day treatment program where they
learn about their mental disorder, symptoms, and coping skills. Some of them also
participate in individual and group counseling. Participants shared that they were more
aware of how to recognize mental iliness-related symptoms, and better able to cope
with mental illness-related stigma. Some participants at Site 1 mentioned they had a
Recovery Specialist who assisted them with various needs. One participant stated, “And
she (Recovery Specialist) keeps saying to me, “[Participant 9] don’t let no one steal your

Jjoy. Not even you”. And once in a great while I'll go into her office all flustered you
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know upset or whatever and she’ll say, “Okay, come on we’re taking a walk”.
[Participant 9, bipolar disorder] A different participant, [Participant 13, bipolar
disorder, schizoaffective disorder], mentioned that her Recovery Specialist provided
assistance, “My Recovery Specialist is what they’re called and he provides
transportation to doctors appointments, to the pharmacy and things like that.” and the
therapist teaches coping skills, “The therapist works on recovery in coping skills
strengthening your coping skills but also monitoring your attitude about your illness do
you accept it immediate accept it, do you just manage with it?” The positive outlook of
participants in the current study related to appropriateness of outpatient mental health
services may be related to recovery-oriented mental health services offered at these
sites.

Successful mental health treatment engagement and retention requires high self-
efficacy. Mental health providers can encourage self-efficacy in several different ways.
They can provide positive feedback to participants when they share examples of
demonstrating appropriate behavior. Some participants expressed a desire to work and
volunteer. One expressed that people with SMI should be given a chance to prove
themselves, another expressed fear of having to disclose to employer and take days off,
and others had to discontinue work as a consequence of their mental illness. Wanting
to work is a common desire among people with mental illness (Donovan, Regehr, &
George, 2013; Palinkas et al., 2015). Providers can also help participants identify
volunteer and employment opportunities, as appropriate. Supported employment
programs designed to integrate people with SMI into the workplace are available

(Khalema & Shankar, 2014) and may promote recovery (Whitfield & Baker, 2014).
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Providers can also encourage self-efficacy by including participants in treatment
planning and program development. Using a person-centered approach for mental
health treatment planning may enhance treatment engagement (Grabowski, 2004;
Tsemberis & Eisenberg, 2000).

For most participants, mental health treatment engagement was a conduit for
them to receive secure housing and it was a major factor in their decision to engage in
treatment. Housing was discussed more than the need for medications or any other
services. Previous research indicates that homelessness among people with SMI is
higher than the general public (Bhui, Shanahan, & Harding, 2006; Caton et al., 1994;
Folsom et al., 2002; Lingam & Scott, 2002). It is known that homeless people (Gordon,
Rosenheck, Zweig, & Harpaz-Rotem, 2012) and those with SMI (De Hert et al., 2011,
Larsen, Attkisson, Hargreaves, & Nguyen, 1979; Parks et al., 2006) are at increased
risk of morbidity and mortality. Engaging in mental health services to secure housing is
possibly indicative of participants prioritizing their needs for safety and security for
survival, over the needs for medication.

The fact that all participants in the current study had been engaged in outpatient
mental health services for at least three months, and all but one had either Medicaid or
some other form of health care insurance, more than likely contributed to the minimal to
non-existent issues of accessibility, affordability, appropriateness, and availability of
mental health services. Medicaid and disability insurance or SSI played a significant
role in access of services for older adults who live with SMI. Participants in the current
study were recruited from three different locations, two of which offered a

comprehensive array of mental health services. There were no transportation issues;
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two of the sites provided transportation and a few individuals owned vehicles.
Transportation was even provided to appointments that were off-site. Black and White
participants alike reported no current or previous issues related to access and
availability of treatment. This finding is contradictory to previous research on issues of
mental health care access for older adults (U.S. Department of Health and Human
Services, 2001b).

Lack of or limited financial resources has been previously cited as a barrier to
mental health services access (Snowden, 2001; Thompson-Sanders et al., 2004; U.S.
Department of Health and Human Services, 2001b). Medicaid provided mental health
and medical coverage for most participants in the current study which eliminated most
issues related to affordability of services. Only two participants (one Black, one White)
suggested that copayments for services were too high. This underscores the
importance of Medicaid for mental health care access, and addressing mental health
disparities.

A surprising finding was that none of the Black participants indicated a need for
services specifically tailored to Blacks, although previous work has highlighted the
importance and need for such programs to meet the special needs of racially and
ethnically diverse older populations (Morrell et al., 2008; U.S. Department of Health and
Human Services, 2001b). For Black participants in this study, the common need for
mental health services among all people with SMI appeared to be more important than
services specifically tailored to older Blacks. These findings may be suggestive of the
consequences of mental illness-related stigma for participants are more prevalent than

racial stigma.

