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ABSTRACT
HEATHER CORNETT

SELF-ADVOCACY AMONG INDIVIDUALS DIAGNOSED WITH A SEVERE AND
PERSISTENT MENTAL ILLNESS (SPMI)

AUGUST 2019

The following study examined the impact of self-advocacy in relation to self-
stigma and life satisfaction in individuals diagnosed with a severe and persistent mental
illness (SPMI). Diagnoses included under this title include depression, bipolar disorder |
and 11, schizophrenia, schizoaffective disorder, autism, and obsessive-compulsive
disorder (OCD). Schizophrenia was of particular importance given that it tends to be
viewed more negatively in society than other mental illnesses. Many experts believe that
negative societal beliefs become internalized which creates a lowered view of self, as
well as a perception of certain disorders as being more dangerous and unpredictable than
others. Previous studies found that self-efficacy and self-advocacy appear related, such
that those endorsing higher levels of self-efficacy also tend to advocate more for
themselves. Research indicates that self-efficacy is a mediating factor for self-stigma and
life satisfaction. However, research has not explored whether self-advocacy is also a
mediating factor. Further, past research has explored the role of self-advocacy and has
generally found this factor to negatively correlate with self-stigma. This study sought to
determine whether self-advocacy attenuates the relationship between self-stigma and life

satisfaction. Self-advocacy, in this study, referred to the concept of being actively



involved in one’s treatment decisions and attempting to reduce mental illness stigma for
individuals as a way to improve quality of life. Results indicated that self-advocacy did
not mediate the relationship between self-advocacy and self-stigma. However,
significant differences were found in life satisfaction, with individuals with major
depressive disorder and schizoaffective disorder endorsing a lower level of life
satisfaction compared to those individuals with Obsessive-Compulsive Disorder.

Limitations and considerations for future research and practice are discussed.
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CHAPTER I
INTRODUCTION

Mental illness has often been an avoided topic of discussion (Corrigan, Kosyluk,
& Risch, 2013). Although advances in social acceptance have occurred over the last
several decades, severe and persistent mental illnesses (SPMI) remain stigmatized. Due
to this stigma, individuals with SPMI have reported treatment disparities by mental health
professionals, including an unwillingness to allow patients to have a say in treatment, as
well as insistence on treatments that patients find averse or are opposed to (Alonso et al.,
2009). However, recent movements have focused on correcting this treatment by
teaching patients how to advocate for themselves in order to increase their well-being.

Severe and Persistent Mental IlIness and Historical Context

The term severe and persistent mental illness, while often a nebulous term,
generally is assumed to refer to mental illness which creates a disability in some way and
persists for a significant period of time. Specifically, individuals may need support in
order to live independently although how long this assistance may be necessary is not
well-defined (Schinnar, Rothbard, Kanter, & Jung, 1990). Carey and Carey (1999) have
provided a list of illnesses that appear to meet these criteria: schizophrenia,
schizoaffective disorder, bipolar disorder, major depressive disorder, autism, and
obsessive-compulsive disorder (OCD). For the purpose of the following study, this will

be the primary definition utilized to define SPMI.



In order to understand the development of this classification of SPMI, it is
necessary to understand the historical context of the antipsychiatry movement and the
patients’ rights movement. Lacan (1947) initiated the antipsychiatry movement by
suggesting that mental illness was an alternate reality rather than a disease and that this
reality had a psychoanalytic cause rather than an organic one. At the same time as the
antipsychiatry movement, the policy of deinstitutionalization in the 1950s led to the
decommissioning of many inpatient psychiatric hospitals in favor of outpatient treatment
centers (Nasser, 1995; Tomes, 2006).

With the ushering in of the civil rights era, the United States saw a variety of
advocacy groups including a patients’ rights movement that targeted psychiatric treatment
(Tomes, 2006). Patients’ rights groups began to form during the 1960s, with
considerable variability in beliefs. Some of these advocacy groups took a hard stance
against psychiatry, completely rejecting it, and aligning with the antipsychiatry beliefs
espoused by Lacan (1947). These individuals asserted that psychiatric patients simply
saw the world differently and rejected the idea of involuntary psychiatric treatment.
Many of these individuals began to refer to themselves as “survivors” of psychiatry, a
term that referred to their previous negative experiences with treatment. Other theorists
also emerged during this period, including Szasz (1974) and Laing and Esterson (1971)
who rejected the notion that psychiatric disorders had a biological basis. By the 1990s, as

psychiatric medications improved and scientific knowledge advanced, the antipsychiatry



movement had mostly faded from the mainstream, although remnants of these beliefs
continue to remain within some ideologies.

Most patients’ rights groups, however, tended to take a more moderate approach
during the 1960s, which understood the need for psychiatric treatment, but which also
advocated for greater patients’ rights. These groups asserted that psychiatrists should
consider the input of their patients when prescribing treatment options and sought for
limitations on involuntarily hospitalization. Groups such as the National Alliance on
Mental Health (NAMI) grew out of this movement. In addition, a shift from considering
individuals as patients to viewing them as clients also occurred as the result of advocacy
by these patients’ rights groups (Nasser, 1995; Tome, 20006).

Stigma

While advances were made in regards to negative beliefs regarding mental illness,
stigma continued and continues to remain in our society today. Stigma, as defined by
Goffman (1963) is when one “is reduced in our minds from a whole and usual person to a
tainted, discounted one” (p. 3). Since Goffman proposed this definition, others have also
offered similar ones (Corrigan, 1998; Stafford & Scott, 1986). The underlying theme of
each of these definitions of stigma is that individuals are viewed as somehow
qualitatively different from one’s self and devalued as a result of this difference.
Numerous studies have shown the negative impact of this stigma on overall well-being
and mental health (Alonso et al., 2009; Corrigan; 1998; Link & Phelen, 2001,

Schomerus, Matschinger, & Angermeyer, 2014).



There are several theories that proposed to explain the development of stigma.
One of these theories is that individuals have created stigma as a way to maintain the just-
world hypothesis, which is a belief that exists in society that individuals deserve what
happens to them in life (Corrigan, 1998). Another theory suggests that stigma may be a
way for us to make decisions quickly in our society given the overwhelming amount of
information present in the world (Link & Phelen, 2000). In addition, studies have
examined whom the mental illness stigma impacts the most, and minority individuals
appear to be disproportionally impacted (Clement et al., 2015). Specifically, African-
Americans and individuals in the military appeared to have been impacted by the highest
levels of within-group mental health stigma. These higher levels of stigma may be due to
culture-specific beliefs within these groups which discourage the use of mental health
services (e.g., mental health problems should stay within the family, or may impact work
opportunities). However, despite this research, this study did not examine effective
methods for reducing stigma, especially in regards to how this stigma may impact one’s
own perception of self. In fact, very little information exists in the current literature
regarding decreasing stigma.
Self-Stigma

When individuals with SPMI learn about and receive messages that stigmatize
mental illness, these messages may become a part of a person’s deeply-held beliefs.
Research has indicated that individuals with family and friends who have more positive

attitudes toward mental health treatment are more likely to seek services than those who



have family and friends with negative attitudes (Greenley, Mechanic, & Cleary, 1987,
Hinshaw, 2009). More recent research has found a similar pattern (Pattyn, Verhaege,
Sercu, and Bracke, 2014). Individuals with SPMI may be particularly prone to
experiencing stigma given the severity and persistence of their mental illness, and they
may be less likely to seek help for their symptoms given associated stigma.

Research by Corrigan, Watson, and Barr (2006) demonstrated a negative
correlation between those who endorsed self-stigma and a lowered sense of self.
Oftentimes, these negative self-beliefs may not even be conscious to the individuals they
impact. Risch, Corrigan, Todd, and Bodenhausen (2010) found that individuals who
held stigmatizing implicit beliefs exhibited lower life satisfaction compared to those with
lower levels of stigmatizing implicit beliefs. This can be a potential factor that negatively
influences help-seeking behavior. However, the authors did not examine specific
techniques for reducing self-stigma and did not examine diverse groups. The primary
group measured consisted of European Americans (76%).

Attitudes Toward Mental Health

Public perceptions of attitudes toward mental illness examination results indicate
that demographic factors may influence help-seeking behavior and attitudes toward
mental health treatment (Center for Disease Control [CDC], 2012; Gonzalez, Alegria,
Prihoda, Copeland, & Zeber, 2011). Specifically, results from CDC (2012) studies
indicated that African Americans and Hispanic individuals, along with those with less

than a high school education, were more likely to view mental health treatment as



ineffective. In addition, individuals from areas with higher levels of funding allocated to
mental health treatment tended to view treatment-seeking more positively than those
from lower areas of funding.