96



Implications

Health belief model. Using the HBM as a theoretical framework for the current
study allowed me to gain insight into what beliefs and attitudes older Black and White
adults living with SMI had about outpatient mental health services. It provided me an
opportunity to learn about their fears and some obstacles they encountered in seeking
and engaging in outpatient mental health treatment. Further, the HBM helped me to
identify factors that elevated older Black and White adults’ confidence to go through
with mental health treatment engagement, what was it specifically about the benefits
that prompted them to decide to remain in treatment, what caused them to prematurely
leave treatment in the past, and the depth and breadth of their support networks. This
type of information will be useful for future programmatic development and interventions
focused on addressing the concerns of community-residing older adults living with SMI
related to outpatient mental health services. This information will also be helpful to
service providers so that they may become aware of concerns this group has about the
need for increased marketing of available mental health treatment and services in the
community, community education about mental iliness, and need for more individual
counseling services and housing.

Practice. There are opportunities for providers to better promote available
outpatient mental health services in the community. A need for the community to be
educated about mental iliness and available services was echoed. One strategy is for
providers to partner with local community organizations (e.g., churches, sororities,
fraternities, social clubs, law enforcement agencies) and to participate, on a regular

basis, in community events to spread awareness about mental illness and available
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services. By partnering with local organizations, providers might reach a larger
audience, since people in the community are usually aware of individuals who are in
need of mental health services, including those who are homebound and socially-
isolated. In addition, there is an opportunity for providers to interface with media outlets
to promote conscientious messaging aimed to reduce stigma associated with mental
illness. One participant mentioned that police officers often visit the mental health
treatment site to learn about how to identify people who might be experiencing a mental
health crisis and other people should also be trained. ldentifying strategies to increase
mental health treatment engagement and retention are critical to improving health
outcomes for this population.

Policy. Costs for outpatient community-based mental health treatment is
significantly less than emergency room, psychiatric in-patient, and nursing home care.
With the majority of older adults living with SMI remaining in the community (Cummings
& Kropf, 2011; Lefley, 1987), many of them rely on family members for social support
and assistance managing their ilinesses and daily living activities (Lefley, 2009). The
benefits of informal caregiving are enormous. Family support has enabled older
persons with SMI to remain in the community rather than be placed in a nursing home
(Meeks et al., 1990). Possibly linked to the care and support they receive from
caregivers, persons with schizophrenia who live with informal caregivers are less likely
to have been hospitalized during the previous year compared to those without informal
caregivers (Tucker, Barker, & Gregoire, 1998). Not only are these results indicative of
better health outcomes for the care recipients, but reduced hospitalizations and delayed

and/or averted nursing home placement translate to significant public savings.
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Caregivers need support, including training, respite, interventions to manage stress, and
financial compensation to help them manage daily challenges of caring for older adults
with SMI, who may also have a chronic physical illness. Funding for caregiver support
also requires endorsement of policymakers.

Among other things, individuals with SMI are at increased risk of homelessness
and substance abuse. Some participants mentioned they had a history of drug use,
which is common among people with mental iliness. Individuals who have mental
illness are less likely to adhere to treatment regimens, specifically psychiatric
medications, when they use illicit drugs (Lingam & Scott, 2002; Novick et al., 2010).
Increased funding for public housing and programs that address co-occurring substance
abuse and mental illness also require support and endorsement of policymakers.

For the past few decades, researchers have called attention to critical shortages
of geropsychologists and geriatric mental health professionals (Corrigan, Swantek,
Watson, & Kleinlein, 2003; Karlin & Duffy, 2004; Knight & Sayegh, 2011; President's
New Freedom Commission on Mental Health, 2003; U.S. Department of Health and
Human Services, 2001a; Yang & Jackson, 1998) who are needed to address the unmet
needs of the expanding population of older adults with mental health issues. As the
aging population is becoming more diverse, more clinically-trained racial and ethnic
minority mental health professionals are needed to meet their needs. A participant in
the current study said, “‘they need more Black staff” [Participant 17, schizophrenia],
which is consistent with the findings of a previous study that investigated access
challenges for diverse older adults (Solway, Estes, Goldberg, & Berry, 2010). The

scarcity of clinically-trained Black mental health professionals makes it highly unlikely
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that Blacks will find a provider of the same race (U.S. Department of Health and Human
Services, 2001a). In a report to the National Institute of Health (NIH), the National
Research Council (NRC) recommended that NIH should increase efforts to identify and
support underrepresented minorities for careers in basic biomedical and clinical
research (Novick et al., 2010) in an effort to address diversity in mental health research
careers. Funding to increase the number of mental health professional, specifically
those clinically-trained to treat older adults will also require support and endorsement of
local, state and national policymakers.
Limitations

There were several limitations to the current study. A qualitative approach was used
which limited generalizability of the study’s findings. Generalizability of the findings
were also reduced due to the use of purposive sampling. In contrast, using quantitative
methodology would have allowed me to collect data from a larger number of people in a
shorter period of time, using random sampling which increases the likelihood of the
findings being generalizable. However, random sampling is time-consuming, and if the
sample is too small, it can inhibit the generalizability of the findings which uses larger
sample sizes and random sampling which increases the likelihood of the findings being
generalizable (Carr, 1994). The sample size was small; however, the use of in-depth
interviews allowed me to gather rich data about the participants’ experiences with
outpatient mental health services engagement from a traditionally hard to reach
population (e.qg., elderly, Blacks, SMI) with longstanding recruitment challenges for

research.
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As a dissertation project, there were constraints with time and resources which
impacted recruitment. Another limitation was that because the participants were all
actively engaged in mental health services, and the majority had minimal to no out-of-
pocket costs, their expressed perceptions on issues of accessibility, affordability, and
availability of treatment were possibly biased by their circumstances at the time of the
interview. Data were self-reported and | was unable to verify whether the participants’
depiction of their experiences was representative of what actually occurred. My
interaction with the participants in the current study was limited; | only conducted one
interview with them and did not track them over time. Thus, | was unable to determine
what, if any, changes they would experience with outpatient mental health service
engagement, and how changes in their personal situations might impact their
perceptions on issues of accessibility, affordability, appropriateness, and availability of
services.

Contributions

The current study makes a significant contribution to the literature. In assessing
the importance of this research, one specific participant quote stood out that illustrates
the impact of SMI on the lives of individuals, the desire to be understood and accepted;
and the need for resources to assist them with the best health outcomes and quality of
life, “Um I think it’s a really cool idea what you’re doing...I think any getting any
information out there about mental health is definitely a positive thing because people
do need to know. You know that we’re not all crazy and we’re not trying to kill people
and we just want to live our lives you know to the best of our abilities. When we need a

little help we reach out.” [Participant 11], bipolar disorder
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The focus of the current study was to identify issues that impact a very narrow
population, community-residing older Black and White adults living with SMI, who face
many challenges and are at increased risk of poor health outcomes. Specifically, the
subpopulation of older Blacks living with SMI has been understudied, recruitment and
retention for this population has been challenging (Areén et al., 2003; Whitfield & Baker,
2014), and there is a lack of information concerning how to best treat mental illness in
this population (U.S. Department of Health and Human Services, 2001b). | was able to
capture the perspectives of this group about their experiences with outpatient mental
health services and gather data about their recommendations for treatment. These
insights could assist in programmatic development and interventions that facilitate the
uptake of outpatient treatment engagement among community-residing older adults
living with SMI.

Another significant contribution that the current study adds to the literature is that,
Black participants had similar responses to White participants on issues related
accessibility, affordability, appropriateness, and availability of outpatient mental health
services, and when specifically asked, none of the Blacks expressed a need for
culturally-tailored mental health services. A possibility exists that the provider sites
provided culturally competent mental health care and the programs were developed to
meet the unique needs of clients from different racial and ethnic backgrounds. Previous
research has indicated that training providers and organizations how to effectively
communicate with individuals from different racial and ethnic backgrounds, including
social and cultural history and beliefs, may eliminate disparities and improve quality of

care for racial and ethnic minorities (Nelson, 2002). The findings may also suggest that
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cultural-tailoring for diverse populations (President's New Freedom Commission on
Mental Health, 2003), should consider that certain personal characteristics such as
having a SMI, being relatively impoverished, or bearing the stigma of mental illness may
overshadow other personal characteristics such as race and ethnicity as factors to be
considered in culturally competent treatment planning.
Future Directions

Future research should focus on examining the perspectives of mental health
providers (e.g., clinicians, case managers) on issues of service delivery (counseling,
housing, program marketing and outreach, client interaction). Information gleaned from
mental health providers could assist with development of programs and interventions to
increase outpatient mental health treatment engagement for community residing older
adults living with SMI. In addition, research that examines perspectives of older
caregivers on issues of accessibility, affordability, appropriateness and availability of
outpatient mental health services for family members is needed. There may be
challenges in the recruitment of older caregivers; however, their insights may yield
dividends in explaining barriers to outpatient mental health treatment for their family
members. In addition, information garnered from older family caregivers may be helpful
in developing appropriate interventions that teach them coping strategies and provide
supports to help them with caregiving challenges.
Conclusion

Throughout this dissertation, | identified and discussed how SMI impacts
community-residing older adults, challenges they face, with attention to older Blacks,

support needs, factors that influence their engagement in outpatient mental health
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services, and issues on accessibility, affordability, appropriateness, and availability of
mental health services. Addressing the needs of this vulnerable population may help
improve mental and physical health, socialization, quality of life, and reduce disparities

in mental health care.
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410895 html.
Orther Terms and Conditions:
STANDARD TERMS AND CONDITIONS
1. Deescription of Service; Defined Terms. This Republication License enables the User to
obtain licenses for republication of one or more copyrighted works as described in detail on
the relevant Order Confirmation (the “Work{s)™). Copyright Clearance Center, Inc. (“COC™)
grants licenses through the Service on behalf of the rightsholder identified on the Order
Confirmation (the “Rightsholder™). “Republication”, as used herein, generally means the
inclusion of a Work, in whole or in part, in a new work or works, also as described on the
Order Confirmation. “User”, as used herein, means the person or entity making such
republication.