These findings are also consistent with research conducted by Gonzalez et al.
(2011) which indicated that African Americans and Latinos were more likely to endorse
negative attitudes toward mental health treatment than non-Latino whites. In addition,
individuals ages 18-34, females, and individuals with at least a college education tended
to view mental health treatment more positively as well. These results suggest that
demographic and diversity factors should be examined as possible confounds in future
studies.

Self-Advocacy

Throughout the literature, only a few techniques have been studied to assess how
self-stigma can be attenuated. One of these ways is through self-advocacy (Corrigan,
1998). This term, as it relates to mental illness, has been defined as engaging with health
professionals and society, to meet one’s own needs (Freddolino & Moxley, 1992). Those
who advocate for themselves may have better overall outcomes than those who do not.
Previous implementation of an advocacy-based program, which focused on the strengths
of individuals demonstrated positive outcomes in terms of overall well-being.
Specifically, approaches that utilize a collaborative model in which patients are allowed
to have input into their health decisions may improve overall treatment-compliance and

outcomes (Freddolino & Moxley, 1992).



Other self-advocacy approaches have focused on developing a sense of pride
about oneself by accepting one’s diagnosis (Corrigan et al., 2013). According to this
approach, which is similar to approaches developed within the LGBT community,
individuals openly acknowledge their diagnosis and advocate for others within the SPMI
community. Individuals who acknowledge their mental health diagnosis tend to show
lower levels of self-stigma than those who do not.

A more recent approach has focused on the topic of neurodiversity. Specifically,
this approach believes that each individual is unique from a neurological and biological
basis (Armstrong, 2010). Although this movement has taken root within the autism
community, it is also applicable to SPMI. This school of thought states that if someone is
diagnosed with a mental health disorder, individuals should be accepted for this
difference instead of trying to be “cured.” Instead, these individuals should be given
accommodation and services as needed (Armstrong, 2010). Despite these suggestions to
reduce self-stigma, to date no study has been conducted which has explored the impact of
these self-advocacy techniques on life satisfaction.

Life Satisfaction

How self-advocacy impacts overall life satisfaction, an overall subjective sense of
well-being, is an important area to explore given the prevalence of stigma within society
(Emerson, Guhn, & Gadermann, 2017). Previous research has shown that stigma is a
strong negative predictor of life satisfaction (Rosenfield, 1997). In fact, self-efficacy

appeared to mediate the relationship between self-stigma and life satisfaction, such that



regardless of the level of self-stigma endorsed by an individual, individuals with higher
levels of self-efficacy had higher levels of well-being. However, additional potential
mediating factors have not been explored.

Psychiatric diagnoses in general have been found to influence overall life
satisfaction. Blenkiron and Hammil (2003) found that the type of diagnoses as well as
demographic factors might influence life satisfaction. Specifically, psychiatric patients
who were diagnosed with personality disorders, or those who were older, tended to show
more negative levels of overall well-being; possibly due to interpersonal conflicts created
by personality disorders as well as cohort effects regarding mental illness stigma in older
adults.

Markowitz (1998) examined factors that impact psychological well-being and life
satisfaction. This author predicted that because stigma can negatively impact well-being,
it could also impact life satisfaction. Participants completed a series of questionnaires,
which contained an anticipated stigma scale, the Colorado Symptom Index, and a two-
question interpersonal life satisfaction scale. The results indicated a mediating effect of
self-concept, such that a negative relationship between life satisfaction and stigma was
reduced if participants reported a positive self-concept. Markowitz concluded by
suggesting that future studies examine the bidirectionality of this mediation (i.e., if
greater life satisfaction could lead to a more positive self-concept).

Lastly, a review by Risch, Angermeyer, and Corrigan (2005) explored the link

between self-advocacy and self-efficacy. Self-efficacy, as defined in Bandura’s (1986)



social cognitive theory, refers to the belief that one can effect change to create a desired
outcome. According to the authors, self-efficacy and self-advocacy interact to reduce
self-stigma. Specifically, individuals who exhibit greater self-efficacy also tend to
engage more frequently in self-advocacy. Individuals who endorse higher levels of self-
stigma tend to endorse lower levels of self-advocacy and lower levels of self-efficacy.
However, future research is needed to determine whether self-advocacy can improve life
satisfaction and if diversity variables (e.g., age, gender, race/ethnicity) influence the
expression of self-advocacy (Risch, Angermeyer, & Corrigan, 2005).

These findings appear to suggest that certain factors can attenuate the relationship
between self-stigma and life satisfaction. Although, previous research has examined the
role of factors such as self-efficacy (Blenkiron & Hammil, 2003), additional areas such as
self-advocacy’s role, have not been explored. Therefore, it was important to understand
additional factors to identify strategies that reduce overall self-stigma and improve life
satisfaction, which may increase treatment seeking and treatment compliance
(Maschiach-Eizenberg, Hasson-Ohayon, Yanos, Lysaker, & Roe, 2013).

Conclusion

Research has tended to suggest a negative outcome link between self-stigma and
overall life satisfaction and functioning for people with SPMI (Alonso et al., 2009;
Clement et al., 2015; Corrigan; 1998; Link & Phelen, 2000; Scholmerus, et al., 2014). In
particular, when negative beliefs about SPMI become internalized and implicit to oneself

in the form of self-stigma, psychiatric diagnoses may elicit negative attitudes toward



oneself which negatively impact self-esteem and self-efficacy (Greenley et al., 1987;
Hinshaw, 2009; Mashiach-Eizenberg et al., 2013; Risch et al., 2010). While studies have
examined mediating factors between overall self-stigma and self-efficacy, to date, none
have explicitly examined whether self-advocacy may attenuate the effects of self-stigma
on overall life satisfaction (Mashiach-Eizenberg et al., 2013). Therefore, the current
study sought to understand the role that self-advocacy played in SPMI and how
individuals engage in advocacy for themselves. Specifically, the following study sought
to understand whether self-advocacy might be a means through which to improve overall
life satisfaction.
Definition of Terms

Severe and Persistent Mental Illness (SPMI): Mental health diagnoses that
have a severely disabling impact on a person’s life, which continues to persistent for an
extended or indefinite period of time. Mental health professionals tend to consider the
following disorders to fall within this category: Schizophrenia, Schizoaffective Disorder,
Bipolar Disorder, Major Depressive Disorder, Autism, and Obsessive-Compulsive
Disorder (Carey & Carey, 1999).

Stigma: When one “is reduced in our minds from a whole and usual person to a
tainted, discounted one” (Goffman; 1963, p. 3). Stigma is essentially a process through
which an individual or group takes on socially undesirable qualities, not necessarily of

their volition.
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Self-Stigma: Stigma that is internalized and becomes incorporated into one’s
self-concept. This may manifest in beliefs such as “I am incompetent,” “I have poor
moral character,” or “I am useless” (Greenley et al., 1987, p. 1117-1118; Hinshaw, 2009).

Self-Advocacy: Engagement with health professionals and society in order to
have one’s needs met in regards to mental illness (Freddolino & Moxley, 1992). For the
purposes of this study, self-advocacy includes the following activities: learning about
one’s illness, discussing treatment/medication options with mental health providers,
asserting mental health needs to providers, teaching others about mental health stigma,
seeking disability/support services at school/work, and/or attending peer support
meetings/groups (Brashers, Haas, & Neidig, 1999; CDC, 2012).

Self-Efficacy: Construct within social cognitive theory, which refers to the belief
that one can effect change to create a desired outcome (Bandura, 1986).

Life Satisfaction: Overall subjective sense of well-being relating to one’s life

(Emerson et al., 2017).
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CHAPTER II
LITERATURE REVIEW
Mental illness is a topic that is often avoided in social conversations due to the
negative stigma that it carries (Corrigan, 2013). More severe forms of mental illness,
referred to as SPMI, are even further stigmatized in society. These illnesses include
schizophrenia, schizoaffective disorder, bipolar I and 11, major depressive disorder,
autism, and OCD (Carey & Carey, 1999). How stigma impacts individuals has been
explored across several decades. However, more recent research has shed some light on
how self-advocacy can counteract stigma (Corrigan et al., 2006; Corrigan et al., 2013;
Freddolino & Moxley, 1992).
SPMI Advocacy within its Historical Context

According to Ruggeri, Leese, Thornicroft, Bisoffi, and Tansella (2000), the term
severe and persistent mental illness, has not clearly been defined in practice. Schinnar et
al. (1990) conducted a literature review of 17 previous definitions of SPMI and applied it
to 222 patients receiving services for mental health concerns. Schinnar et al. (1990)
found that the National Institute of Mental Health (NIMH) created the definition that best
fit the participants in the study. According to this definition, in order to be classified as
having a SPMI, individuals were required to meet the following criteria: nonorganic
psychoses and personality disorders, impairment in everyday living (e.g., housing needs,
assistance or support needed for independent functioning), and must be a prolonged

illness and long-term treatment must be required. However, the authors operationalized
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this term by looking at definitions listed in the DSM-IV. Currently, the Substance Abuse
and Mental Health Service Administration (SAMHSA) has created a federal definition to
define SPMI. According to this definition, a severe mental illness is one that affects

A person aged 18 or older who currently or at one time in the past year have had a

diagnosable mental, behavioral, or emotional disorder (excluding developmental

and substance abuse disorders) of sufficient duration to meet diagnostic criteria

specified within the DSM-IV that resulted in serious functional impairment,

which substantially interferes with or limits one or more major life activities

(SAMHSA, 2013, p. 2).