https /=100 copyright. com/Customer AdminPLF jsp?ref=5e90711 6-4d94-43f0-9af-030666... 9182017
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2. The terms set forth in the relevant Order Confirmation, and any terms set by the
Rightsholder with respect o a particular Work, govern the terms of use of Works in
connection with the Service. By using the Service, the person transaciing for a republication
license on behalf of the User represents and warrants that he/shefit (a) has been duly
authorized by the User to accept, and hereby does accept, all such terms and conditions on
behalf of User, and (b} shall inform User of all such terms and conditions, In the event such
person is a “freelancer” or other third party independent of User and CCC. suck party shail
be deemed jointly a “User™ for purposes of these terms and conditions. In any event, User
shall be deemed to have accepted and agreed to all such terms and conditions if User
republishes the Work in any fashion.

3. Scope of License; Limitations and Obligations.

3.1 All Works and all rights therein, including copyright righis, remain the sole and
exclusive property of the Rightsholder. The license created by the exchange of an Order
Confirmation (and/or any invoice) and payment by User of the full amount set forth on that
document includes only those rights expressly set forth in the Order Confirmation and in
these terms and conditions, and conveys no other rights in the Work(s) to User, All rights
not expressly granted are hereby reserved.

3.2 General Payment Terms: You may pay by credit card or through an account with us
payable at the end of the month. If vou and we agree that you may establish a standing
account with CCC, then the following terms apply: Remit Payment to: Copyright Clearance
Center, 26118 Network Place, Chicago, [L 60673-12%1. Payments Due: Invoices are payable
upon their defivery to you {or upon our notice to you that they are available to you for
downloading). Aler 30 days, cutstanding amounts will be subject to a service charge of
1-1/2% per month or, if less, the maximum rate allowed by applicable law. Unless otherwise
specifically set forth in the Order Confirmation or in a separate written agreement signed by
CCC. invoices are due and payable on “net 307 terms. While User may exercise the rights
licensed immediately upon issuance of the Order Confirmation, the license is automatically
revoked and is null and void, as if it had never been issued, if complete payment for the
license is nol received on a timely basis either from User directly or through a payment
agent, such as a credit card company.

3.3 Unless otherwise provided in the Order Confirmation, any grant of rights to User (i} is
“one-time" (including the editions and product family specified in the license), (ii) is non-
exclusive and non-transferable and (iii} is subject to any and all limitations and restrictions
{such as, but not limited 1o, limitations on duration of use or circulation) included in the
Order Confirmation or invoice and/or in these terms and conditions, Upon completion of the
licensed use, User shall either secure a new permission for further use of the Work(s) or
immediately cease any new use of the World(s) and shall render inaccessible (such as by
deleting or by removing or severing links or other locators) any further copies of the Work
iexcept for copies printed on paper in accordance with this license and still in User's stock at
the end of such period).

3.4 In the event that the material for which a republication license 1s sought includes third
party materials (such as photographs, illustrations, graphs, inserts and similar materials)
which are identified in such material as having been used by permission, User is responsible
for identifving, and seeking separate licenses (under this Service or otherwise) for, any of
such third party materials; without a separate hcense, such third party materials may not be
used.

3.5 Use of proper copyright notice for a Work is required as a condition of any license
granted under the Service. Unless otherwise provided in the Crder Confirmation, a proper
copyright notice will read substantially as follows: “Republished with permission of

htips:/is100.copyright.com/CustomerAdmin/PLF jspTref=>5e%07] 6-4494-43f0-9faf-03666... 9182017
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[Fightsholder’s name], from [Work's title, author, volume, edition number and vear of
copyright]; permission conveyed through Copyright Clearance Center, Inc. ” Such notice
must be provided in a reasonably legible font size and must be placed either immediately
adjacent to the Work as used (for example, as part of a by-line or footnote but not as a
separate electronic link) or in the place where substantially all other credits or notices for the
new work containing the republished Work are located. Failure to include the required
notice results in loss to the Rightsholder and CCC, and the User shall ke liable 1o pay
liquidated damages for each such failure equal to twice the use fee specified in the Order
Confirmation, in addition to the use fee itself and any other fees and charges specified.

3.6 User may only make alterations o the Work if and as expressly set forth in the Order
Confirmation. Mo Work may be used in any way that is defamatory, violates the righis of
third parties (including such third parties’ rights of copyright, privacy, publicity, or other
tangible or intangible property), or is otherwise illegal, sexually explicit or obscene. In
addition, User may not conjoin a Work with any other material that may result in damage to
the reputation of the Rightsholder. User agrees to inform CCC if it becomes aware of any
infringement of any rights in a Work and o cooperate with any reasonable request of CCC
or the Rightsholder in connection therewith,

4. Indemnity. User hereby indemnifics and agrees to defend the Rightsholder and CCC, and
their respective employees and directors, against all claims, liability, damages, costs and
expenses, including legal fees and expenses, arising out of any use of a Work beyond the
scope of the rights granted herein, or any use of a Wark which has been altered in any
unauthorized way by User. including claims of defamation or infringement of rights of
copyright, publicity, privacy or other tangible or intangible property.

3. Limitation of Liability. UNDER NO CIRCUMSTANCES WILL CCC OR THE
RIGHTSHOLDER BE LIABLE FOR ANY DIRECT, INDIRECT, CONSEQUENTIAL OR
INCIDENTAL DAMAGES (INCLUDING WITHOUT LIMITATION DAMAGES FOR
LOSS OF BUSINESS PROFITS OR INFORMATION, OR FOR BUSINESS
INTERRUPTION) ARISING OUT OF THE USE OR INABILITY TO USE A WORI,
EVEN IF ONE OF THEM HAS BEEN ADVISED OF THE POSSIBILITY OF SUCH
DAMAGES. In any event, the total liability of the Rightsholder and CCC {including their
respective employees and directors) shall not exceed the total amount actually paid by User
for this license. User assumes full liability for the actions and omissions of its principals,
employees, agents, afliliates, successors and assigns.

6. Limited Warranties. THE WORK(S) AND RIGHT(S) ARE PROVIDED =AS IS*. CCC
HAS THE RIGHT TO GRANT TO USER THE RIGHTS GRANTED IN THE ORDER
CONFIRMATION DOCUMENT. CCC AND THE RIGHTSHOLDER DISCLAIM ALL
OTHER WARRANTIES RELATING TO THE WORK(S} AND RIGHT(S). EITHER
EXPRESS OR IMPLIED, INCLUDING WITHOUT LIMITATION IMPLIED
WARRANTIES OF MERCHANTABILITY OR FITNESS FOR A PARTICULAR
PURPOSE. ADDITIONAL RIGHTS MAY BE REQUIRED TO USE ILLUSTRATIONS,
GRAPHS, PHOTOGRAPHS, ABSTRACTS, INSERTS OR OTHER PORTIONS OF THE
WORK (AS OPPOSED TO THE ENTIRE WORK) IN A MANNER CONTEMPLATED
BY USER; USER UNDERSTANDS AND AGREES THAT NEITHER. CCC NOR THE
RIGHTSHOLDER MAY HAVE SUCH ADDITIONAL RIGHTS TO GRANT.

7. Effect of Breach. Any failure by User to pay any amount when due. or any use by User of
& Work bevond the scope of the license set forth in the Order Confirmation andéor these
terms and conditions, shall be a material breach of the license created by the Order
Confirmation and these terms and conditions. Any breach not cured within 30 days of
written notice thereof shall result in immediate termination of such license without further

hitps://s100.copyright.com/Customer Admin/PLF jspPref=5e007{1 6-4d94-43f0-9faf-03666... 9/18/2017
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notice, Any unauthorized (but licensable) use of a Work that is terminated immediately upon
notice thereofl may be liguidated by payment of the Rightsholder’s ordinary lcense price
therefor; any unauthorized {and unlicensable) use that is not terminated immediately for any
reason (inciuding, for example, because matenals containing the Work cannot reasonably be
recalled) will be subject to all remedies available at law or in equity, but in no event to a
payment of less than three times the Rightsholder's ordinary license price for the most
closely analogous licensahle use plus Rightsholder's and/or CCC's costs and expenses
incurred in collecting such payvment.

§. Miscellaneous.

8.1 User acknowledges that CCC may, from time to time, make changes or additions to the
Service or to these terms and conditions, and CCC reserves the right te send notice 10 the
User by electronic mail or otherwise for the purposes of notifying User of such changes or
additions; provided that any such changes or additions shall not apply to permissions already
secured and paid for.

8.2 Use of User-related information collected through the Serviee is governed by CCC's
privacy policy. available online here:

htto:wwew copyright.comycontent/ce3/enftoolsfooter/privacypolicy.html.

8.3 The licensing transaction described in the Order Confirmation is personal to User,
Therefore, User may not assign or transfer to any other person (whether a natural person or
an organization of any kind) the license created by the Order Confirmation and these terms
and conditions or any rights granted hereunder; provided, however, that User may assign
such license in its entirety on written nolice o CCC in the event of a transfer of ail or
substantially all of User’s rights in the new material which includes the Workis) licensed
under this Service.