Medical Psychiatry versus Psychoanalysis

In order to have a better understanding of SPMI, it is important to understand the
historical context in which modern-day treatments developed. Beginning in the 1940s,
the beginnings of what later become known as the antipsychiatry movement began to
grow out of the psychoanalytic belief that psychological illness is the product of
unconscious desires and problems in psychosexual development (Nasser, 1995). Most
historians trace the beginning of the debate between medical psychiatry and
psychoanalysis to French psychoanalyst, Lacan (1947) with the publication of his book
Propos sur la Causalite psychique (About psychic causes). In this book, Lacan described
the root of psychological problems by dismissing the idea that there may be a biological
cause for severe mental illness and instead arguing that these issues could all be

explained psychoanalytically. Some practitioners who came after Lacan picked up on
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this rejection of organic causes of mental illness, and this argument began to gain
popularity during the 1950s and 1960s (Nasser, 1995).

It is important to note that prior to the 1950s and 1960s, few effective drug
therapies existed. Instead, psychiatrists relied on treatments with little empirical support
such as insulin shock therapy and hydrotherapy (Grob, 1994). It was not until 1950 when
Thorazine (the first modern anti-psychotic medicine) began being used with patients.
The first antidepressant, Imipramine, came along a few years later in 1957. Early
psychiatric drugs often had severe side effects including permanent injury, and in some
cases, death. Therefore, the fact that a movement against psychiatric treatments
developed should not be surprising (Hyman, 2013).

During the 1960s, Thomas Szasz entered the antipsychiatry debate (Nasser,
1995). According to Szasz (1974), mental illness is not truly a disease because the mind
is not an organ and cannot therefore, experience pathology. Instead, he believed that
psychiatric diagnosis was a means for psychiatrists to exercise their control and power
over individuals. He heavily criticized the psychiatric community for involuntary
hospitalizations and expressed disdain for mental hospitals. Instead, Szasz believed that
psychotherapy was the only form of treatment for mental illness.

R.D. Laing was another prominent figure in the antipsychiatry movement who
rose to prominence during the 1970s (Nasser, 1995). A practitioner of psychoanalysis,
Laing believed that mental illness should not be looked at as a disease, but rather the

individual’s family of origin should be considered in order to understand symptomology
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(Laing & Esterson, 1971; Nasser, 1995). He believed that societal experiences and
expectations could produce severe mental illness as the individual struggled to escape the
repressive nature of society. Laing viewed illness such as schizophrenia as successive
attempts to escape what he referred to as “pseudo-social realities” (Laing & Esterson,
1971, p. 23). Cooper (1980) updated Laing’s arguments against psychiatry in the 1980s
and argued that modern psychiatry was nothing but a pseudo-science that was an
outgrowth of capitalism in society (Cooper, 1980; Nasser, 1995). According to his view,
psychiatry’s true purpose was to punish those who had violated social norms.
The Patients’ Rights Movement

After the antipsychiatry movement was beginning to gain a following, another
movement, labeled the Patients’ Rights Movement began forming in the 1960s. Inspired
by similar movements occurring during this same time, such as the Civil Rights
Movement, individuals advocated for greater outpatient treatments, specifically
deinstitutionalization, so that individuals with SPMI could lead more fully integrated
lives in society. The community mental health movement began in 1963, with legislation
supported by President Kennedy that increased funding for coordinated community
mental health centers as opposed to large psychiatric inpatient hospitals (Nolen-
Hoeksema, 2013; Sharfstein & Dickerson, 2006).

According to Mollica (1983), one focus of the Patients’ Rights Movement was to
educate health professionals about the importance of the client’s role in treatment. This

went against the tradition of health professionals being viewed as experts and, instead,
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placed this role of expert back onto the patient. Consequently, part of the goal of this
movement was to allow clients to have greater input into their treatment, especially in
relation to psychiatric medication. There was a growing sentiment within the SPMI
community that clients’ voices were not being heard which negatively impacted well-
being. For example, many patients expressed concern over the dosage or type of
medication prescribed and the negative side effects that resulted. However, many
psychiatrists were resistant to try a different approach, which contributed to
discontinuation of medication and subsequent relapse of symptoms (Grob, 1991; Mollica,
1983; Tomes, 2006). As a result of the Patients’ Rights Movement, changes were put in
place beginning in the late 1960s and early 1970s. According to Tomes (2006), patients’
rights are today considered the norm within psychiatry thanks largely to patient advocacy
that took place from the 1960s through the1990s. In addition, greater limitations to
involuntary hospitalization are now in place.

Another product of the Patient’s Rights Movement was the creation of the
National Alliance on Mental Iliness (NAMI) in 1979 (Frese & Davis, 1997). Two
women who were caring for adult children with Schizophrenia, and who wanted to lessen
the stigma their children faced founded this organization. This group continues to
advocate for mental health rights and for the reduction of social stigma toward mental
illness even today. NAMI continues to offer services such as peer support groups and

family support groups to assist individuals with SPMI and their families.
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While advocates of the Patients’ Rights Movement could be considered
moderate in their stance toward psychiatry (advocating for greater collaboration between
clients and professionals), a more extreme movement, reviving themes of the
Antipsychiatry Movement began to develop in the 1960s. Some individuals began to
identify themselves as “survivors,” as a reference to their disdain for the psychiatric
community and rejected psychiatry as being useful (Tomes, 2006). Within the
psychiatric community, there is belief that this Antipsychiatry Movement created
additional barriers to psychiatric treatment which hurt individuals who are mentally ill
but who may refuse or cannot consent to treatment (e.g., those who lack insight).
However, by the late 1990s, this movement against psychiatry had nearly faded from
mainstream. Although, today some religious groups such as Christian Science and
Scientology continue to advocate against the use of psychiatry (Sharfstein & Dickerson,
2006).

Stigma
The concept of stigma was first defined by Goffman (1963) as when one “is
reduced in our minds from a whole and usual person to a tainted, discounted one” (p. 3).
Originally referring to a mark given to individuals in ancient Greece who were to be
avoided (e.g., slaves, sinners), the term has now taken on a different meaning. Goffman
continues by saying that stigma can later develop into societal feelings of shortcomings
or handicaps. Stafford and Scott (1986) noted the absence of a universal definition of

stigma but stated that typically when individuals refer to stigma it involves an “undesired

17



differentness.” These authors continue by stating that this often translates to the belief in
shortcomings of a particular group and/or a belief that a particular group is tainted in
some way.

Corrigan (1998) examined how stigma can impact an individual with SPMUI’s life
by reviewing relevant literature. Corrigan asserts that stigma is an often-missed area of
focus in the treatment of mental illness and states that both the disease and discrimination
factors should be addressed to improve overall outcomes. He compared two examples of
individuals: one diagnosed with schizophrenia and another diagnosed with diabetes. The
first individual is encouraged to quit his job as others are afraid that he may become
violent (fitting the stereotype of those with mental illness as being aggressive), and he is
encouraged to move back home with his parents and give up his independence due to the
faulty belief that those with a schizophrenia diagnoses will deteriorate. In the second
example, Corrigan described how little has changed for a woman diagnosed with
diabetes. She becomes aware of possible stress-related triggers for her symptoms but,
overall, is able to maintain independence and her job. Subsequently, Corrigan reported
that the man’s overall well-being is greatly diminished while the woman’s is hardly
changed. Corrigan stated that the disease and stigma models are similar in nature as both
can lead to biological vulnerability and exacerbate psychiatric symptoms, which
ultimately leads to a poorer quality of life.

Corrigan (1998) explained that there are three reasons that stigma can develop.