8.4 Mo amendment or waiver of any terms is binding unless set forth in writing and signed
by the parties. The Rightsholder and CCC hereby object to any terms contained in any
writing prepared by the User or its principals, employees, agents or afliliates and purporiing
o govern or otherwise relate to the licensing transaction deseribed in the Order
Confirmation, which terms are in any way inconsistent with any terms set forth in the Order
Confirmation and/or in these terms and conditions or CCC's standard operating procedures,
whether such writing is prepared prior to, simultaneously with or subsequent to the Crder
Confirmation, and whether such writing appears on a copy of the Order Confirmation or ina
separale instrument.

8.5 The licensing transaction described in the Order Confirmation document shall be
governed by and construed under the law of the State of New York, USA, without regard to
the principles thereof of conflicts of law. Any case, controversy, suit, action, or proceeding
arising out of, in connection with, or related to such licensing transaction shall be brought, at
CiCC's sale discretion, in any federal or state court located in the County of New York, State
of New York, USA, or in any federal or state court whase geographicai jurisdiction covers
the location of the Rightsholder set forth in the Order Confirmation. The parties expressly
submit to the personal jurizdiction and venue of each such federal or state court.If you have
any comments or gquestions about the Service or Copyright Clearance Center, please contact
us at 878-750-8400 or send an e~-mail to infoi@copyright.com,

vl

Questions? cusiomercare@copyright.com or +1-855-239-3415 {toll free in the US) or
+1-978-646-2777.

https:/fa 100 copyright. com/Customer Admin/PLF jsp?ref=5e90711 6-4d%4-43 f0-9al-03666. .
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Appendix B: IRB Determination

RESEARCH INTEGRITY AND COMPLIANCE
Institutional Review Boards, F%A No., 00001669
12901 Bruce B. Downs Bled,, MDOO33 # Tampa, FL 336124739

UNIVERSITY OF §13) 9745635 » EAX(313)9747091
SOUTH FLORIDA

1/6/2017

Rosalyn Roker

School of Aging Studies
13301 Bruce B Downs Blvd.
MHC 1300

Tampa. FL 33612

RE: Full Board Approval for Initial Review
[FB#: Pro00029850

Title: Perspectives of older Blacks and Whites living with serions mental illness and their care
partners about ontpatient mental health services

Study Approval Period: 5/19/2017 to 5/19/2018
Dear Ms. Roker:

On 5/19/2017, the Institutional Review Board (IRB) reviewed and APPROVED the above
application and all documents contained within including those outlined below.

Approved Item(s):
Protocol Document(s):
IRB Study Protocol_werl 062617 docx

Consent/Assent Document(s)™:
[RB_Consent Form SB Adult Minimal Risk 062317 .docx. pdf
*Please use only the official IRB stamped informed consent/assent document(s) found vnder the

"Attachments" tab. Please note, these consent/assent documents are valid until the consent
document 15 amended and approved.
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We appreciate your dedication to the ethical conduct of human subject research at the University
of South Florida and your continned commitment to human research protections. If you have
any questions regarding this matter, please call 813-974-5638.

Sincerely,

LA 2D,

Tohn Schinka Ph D_. Chairperson
USF Institutional Eeview Board
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RESEARCH INTEGRITY AND COMPLIANCE
Institutional Review Boards, FWA No. 00001669

12901 Bruee B. Downs Bled., MDE035 o Tampa, FL 336124752

UNIVERSITY OF ' (F13) 9745638 » FAN(513)9747051
SOUTH FLORIDA

11/16/2017

Rosalyn Boker

School of Aging Studies
13301 Bruce B Downs Blvd
MHC 1300

Tampa, FL 33612

REE: Expedited Approval of Amendment
[RB# Ame? Pro(0029850

Title: Perspectives of older Blacks and Whites living with serious mental illness about outpatient mental health
services

Dear Ms. Foker:

On 11/15/2017, the Institutional Review Board (IRB) reviewed and APPROVED yvour Amendment. The
submitted request and all documents contained within have been approved, including those outlined below, as
described by the study team.

1. Change total number of participants to be recruited for this study from 24 to 16. The original study
application included 24 total study participants. including 16 mental health service users and 8 care partner

participants.

2. Bemove care partner participants from this study. This study will only include 16 mental health service user
participants. All mention of care partner removed from study description and protocol.

Rationale: During recruitment for study participants, this investigator leamned from both potential service user
participants and clinical staff at locations where recrnitment is taking place that most mental health service nsers
who meet the criteria for this study do not have a person who meets the criteria of the care partner participant
described in this study. It was learned that most older adults who wtilize cutpatient mental health services do not
have close family or friends who assist with oversesing their care but instead case managers (or similar staff)
fill that role. This investigator share this information with her dissertation committee and it was agreed that for
purposes of this study not to include the care partner participant. No care partner participants have been
recruited thus far.

3. Change study title to remove "care partners”.
4. Bemoved two Study Aims (4 and 5) becanse they were directly related to the care partner study participant.

5. Include additional recruitment site - Northside Mental Health Center Access House. A Letter of Support and
a Recmuitment Flyer for Northside Mental Health Center Access House are included with this amendment.

Eaticnale: To increase opportunities for recruiting mental health service wser participants who meet the study
criteria.
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6. Informed consent modified to remove mention of care partner participant.
7. Demegraphic Information Sheet for Care partner removed.
8. Care-Partner Interview Guide removed.

0. Study protocol revised to incorporate all changes to study noted above.

Approved Itemis):
Protocol Document(s):
IRE Study Protocol V2 clean 103017 pdf

Consent Document(s)™:

IRE_Consent Form SB Aduolt Minimal Bisk Servicellser version3 clean 103017 pdf

*Please use cnly the official IRB stamped informed consent/assent document(s) found under the "Attachments"
tab on the main study's workspace. Please note, these consent/assent document(s) are valid until they are
amended and approved.

The IRB does not require that subjects be reconsented.

As the principal investigator of this study, it is your responsibility to conduct this study in accordance with USE
HEPP policies and procedures and as approved by the USF IRB. Any changes to the approved research must be
submitted to the [RB for review and approval via an amendment. Additionally, all vnanticipated problems must
be reported to the USF IRB within five (5) calendar days.

We appreciate yvour dedication to the ethical conduct of human subject research at the University of South
Florida and your continued commitment to human research protections. If you have any questions regarding this
matter, please call 813-074-5638.

Simcerely,

Tt 2D

John Schinka, Ph.D. Chairperson
TUSF Institutional Feview Board
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RESEARCH INTEGRITY AND COMPLIAMCE

| [mstimutional Review Boards, POA Be, 0000 1669
¥ b =R 17001 Brsee B, Dusen Rl , WIDC035 @ Tasepa, FL 938124793
U'\:I"-"E:thl Y LJE" CE13 0745635 = r:‘_l{la|:|1'__| Teeal

SOUTH FLORIDA

5182018

Rosalvn Roker

Scheol of Aging Studies
13301 Bruce B Downs Blvd
MHC 1300

Tampa, FL 33412

EE: Full Board Approval for Continuwing Review
IRB#: CR1_Prod0020850

Title: Perspectives of older Blacks and Wiites living with serious meatal illness about outpatient nrental health
SETVICES

Stady Approval Period: 5192018 to 37193019
Dear Ms. Roker:

Omn 3/18/2018, the Institional Eeview Board (IRB) reviewed and APPROVED the above application and all
documents contaned within, incloding those cutlined below,

Approved Item{s):
Protocol Document(s):
IF.B Study Protocol V3 clean 121117 pdf

The Board determined the over enrvollment of siwdy participants (o be not serions, not continuing
nencompliance,

As the principal investigator of this stady, it 45 vour responsibility to conduct this studv in accordance with TUSE
HEFP policies and procedures and as approved by the USF IRB. Anv changes to the approved research must be
submitted to the IRB for review and approval via an amendment. Additionally, all unanticipated problems must
be reported to the USF IRB within five (3) calendar days.

We appreciate vour dedication to the ethical conduct of buman subject research at the University of Sowth
Flonda and vour continved commitment to human research protections. If vou have any questions regarding this
matrer, please call 813-974-5638.

Sincerely,

WAt P,

John Schinka, Ph.D, Chairperson
USF Institutional Review Board
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Appendix C: Demographic Information Sheet - Service User

IDNo. Telephone No:
Age: Sex; Female ~ Male
Race:Black _ White
Education Level:
o Did not graduate high o Some college or trade school training | o Bachelor’s degree
o Zﬁgﬂoslchool graduate o Asr?ocliate’s degree / completed trade | o Graduate degree
schoo

Employment Status:

o Full-time o Part-time o Retired o Unemployed

Current Occupation:

Income Level:

o Lessthan $10,000 year | o $20,001 - $30,000 year o Over $40,000 year

o $10,001 - $20,000 year | o $30,001 - $40,000 year

Do you live alone or with someone else? Who?

Do you have any physical health disorders (e.g., diabetes, cancer, asthma)?
If so, what conditions?

Are you currently receiving treatment for these conditions?

Last time you visited healthcare provider related to condition?

Do you understand the advice and/or treatment regimen(s) provided by the healthcare

service provider to control or cure the condition(s)?
Are you in compliance with the treatment regimen(s)?
Have you ever been Baker-Acted? If so, how many times?

How long have you received mental health services?

How many different places have you obtained mental health treatment from?

Location(s) of current mental health services:

What type of services are you currently receiving at this location (study sites)?

How long have you received services at this/these current location(s)?