The first is from a sociocultural perspective in which discrimination and prejudices
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toward individuals with mental illness develop in order to justify already existing
injustices (e.g., individuals with schizophrenia are dangerous justifies denying
employment opportunities). The second perspective is motivational in which individuals
create stigma due to a belief in a just-world, or in an attempt to feel better about
themselves (e.g., the world is fair so those with mental illness deserve the treatment they
receive or, at least, | am not like the mentally ill). The third perspective is referred to as
the social cognitive paradigm. According to this model, stigma is a way for individuals
to make sense of the large amount of data they are bombarded with every day. They may
organize individuals into categories as a way to quickly make sense of the world (e.g.,
friends, co-workers). However, as a result of this cognitive short-cut, individuals become
stereotyped and face discrimination. Corrigan concluded by suggesting that stigma be a
focus of treatment for those diagnosed with mental illness in order to prevent
internalization of negative self-beliefs.

Alonso et al. (2009) examined the impact of stigma with individuals diagnosed
with a mental illness using a quasi-experimental design. Alonso et al. surveyed over
8,000 households that consisted of non-institutionalized individuals across Europe.
Participants were given a Health Survey that assessed health in the previous 4 weeks
(physical and mental health), as well as the WHODAS-I1I which measures work and role
limitation in the prior month. Results of the study indicated around 23% of participants
reported experiencing a mental illness in the last 12 months. Of these individuals,

approximately 47% reported experiencing embarrassment as a result of their mental

19



health diagnosis, 18% reported experiencing discrimination as a result of this diagnosis,
and 15% reported a perception of stigma from others. In particular, perceived levels of
stigma was more frequent among those who were less educated, married/cohabitating,
and unemployed. Alonso et al. note that findings of higher levels of stigma among those
who are less educated and unemployed are consistent with previous literature. However,
the authors did not provide an explanation as to why married/cohabitating individuals
endorse higher levels and did not specify race/ethnicity of participants. Future studies
should include these variables to examine how demographic factors may influence
stigma.

Link and Phelan (2000) conducted a review of relevant literature on the topic of
stigma and found that while quite a bit of research has been conducted on the topic of
stereotyping (which refers to stigmatizing thoughts), fewer research has been conducted
on the topic of how this actually applies to discrimination (which refers to the behavioral
manifestation of stigma). Link and Phelan also stated that understanding stigma could
present particular sets of challenges for research, specifically the fact that most
researchers do not suffer from the same stigma as their participants. As a result of this
difference, researchers may overlook feedback from those who do experience stigma,
instead favoring their own theories. However, despite this difficulty in finding a
definition, Link and Phelan classified four distinct components that are a part of stigma.
The first component refers to distinguishing and labeling differences. Although most

human differences are accepted as normal, there are some that tend to be more salient in
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the mind of society (e.g., race, gender). Link and Phelan stated that one reason this may
happen is due to an inherent human tendency to try and place individuals into categories
while ignoring variability within these groups.

The second component of stigma is associating human differences with negative
attitudes (Link & Phelan, 2000). This component occurs when individuals begin to
associate particular traits with certain groups. According to Link and Phelan, individuals
do this to facilitate cognitive processing and much of this step is automatic in nature.
This ease of processing allows people to perform multiple tasks and make quick
decisions instead of having to evaluate each individual. Thirdly, according to Link and
Phelan, stigma occurs when individuals begin to separate “us” from “them.” This step
builds upon previous steps and the person begins to solidify that a particular group is
different from themselves (e.g., individuals with mental illness are seen as having bad
characteristics unlike one’s self). Link and Phelan stated that during this phase
individuals might begin seeing people as only their group. For example, an individual
with schizophrenia may now be referred to as a schizophrenic. Lastly, the fourth
component of stigma is status loss and discrimination. Link and Phelan stated that in this
phase individuals of the stereotyped group are viewed as being inferior to other groups.
Individuals may then begin acting out this belief of inferiority of a particular group by
denying access to resources such as housing, education, and medical treatment (i.e.,
discrimination). Consequently, non-stigmatized groups begin to hold greater power in

society (Link & Phelan, 2000).
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Schomerus, Matschinger, and Angermeyer (2014) explored another theory that
explains the development of stigma. They explored how beliefs about the etiology of
mental illness could impact stigma in an experimental design. Specifically, Schomerus et
al. conducted interviews with over 3,500 individuals in Germany using random sampling
of adults over the age of 18. Selected participants were presented with an unlabeled case
vignette of a person diagnosed with schizophrenia, depression, or alcoholism.
Participants then completed a series of surveys that asked questions about the vignette.
The first of these provided a set of 10 possible causes (organic and non-organic) of
symptoms reported in the vignette and asked participants to rate on a Likert scale whether
they believed the explanation of the symptoms. Participants were then asked a series of
questions that assessed whether the fictional client was responsible for their own
symptoms and asked to rate on a Likert scale how strongly they agreed with the
statement. Lastly, participants were asked whether they would be accepting of the person
in the vignette. Schomerus et al. found that with the exception of alcohol dependence,
participants tended to express lower social acceptance of mental illnesses when they
believed them to be biological based. Conversely, individuals were more accepting of
non-organic causes of mental illness, such as childhood adversity. Schomerus et al.
concluded that this difference was likely due to the fact that individuals believe disorders
that have a biological basis are more dangerous and more different than those that are

believed to have an environmental component.
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These results were similar to those found by Crisp, Gelder, Rix, Meltzer, and
Rowlands (2000) who explored what role diagnoses play in public perception and
subsequent stigmatization of mental illness. Surveying nearly 2,000 adults in Britain (via
random sampling), they found that schizophrenia, alcoholism, and drug addiction were
perceived as the most dangerous by respondents. In particular, respondents reported
viewing individuals with these disorders are more dangerous and unpredictable.
Subsequently, participants associated these three disorders with poorer overall outcomes
and chronic disability, which Crisp et al. postulated contributed to stereotyping and
discrimination in fields such as employment. However, the study did not assess whether
and/or how this perception actually influences individuals with schizophrenia,
alcoholism, or drug addiction in relation in regards to self-image or overall life outcomes.

Clement et al. (2015) conducted a literature review of research related to the
effects of stigma to understand how it may impact help-seeking behavior. Clement et al.
identified 144 studies that examined the relationship between stigma and help-seeking.
Their meta-analysis reviewed that stigma has a small to moderate negative effect on
treatment-seeking behavior. This means that individuals may delay seeking treatment for
mental illness due to fear of how they may be perceived. Clement et al. also found that
this impact appears to be stronger within certain groups, such as the military and
hypothesized that this was due to the fact that mental health issues could impact
employment decisions. Conversely, the results indicated that stigma appeared to be

lower among groups that included only women while stigma appeared to be higher in
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mixed-gender groups. Clement et al. stated that this might be due to gender role
socialization in regards to help-seeking behavior (e.g., men should not seek out help).
Lastly, the study noted that race and ethnicity might also be a factor in determining
stigma. Specifically, the meta-analysis revealed that African American samples indicated
greater levels of stigma. Specifically, African Americans tended to endorse beliefs that
mental health concerns should remain “within the family” and not be shared with others.
Overall, the authors noted that stigma can create a significant factor in help-seeking
behavior and thus should be addressed to increase treatment compliance (Clement et al.,
2015).

This stigma does not also seem to be uniform across SPMI diagnoses according to
Crisp et al. (2000). The study randomly solicited nearly 2,000 individuals in Britain to
complete a survey regarding mental illness. The survey specifically assessed opinions
regarding severe depression, panic attacks, schizophrenia, dementia, eating disorders,
alcohol addiction, and drug addiction. The results indicated that participants tended to
view individuals with schizophrenia, alcohol addiction, and drug addiction as
unpredictable and dangerous. This opinion seemed to be most common in individuals
16- to 65 years of age, but fewer individuals over the age of 65 endorsed this view,
although Crisp et al. did not explain this difference. However, they did suggest
addressing this stigma in the British society through an anti-stigma campaign.

Crisp et al. (2005) conducted a follow-up survey five years after the first. The

results indicated a significant decrease in stigma associated with mental health
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conditions, although this change was small. During this sample, participants identified
drug addiction the least favorably. In addition, dementia was ranked as the most difficult
to treat. Crisp et al. concluded that the anti-stigma campaign implemented in Britain did
have positive consequences overall for views regarding SPMI. However, more work
continues to be needed to reduce societal stigma.

Stigma may differ across diagnoses as well. For the purpose of this study, only 6
diagnoses are included under the umbrella term of SPMI. Prior studies have examined
the influence of stigma on each of these disorders. Therefore, it appears that the level of
stigma experienced may not only depend on having a mental diagnosis in general, but the
actual diagnosis itself.

Major Depressive Disorder (MDD)

Major depressive disorder (MDD) is a disorder characterized by periods of low
mood, low energy, loss of interest in activities once enjoyed, hopeless feelings, and/or
suicidal ideation (American Psychiatric Association [APA], 2013). Ebneter and Latner
(2013) examined stigma across several disorders and conditions and specifically looked
at anorexia nervosa, bulimia nervosa, binge-eating disorder, obesity, and major
depressive disorder, in nearly 500 participants. Individuals were asked to complete
questionnaires that assessed for stigmatized beliefs, with results indicating that
individuals tended to blame those diagnosed with obesity and eating disorders as

responsible for their conditions more so than those diagnosed with MDD. However,
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participants also rated those diagnosed with MDD as being the most impaired of the
diagnoses assessed.

Other studies have also examined the impact of stigma for MDD. These studies
found that participants rated individuals diagnosed with MDD as being unpredictable,
impaired, and/or dangerous, and this finding tends to hold across a variety of cultures
(Ebner & Latner, 2013; Lasalvia et al., 2013; Wang & Lai, 2008). This research was also
supported by an earlier study that found that individuals treated for depression compared
to those never treated tended to report higher levels of perceived stigma, with greater
levels of depression associated with higher levels of stigma (Pyne et al., 2004). This
stigma can influence overall treatment outcomes as well. According to Roeloffs et al.
(2003), individuals diagnosed with depression were as likely to use mental health
services as those diagnosed with a physical condition (e.g., hypertension). However,
these individuals were more likely to report that they had greater unmet needs compared
to individuals with only physical conditions, due to stigma surrounding this illness. In
addition, stigma was reported as a constant concern for many individuals with an MDD
diagnosis (Dinos, Stevens, Serfaty, Weich, & King, 2004). Overall, the literature on
MDD tends to suggest that this disorder is negatively viewed by society and that this
stigma negatively impacts treatment outcomes.

Bipolar Disorder (BD)
Bipolar Disorder (BD) is a diagnosis which is characterized by periods of elevated

mood (mania) followed by periods of depression (APA, 2013). Hawke, Parikh, and
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Michalak (2013) conducted a literature review examining the impact that stigma can have
on individuals diagnosed with bipolar disorder. They looked at 32 articles related to the
topic of stigma and found that individuals with a BD diagnosis experienced impairment
in areas such as family functioning and social functioning. Participants in the studies
reviewed experienced more severe symptoms and impairment as a result of stigma related
to a diagnosis of BD, which was associated with greater rates of substance abuse, suicide
rates, and general overall well-being. Hawke, Parikh, and Michalak concluded that the
research suggested BD and mania disorders were more heavily stigmatized than major
depressive disorder, which likely further creates impairment compared to other
diagnoses. They also concluded that additional research should be conducted to
determine whether stigmatizing attitudes translate into discriminatory treatment of
individuals with BD.

Additional research supports these findings, specifically, that stigma is one of the
main predictors of overall long-term functioning in BD (Cerit, Filizer, Tural, & Tufan,
2012). Lastly, an interesting study by Meiser et al. (2007) found that stigma toward BD
is a significant contributor to an individual’s decision to have children, with one of the
main reasons being fear of societal stigma toward BD. Overall, BD and mania disorders
have been found to be more heavily stigmatized than major depressive disorder, which
likely further creates impairment relative to other diagnoses (Hawke et al., 2013). These

studies suggest that stigma is pervasive and affects individuals in multiple areas of life.
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Obsessive-Compulsive Disorder (OCD)

Obsessive-compulsive disorder (OCD) is a mental health diagnosis characterized
by repetitive thoughts (obsessions), followed by repetitive behaviors (compulsions)
which serve to decrease the obsessions (APA, 2013). Durna, Yorulmaz, and Aktac
(2019) also conducted a study examining the stigma related to OCD. They recruited 621
adults from Turkey and asked to them read a vignette of a person with OCD or
schizophrenia. These vignettes specifically assessed for different types/themes of OCD
symptoms, including contamination, checking, aggressivity, religiosity, and sexuality,
and paranoid schizophrenia symptoms.

Participants were then asked to complete a social distance scale (a measure for the
desire for closeness to another) in relation to the vignette they were presented, which
assessed their willingness to engage with the fictional person in the vignette. In general,
Durna, Yorulmaz, and Aktac (2019) found that level of education factored into the
desired distance of participants, such that those with a high school education or less
reported a greater social distance between themselves and the person in the vignette.
Symptoms were also a significant factor, with OCD symptoms related to violence or
aggression, and symptoms of schizophrenia stigmatized more than those related to other
factors such as contamination. The study postulated that greater social distances were
associated with these symptoms because they are stigmatized more in society.

Simonds and Thorpe (2003) also conducted a study examining stigma related to

OCD, that found that individuals hold negative views of individuals with OCD,
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especially when obsessions are related to violence or aggression. Individuals with OCD
appear to be aware of these sentiments and in a study by Stenger-Wenzke, Beck,
Holzinger, and Angermeyer (2004), approximately 80% of participants endorsed
believing they would be rejected by people at work if their mental illness was known.
Approximately two thirds of participants endorsed similar beliefs in regards to finding a
partner. Stigma also impacts the ability to seek treatment. Marques et al. (2010) found
that 60% of individuals recruited for the study had low treatment utilization rates, with
stigma cited as one of the contributing factors. These studies suggest that stigmatization
of OCD has negative consequences for individuals.
Schizoaffective Disorder and Schizophrenia

Schizoaffective disorder and schizophrenia are separate but related disorders on a
spectrum and therefore grouped together in this study. Both disorders are characterized
by a fixed false beliefs (delusions) and hallucinations, along with cognitive and emotional
impairments (APA, 2013). Sibitz et al. (2011) examined the impact that stigma may have
on individuals diagnosed with schizoaffective disorder and schizophrenia and found that
individuals who possessed a limited social network (possibly due to stigmatization
around this diagnosis), experienced higher levels of depression which led to a lower
quality of life. Research has also indicated that a large majority of individuals have
experienced stigma related to having a diagnosis of schizophrenia, with individuals
reporting negative statements or treatment by others once their diagnosis was known,

such an infantilization, and social avoidance (Dickerson et al., 2002; Gonzalez-Torres et
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al., 2007). Media depictions of schizophrenia also have negative stereotypes.
Vahabzadeh, Wittenauer, and Carr (2011) found that between 2010 and 2011, media
reports of crimes committed by individuals with Schizophrenia decreased, however,
metaphorical usage of the term “schizophrenia” or “schizophrenic” did not decrease,
indicating that these terms are still being utilized as a term with negative connotations.
Overall, these studies indicate that the term “schizophrenia” is viewed negatively which
impacts quality of life for individuals.
Autism Spectrum Disorder (ASD)

Autism spectrum disorder (ASD) is another diagnosis frequently stigmatized.
This disorder is characterized by difficulties in social reciprocity and theory of mind,
along with repetitive and/or idiosyncratic behaviors (APA, 2013). Obeid et al. (2015)
examined cultural attitudes in regards to autism spectrum disorder across two countries:
Lebanon and the United States, and found that stigma exists cross-culturally, with higher
levels of stigma endorsed by Lebanese individuals, likely because of cultural beliefs
surrounding this diagnosis. Research also indicates that significant stigma toward parents
of children with ASD also exists, which manifests as hostility, rude comments, and
avoidance (Broady, Stoyles, & Morse, 2017; Gray, 1993; Gray, 2002; Kinnear et al.,
2016). These studies suggest that like other SPMI diagnoses, ASD is also heavily
stigmatized which may have a negative impact on the lives of those individuals

diagnosed.
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Self-Stigma

There appears to be some indication that self-stigma may also negatively
influence overall life outcomes. According to Corrigan (1998) and Link and Phelan
(2000), groups that are devalued in society experience differential treatment by others
and restricted access to resources. However, there are further consequences to this
stigma. Specifically, individuals who are members of a stigmatized group may
internalize negative beliefs about their own groups and, thus, themselves. This
experience is referred to as self-stigma and has been associated with poorer mental health
outcomes (Hinshaw, 2009). Hinshaw (2009) stated that self-stigma can occur in
individuals as a result of shame resulting from having a mental illness and the author
reported that parents and caregivers of those who have a psychiatric illness are often
ashamed to let others know and may attempt to conceal the illness from others. While
this may serve as a protective factor for the family in order to save face, it can have
devastating consequences for individuals. Namely, these individuals begin to experience
shame and embarrassment about the fact that they have a mental illness.