Reason for services:
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Appendix D: Mental Health Service User Interview Guide

Date:

Location:

Name of Interviewer:

Code Assigned to Interviewee:

Hello, my name is Rosalyn Roker and | am a doctoral candidate at the University of
South Florida. Thank you for participating in this interview. The purpose of this study is
to identify factors that may increase the likelihood of adults, ages 50-75 years old, with
bipolar disorder, schizophrenia, or schizoaffective disorder to look for and engage in
mental health services in the community. Additionally, | am interested in your views and
concerns about outpatient mental health services in the community. The goal of this
research is to obtain information that researchers and mental health service providers
may use and will potentially improve access to and increase sustained engagement of
outpatient mental health treatment among older adults in the community.

Your participation is voluntary and we can stop the interview at any time. Everything
you say will be kept confidential with the exception of if you tell me that you want to hurt
yourself or someone else. In this event, | will have to notify a staff member at [study
site]. Information discussed is going to be analyzed in its entirety and individual names
will not be used in any analysis of the discussion. Feel free to speak openly and
honestly.

Our discussion today will take approximately one hour. In appreciation of your time
you will reveive a Wal-Matrt gift card in the amount of $5.00 at the end of our discussion.

PROCEDURES

Before we begin here are some important reminders:

+ lam interested in all of your ideas, comments and suggestions.

+ There are no right or wrong answers.

+ All comments, both positive and negative, are welcome.

+ 1 will be using an audio recorder and | will also take notes. This is to help me capture
your important ideas. Again, all your comments are confidential and are used for

research purposes only.

+ | have a lot of ground to cover, so at times | may change the subject or move ahead.
Please stop me if you want to add something.

+ If you are unclear about a question, please let me know. | am here to ask questions
and listen.
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[Participant Consent]

Ask: Because what you have to say is so important to me and do not want to miss
anything, | would ike to tape record the interview. Do | have your permission to tape
record the interview?

Do you have any questions before we get started? [Address any concerns or questions]
[If permission is granted to record the interview: begin recording]:

State: Today’s Date and Interview Number

For our records, please state if it is OK to tape record the interview.

Thank you. | am going to take some notes as we talk as well, so | don’t forget anything
important. Is that OK with you?

Lets begin: | would like to learn about why you decided to seek professional assistance
for your mental illness.

To address research aim (1): What factors influence the decision-making of community-
residing older adults to seek and engage in outpatient mental health treatment?

1) Tell me about your current diagnosis.

2) What brought you to get/receive treatment and services at [study sites]?
a. Probe: Did you decide on your own or was it suggested by someone else? If
by someone else, who?
b. Probe: Tell me about the mental health treatment and services you receive
from [study sites].
c. Probe: What are the benefits/what are the downsides? Why do you continue
your treatment?

3) How do you cope/deal with mental illness?
a. Probe: Do you feel that you can cope with your mental illness on your own
without mental health treatment?
b. Probe: Are there places you go in your community to get help for a mental
illness other than professional mental health treatment? (e.g., church)

4) Describe a time when you decided not to use mental health services.
a. Probe: Did you not use them because you feared somoneone would find out
that you had a mental illness?
b. Probe: Did you not use mental health services because you were
embarassed?
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5) Has a different health issue affected your access to mental health services in the
past? If so, what condition?

6) Tell me about who handles your personal affairs (e.g., arranging your doctor visits,
paying bills, shopping)

7) Tell me about any family members/friends that you can count on for assistance, if
needed (excluding assisted living, boarding homes, etc.)? If so, who?

8) Would your family members support you seeking mental health treatment?
Now | would like to learn about your views of mental health services in the community.

To address research aim (2): What are the perspectives of community-residing older
adults living with serious mental illness regarding accessibility, affordability, availability,
and appropriateness of outpatient mental health services?

9) Aside from [study sites], what mental health services do you know about?
a. Probe: Are these available to you?
b. Probe: What would you change about these other services that you
mentioned?
i. Probe: Would you change the time? Location?

10)If applicable, describe a time when you felt you needed treatment for your mental
health condition but you were not able to obtain the services.
a. Why were you unable to obtain services?
b. How long were you without services?
c. What did you do?

11)Do you feel that treatment for your mental health condition is affordable?

12)If applicable, tell me about a time when you stopped going to counseling, or other
recommended treatment related to your mental health condition.

a. Why did you stop?

b. What prompted you to start your treatment again?

c. Growing up, what did you hear or learn about using mental health treatment
and services?

d. If you attend chuch or a religious organization, what are their beliefs about
mental health services and treatment?

e. How does your community [ or how do Blacks (if participant is Black) ] view
mental health services and treatment?

13)How do you feel about the treatment and services you receive at [study sites]?
a. Probe: Are they in line with your personal beliefs and values? How so?
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b. Probe: Are your personal beliefs respected?

14)What other services would you like to see offered to people who are living with
mental illness?

15)[Ask only to Blacks] What types of services would you offer specifically for older
Blacks living with mental illness?
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