Greenley et al. (1987) explored how help-seeking behavior is impacted by self-
stigma in a quasi-experimental design. They recruited over 1,000 adults including both
individuals who had not sought mental health treatment and those who had.
Demographic information for participants was not provided. Participants were
interviewed in their homes about their usage of mental health services and medical

records were collected to identify the services used. Participants then completed three
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psychological distress measures, the first of which measured the concept of
demoralization, a symptom index scale, and a measure of psychological symptoms.
Lastly, participants completed an interview in which they were asked about their friends’
and relatives’ attitudes toward psychiatric care. The study found symptomology and
distress were the most strongly predictive factors for help-seeking behavior. In addition,
participants who did seek out these services were more likely to be younger, more
educated, separated or divorced, and less religious. The attitudes of friends and family
toward mental health treatment were more positive among those who had sought out
mental health treatment compared to those who had not (Greenley et al., 1987). This
suggests that while self-stigma impacts help-seeking behavior, there may be other factors
that contribute to avoidance or receptiveness of mental health treatment. Yet, Greenley et
al. did not explore what these additional factors may be although factors such as race,
ethnicity, gender, and age may be important to consider in future studies to control for
potential confounds.

Holmes and River (1998) provided additional information regarding how self-
stigma can impact people with SPMI. Specifically, the authors analyzed existing
literature on coping strategies to understand how stigma may interfere with the ability to
cope. When faced with societal stigma, individuals must decide how they will confront
these negative beliefs. Several strategies are utilized. The first is through secrecy in
which an individual keeps information about their mental illness secret from others.

Others may choose to engage in selective disclosure where they maintain public secrecy
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of their diagnosis but may tell certain individuals about their illness. Conversely, some
individuals engage in the opposite of this strategy and engage in indiscriminate
disclosure, where they disclose to most individuals in their lives. Secrecy and
indiscriminate disclosure are coping strategies that can potentially result in negative
outcomes for individuals. Issues such as low self-esteem, diminished self-efficacy, lack
of social confidence, and social withdrawal may occur when these coping strategies are
used. Selective disclosure can be an adaptive strategy for individuals as long as the
individual is careful about disclosing to safe individuals.

Other individuals may choose to educate themselves about their diagnoses and
transform this information into social action. According to Holmes and River (1998),
these types of coping skills may actually serve to decrease self-stigma and increase
positive outcomes. Individuals may choose to reframe their diagnosis as something
positive as opposed to negative and may choose to engage in advocacy activities that act
to destigmatize those with mental health diagnoses. However, in order for a person to
engage in this type of coping, professionals may need to provide psychoeducation and
challenge faulty cognitions. The authors stated that in individuals with self-stigma, faulty
beliefs and assumptions (e.g., “I cannot get better” or “I’m a bad person’) are common.
Holmes and River concluded by stating that reducing self-stigma is another aspect of
disease treatment that is needed, just as coping with the biological components of mental

illness. Ways to reduce this self-stigma warrant further exploration.
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Corrigan et al. (2006) examined how self-stigma can impact self-esteem and self-
efficacy. The authors described a three-step model to explain how self-stigma develops,
beginning with stereotype awareness. This occurs when individuals become aware of
general stereotypes that exist in society. The next process that occurs is stereotype
agreement, which occurs when individuals begin to agree with societal stereotypes (e.g., |
agree that individuals with mental illness are crazy). Ultimately, this leads to self-
concurrence, which is when individuals internalize these stereotypes and begin to believe
them (e.g., | am crazy).

Corrigan et al. (2006) conducted two quasi-experimental studies to examine the
impact of this process. The first study recruited participants to complete the Self-Stigma
of Mental Iliness Scale (SSMIS). In the second study, Corrigan et al. administered the
SSMIS to individuals with psychiatric disabilities, as well as the Rosenberg Self-Esteem
Scale, and the Self-Efficacy Scale. The results indicated that stereotype agreement
correlated with lowered self-esteem. However, stereotype agreement does not appear
significantly correlated with self-esteem or self-efficacy. The authors concluded by
stating that there is a significant relationship between endorsing self-stereotypes and
experiencing a lowered sense of self (Corrigan et al., 2006). However, the study did not
explore how this particular finding impacts overall life satisfaction for those who have a
lower sense of self. Therefore, it may be beneficial to understand in what ways these

self-stereotypes can be lessened and how they impact life outcomes.
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Risch, et al. (2010) expanded upon this research by exploring implicit self-stigma
using a quasi-experimental design. The authors stated that past research has relied
primarily on surveys that can only assess for explicit measures of self-stigma. However,
implicit self-stigma is an automatic cognitive process that may influence attitudes and
self-concepts. In this process, beliefs about mental illness may be activated outside of
self-awareness and influence beliefs about oneself. Participants recruited from an urban
mental health agency completed the SSMIS to assess for explicit self-stigma beliefs, and
the Implicit Association Test (IAT) which measured implicit self-stigma. Results
indicated that when negative words are paired with mental illness, individuals who hold
negative implicit attitudes respond faster than when positive words are presented. The
study found that participants with lower levels of implicit and explicit self-stigma
reported higher quality of life, even when diagnoses or demographic variables were
controlled for. The authors concluded that professionals might want to explore cognitive
schemas to address the role of implicit bias in treatment compliance.

Lannin, Vogel, Brenner, and Tucker (2015) examined nuances in the self-stigma
literature. Specifically, the authors examined the idea of an internalized stigma model, in
which the stigma of mental illness and the stigma of seeking psychological help are
related barriers to the recovery process involved with mental illness. In other words, not
only is the stigma associated with a mental illness diagnosis related to internalized
stigma, but the idea of seeking help for this diagnosis is also related to this stigma.

Lannin et al. conducted a series of surveys of undergraduate students from a Midwestern
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university, and found that results appeared to be consistent with the Internalized Stigma
Model, which indicated a full mediation effect. The self-stigma of having a mental
iliness fully mediated (i.e., attenuated) the relationship between public stigma toward
mental illness and public stigma toward psychological illness in relation to self-esteem.
This research suggests that an individual’s perceptions of societal beliefs about mental
illness and treatment impact internalization of stigma and subsequent levels of self-
esteem. The authors suggest that future research should continue to explore the link
between mental illness and self-identity, and whether clients avoid mental health
treatment due to the stigma of the mental illness itself or the stigma of actively seeking
treatment. This study did not measure the relationship between life satisfaction as a
result of the two components of stigma.

Tucker at al. (2013) expanded upon the idea of self-stigma actually consisting of
two nuances: self-stigma of mental illness and self-stigma of help seeking behavior. The
authors conducted a quasi-experimental design in which college undergraduate students
and community members were recruited to complete eight measures on attitudes toward
mental illness, public perception of mental illness, self-stigma, and public perception of
help-seeking behavior. Tucker et al. then conducted an exploratory factor analysis of
these measures which supported their hypothesis of two distinct concepts of self-stigma.
The study concluded that further research should be attuned to this difference and take
into account that stigma may not only present a threat through diagnosis but also through

seeking help. Current measures may be confounding these two concepts by grouping
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them together under the term “self-stigma.” Therefore, future studies should assess the
concept of diagnosis and help-seeking behavior separately.
Self-Stigma in Major Depressive Disorder (MDD)

Self-stigma may differ in terms of the disorder being studied. Although, to date,
most studies have looked at disorders individually rather than comparing them to each
other. Lasalvia et al. (2013) specifically examined the role that self-stigma plays in the
lives of those diagnosed with MDD. The study found that although individuals held
negative views about their diagnosis that led to behaviors such as stopping work or
education, nearly half of participants reported being able to maintain employment and
intimate relationships despite believing these activities to be negatively impacted by their
MDD diagnosis. Additional research indicates that being given a diagnosis of depression
may lead to greater awareness of stigmatizing attitudes toward MDD, which then leads to
avoidance behaviors (e.g., not seeking treatment) (Manos, Riisch, Kanter, & Clifford,
2009). In general, literature on the topic of self-stigma is more limited as the majority of
studies have examined the impact of stigma in general. However, what research does
exist appears to indicate that self-stigma does negatively impact treatment outcomes.
Self-Stigma in Bipolar Disorder (BD)

Perlick et al. (2001) also examined the role that self-stigma plays in bipolar
disorder. They examined over 250 individuals who had been hospitalized and met
criteria for bipolar I, bipolar I1, or schizoaffective, manic type, and found that individuals

who endorsed higher levels of self-stigma and expressed worry over how others may
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perceive them, showed higher levels of isolation and social avoidance 7-months after
hospitalization. These results appear to be cross-cultural as well as indicated by Brohan
et al. (2011), who assessed for levels of self-stigma among European individuals. Perlick
et al. found that approximately 21% of individuals reported moderate to high self-stigma,
while approximately 71% reported discrimination based on diagnosis. However,
individuals who reported higher levels of self-empowerment tended to report lower levels
of self-stigma, indicating that other factors may mediate the self-stigma. This is further
supported by research that indicates that higher functioning individuals indicate less
internalization of negative beliefs about themselves as a result of their BD diagnosis
(Michalak et al., 2011). Overall, research in the area of self-stigma in regards to BD
indicates poorer outcomes for individuals with higher levels of self-stigma.
Self-Stigma in Obsessive-Compulsive Disorder (OCD)

Research has also been conducted on the role of self-stigma in individuals with
OCD. Fennell and Liberato (2007) found that some common themes that emerged from
qualitative research conducted with individuals diagnosed with OCD were low self-
esteem, self-loathing, questioning of oneself, and a fear of negative judgment. Some
individuals reported repercussions of disclosing their diagnosis to others, including
physical abuse and job dismissal. In addition, a literature review of articles on the topic
of anxiety disorders (which includes OCD) from 1977 to 2014 found that individuals
with anxiety disorders may be especially susceptible to negative beliefs about themselves,

have low self-esteem, and fear how others may perceive them (Ociskova, Prasko, &
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Sedlackova, 2013). Much like MDD, limited literature exists that specifically examines
the impact of self-stigma for OCD. Although, what does exist suggests that self-stigma
does negatively impact treatment.

Self-Stigma in Schizoaffective Disorder and Schizophrenia

Lysaker, Davis, Warman, Strasburger, and Beattie (2007) grouped these two
disorders together for the purpose of their study and found that individuals with higher
levels of positive symptoms (e.g., hallucinations, delusions) reported higher levels of
internalized stigma, and higher levels of self-stigma were also correlated with higher
levels of emotional distress at follow-up. Surprisingly, negative symptoms (e.g., flat
affect) did not appear correlated with self-stigma. Similar to other disorders noted, these
results appear to be true across cultures. Brohan, Elgie, Sartorius, and Thornicroft (2010)
examined individuals in Europe, and found that nearly half of individuals in their study
diagnosed with schizophrenia or another psychotic disorder, endorsed a moderate to high
level of self-stigma. In addition, nearly 70% of these individuals reported experiencing a
moderate to high level of discrimination by others.

Insight and demoralization are also a factor into self-stigma and was examined by
Cavelti, Kvrgic, Beck, Risch, and Vauth (2012). The study found that the self-stigma
moderated and mediated the relationship between insight and demoralization. In
addition, demoralization mediated the relationship between psychotic symptoms and
global functioning. Overall, the results of these results indicate that self-stigma does play

a negative role in terms of symptom exacerbation and treatment outcomes.
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Self-Stigma in Autism Spectrum Disorder (ASD)

Mogensen and Mason (2015) examined the impact that self-stigma can have on
individuals with ASD through a qualitative study. Some themes that emerged were a
negative connotation of the ASD term, social difficulty, and finding meaning in identity.
This is consistent with research conducted by Cooper et al. (2017) which found that a
sense of identity influences how the impact that self-stigma has on individuals diagnosed
with ASD. The study found that while individuals with ASD reported poorer outcomes
compared to those diagnosed with depression, developing a social identity as someone
with ASD appeared to serve as a protective factor against stigma. Individuals diagnosed
with ASD reported greater stigma once they received their diagnosis, but some also
reported greater “self-discovery” (Linton, 2014). Additional research on self-stigma in
ASD was difficult to find as many studies focus on the self-stigma related specifically to
parents of children with autism, rather than individuals themselves. However, the
literature that does exist indicates that those with ASD do experience self-stigma, but a
positive integration of ASD into one’s identity appears to protect again negative effects.

Overall, these studies support the notion that self-stigma does vary according to
diagnosis, with perception of others negatively impacting one’s view of self.

Measuring Self-Stigma

In order to understand self-stigma, one must first be able to measure it. Several

studies in this area measured the concept of self-stigma utilizing the SSMIS developed by

Corrigan et al. (2006). Corrigan et al. developed this scale via a participatory action
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research (PAR) model in which individuals were asked for a comprehensive list of
mental health stereotypes. A 40-item scale was developed from data has shown strong
validity. Four subscales were identified for this scale assessing awareness, agreement,
application, and harm to self-esteem. However, the scale was critiqued after publication
for being long and offensive (e.g., “people with mental illness are disgusting”). As a
result, Corrigan et al. developed a short version of this scale that consists of 20-items
after removing offensive questions (SSMIS-SF). Corrigan et al. concluded that internal
consistency remained good for the shortened version of the scale across the four
subscales (o= 0.87 for awareness, o= 0.79 for agreement, o= 0.68 for application, and
o= 0.76 for harm). Construct validity was also assessed by comparing scores on the
SSMIS and several similar measures.

Another instrument utilized to measure self-stigma is the Internalized Stigma of
Mental Iliness Scale (ISMI; Ritscher, Otilingam, Grajles, 2003). Originally developed as
a 29-item assessment comprised of 5 subscales (alienation, discrimination experience,
social withdrawal, stereotype endorsement, and stigma resistance), this measure asks
individuals to rate on a 4-point Likert scale how much they agree with a list of statements
(e.g., people with mental illness make important contributions to society). Boyd,
Otilingam, and DeForge (2014) revised this scale to create a brief version of the measure.
Boyd et al. reduced the initial list of items to 10, which also measured the original five
subscales. The internal consistency reliability for the ISMI-10 was o= 0.75 (compared to

o= .90 for the original measure). The scale was also shown to have construct validity by
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a significant correlation with the ISMI-10 and the ISMI-29. It may therefore be useful to
utilize a measure with fewer questions to increase completion rates in future studies.
Attitudes Toward Mental Health

Public attitudes toward mental illness are another area that has received attention
in the literature. Gonzalez et al. (2011) found that mental health attitudes vary according
to several demographic factors. The authors examined data from a cross-sectional,
nationwide, U.S. study with participants from varying backgrounds (approximately 500
Latinos/as, 700 African Americans, and 4,000 Non-Latino whites) which assessed for
attitudes toward mental health treatment (e.g., “If you have a serious emotional problem,
would you go for professional help?). Results indicated that non-Latino whites, college-
educated individuals, females, and individuals ages 18-34 endorsed more positive
attitudes toward mental health care overall. These results suggest that additional factors,
including race, gender, education level, and educational level, may be important to
consider when decreasing willingness to seek mental health treatment.

The CDC (2012) also explored attitudes toward mental illness by assessing public
perceptions about treatment efficacy and perceptions regarding perceptions of how caring
and sympathetic people were toward individuals receiving treatment in a nationwide
survey. The results indicated that the majority of adults (over 80%) believed that mental
illness treatment was effective. These results did vary according to several demographic
factors. Specifically, African Americans, Hispanics, and those with less than a high

school education viewed mental health treatment as less effective than non-Hispanic
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whites. In addition, approximately 35-67% of participants believed that others cared
about their mental illness, with women, adults with disabilities, and unemployed adults
endorsing even lower levels. Lastly, these beliefs seemed to also vary according to the
area where participants lived. Those that lived in areas with greater funding allocated to
mental health services were more likely to believe that mental health treatment is
effective and that people are caring regarding mental illness. Given the variability in
responses it may be important to consider how groups vary and factors that may impact
perceptions of mental health and treatment.
Self-Efficacy

Self-efficacy is a concept that was first mentioned as part of Bandura’s (1986)
social cognitive theory. This concept describes a state in which one feels as if one can
effect change to achieve a desired outcome. According to Bandura (2012), one must look
at the underpinnings of social cognitive theory to truly understand this concept.
Specifically, this theory examines the role between person, behavior, and environment
and how each works to shape the others. For example, one’s environment can shape the
outcomes of one’s life, but one can also choose an environment in which they are able to
exercise greater control. This allows a greater sense of agency in life, but at times,
individuals may not have the ability to directly influence the outcome of an event. In this
case, a person may exhibit what is referred to as “proxy agency,” in which an individual

influences those who do have the resources or ability to effect change. Individuals who
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have low self-efficacy may not be persistent in the face of adversity, have a lowered
sense of agency, and seek out environments that confirm this belief.

Self-advocacy is a concept that is related to self-efficacy. Individuals who tend
have greater levels of self-efficacy feel that they can effect change within their
environment to obtain what they want (Bandura, 1986). Therefore, self-advocacy may be
a part of this as individuals begin to understand that advocating for one’s self can help in
achieving the results that one desires. Therefore, it could be argued that these concepts
are significantly related. A study conducted with 100 HIV positive women examined the
role that certain factors play in adherence to antiretroviral therapy (ART). This study
examined the role of self-efficacy by breaking this concept down into three distinct
categories: active coping, self-advocacy, and utilizing resources (Brody et al., 2016). The
authors argue that these concepts are related because they focus on ways that a person
can exert a sense of agency in their lives. Despite having similar backgrounds (including
a trauma history), participants in the study who adhered to ART were more likely to
express the belief that they could overcome adversities in their lives and more frequently
advocated for themselves, indicating at least a potential relationship between these two
factors.

Self-Advocacy

Self-advocacy is an area that has been examined for its positive role in coping

with SPMI. Freddolino and Moxley (1992) modified a previously developed advocacy

model which was targeted toward individuals with psychiatric disabilities. They referred
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to this model as the client support and representation model, which was defined as being
client-driven, pragmatic in orientation, and emphasizing the self-determination of clients.
This model identifies client strengths instead of deficits and attempts to work with these
strengths to improve the lives of those with mental illness. Clients are taught to advocate
for themselves by making decisions regarding their own treatment, regardless of whether
this is positive or negative. This freedom to make decisions is designed to teach
problem-solving abilities to individuals with SPMI and to promote a sense of
accomplishment when these tasks are achieved.

Freddolino and Moxley (1992) worked with a group of mental health workers at a
community mental health agency in California to test this self-advocacy program. These
professionals received training on how to administer the self-advocacy program,
advocacy interventions, conflict mediation, and negotiation. Clients were responsible for
letting mental health workers know of their needs, problems, or desires in order to
develop a plan. They were then expected to complete this plan and evaluate its
effectiveness. The ultimate goals of these tasks were to teach clients how to advocate for
themselves. Freddolino and Moxley stated that this program occurred in seven steps.

The first of these steps is engagement, which is where clients and mental health
workers identify the client’s needs. The second step is assessment of advocacy needs,
which occurs during the first meeting with clients, when needs and issues that arise are
discussed. The third step is setting objectives and identifying tasks so that the client and

clinician collaborate on realistic goals that can be measured each month. The fourth step
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IS maintaining relationships across space and time. During this step, clients visit mental
health professionals on a regular basis in order to prevent feelings of disconnection and
isolation. The fifth step is problem-solving and on-going needs assessment in which
mental health workers continue to explore unmet needs or new needs and problems that
may arise. The sixth step is monitoring of problem resolution, where clients and
advocates meet each week and resolve any issues that may impede progress on goals.
Finally, the seventh step is evaluation, in which client satisfaction is assessed and
adjustments made to goals as needed. Freddolino and Moxley found that this model
resulted in significantly better outcomes for mental health clients, compared to a similar
group that did not receive the client support and representation model. Clients were more
likely to continue treatment when they felt that they were given a choice in determining
treatment as opposed to being forced. The study conceded that some individuals may
consider this type of program as more similar to a case management model than a
therapeutic model. In any case, having a component of treatment in which the client has
greater agency over treatment decisions appears to be beneficial (Freddolino & Moxley,
1992).

Corrigan et al. (2013) explored an alternate self-advocacy model which examines
the impact of “coming out” about one’s mental illness. Similar to the LGBTQ pride
movement, which resulted in desirable outcomes for many individuals, Corrigan et al.
posited that a similar movement for those with SPMI might be of benefit. They described

working from a social psychological perspective, which emphasizes that coming out and
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acknowledging one’s identity can decrease self-stigma and increase self-esteem.

Corrigan et al. discussed a new approach referred to as “Coming out proud” which could
be used as a public health program. Such a group has previously been tested with
leshians and was modified by Corrigan et al. to be applied to a mental health context.
Specifically, this program addresses three components of coming out. First, the program
explores the costs and benefits of coming out. Namely, disclosing about one’s mental
illness may improve self-esteem, self-efficacy, and improve overall well-being.

However, others must do this disclosure carefully as it could lead to discrimination.
Second, various ways of approaching disclosure are also discussed. Individuals may
choose to disclose only to certain groups (e.g., to peers) or they may limit what they
disclose to others (e.g., disclosing diagnoses but limiting the number of symptoms
mentioned). Lastly, the importance of peer support is also explored. Since peers can be a
tremendous source of support and may provide an outlet for stress by being encouraging
and advocating for greater mental health acceptance, this step can be a crucial component
to prevent feelings of isolation (Corrigan et al., 2013).

Corrigan et al. (2013) followed up by exploring this factor of disclosure of one’s
mental illness. They hypothesized that coming out about one’s mental illness would lead
to greater levels of self-esteem and recruited participants from psychiatric facilities in an
urban area for a quasi-experimental study. Participants completed the Coming Out with
Mental Iliness Scale (COMIS), which asked participants whether they are out about their

iliness to others, as well as the Explicit Self-stigma of Mental Iliness Scale. The study
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found that individuals who had come out about their illness and those that had not come
out both expressed self-stigma. However, the Corrigan et al. postulated that, for some
individuals, self-stigma might be less aversive, and thus become a motivating factor to
disclose their mental illness status. They concluded by stating that further research
should explore mediators and moderators of predictors and consequences of mental
illness.
Measuring Self-Advocacy

Few scales have been developed to measure ways in which individuals advocate
for themselves, however one of the most popular instruments is the Patient Self-
Advocacy Scale (PSAS) (Brashers, Haas, & Neidig, 1999). This scale was originally
developed as a tool to assess how patients with AIDS advocated for themselves. This
scale consists of 12 items and asks respondents to rate their agreement on a 5-point Likert
scale. The PSAS has three subscales that can assess for increased illness and treatment
education, increased assertiveness in health care interactions, and increased potential for
nonadherence to treatment. The scale was shown to have high internal consistency
reliability (o= 0.78). The scale was also shown to have high convergent validity and be a
good measure of the construct of self-advocacy as determined by significant correlations
with similar measures (i.e., Desire for Control Scale, Health Opinion Survey Instrument,
Desire for Autonomy Scale, and the Health Locus of Control Scale).

A similar scale is the Mental Health Confidence Scale (Carpinello, Knight,

Markowitz, & Pease, 2000). This scale measures the concept of self-help and self-

48



efficacy. Carpinello et al. state that self-help may be an important factor in mental illness
because it has been linked to self-esteem. They continued by stating that self-efficacy
can facilitate recovery from psychological illnesses as well. A total of 62 items related to
these two factors were reviewed by mental health clients and practitioners and ultimately
reduced to 16 items. The scale asks individuals to rate how confident they are that they
can engage in certain behaviors (e.g., set goals for yourself, advocate for your needs), and
assesses these behaviors on three subscales (optimism, coping, and advocacy).
Participants are then asked to rate how confident they feel on a 6-point Likert scale. The
authors found high internal consistency reliability for the measure (o= .94).
Cognition

Cognitive impairment has been an issue related to self-advocacy. Although to
date, few studies have examined how cognitive impairment in mental illness may impact
self-advocacy, there have been substantial developments in the area of cognitive and
developmental disabilities. Cognitive deficits have been observed in many mental
illnesses and can be a barrier to improving overall functioning (APA, 2013). Similarly,
individuals with developmental disabilities have also encountered this barrier. Pocock et
al. (2002) described how individuals with disabilities must be taught, via educators and
others, about how to advocate for themselves as some of these individuals struggle with
poor insight and self-awareness. Since this area is often overlooked in individuals with
mental illness, it stands to reason that few individuals are receiving the training and

encouragement necessary to mitigate the effects of cognitive impairment.
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What research exists on the impact of cognitive impairments in mental illness has
been focused primarily on Schizophrenia and psychotic-spectrum disorders. Wilder-
Willis, Shear, Steffen, and Borkin (2002) examined 35 individuals who met criteria for
schizophrenia and administered a battery of cognitive and executive functioning tasks.
Wilder-Willis et al. found that individuals with higher levels of negative symptoms (e.g.
flat affect, impaired attention, anhedonia) endorsed lower levels of help-seeking behavior
from others, which impacted their psychosocial functioning. They stated that this
inability to utilize coping skills was consistent with prior studies that found greater
dependency and passive coping style in individuals diagnosed with schizophrenia.

McGurk, Mueser, and Pascaris (2005) examined techniques that could be used to
assist in improving psychosocial impairment in those with a severe mental illness (SMI).
Cognitive impairment is a significant concern associated with supported employment.
Individuals often struggle to maintain employment or to utilize techniques taught with
supported employment (e.g., job skills, interview techniques) due to these impairments.
McGurk et al. examined 44 clients with an SMI and assessed them for cognitive and
executive functioning, and attention. Individuals were then assigned to learn supported
employment skills (SE) or supported employment and cognitive skills (SE+CT).
Outcomes were tracked for one year after the training, and the study found that
individuals in the SE+CT group were significantly more likely to be employed, working
more hours, and earning higher wages than the SE only group. In addition, participants

diagnosed with a depressive disorder reported experiencing a decrease in overall
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symptoms, which the authors attribute to the positive reinforcement of having and
maintaining a job. These results suggest that outside intervention, especially when
integrating cognitive therapy skills, can greatly improve psychosocial functioning.
However, without training, few of these individuals would likely have improved on their
own.

Overall, this research suggests that cognitive impairment could impact the ability
to advocate for oneself, although this concern has not been formally studied. To what
degree this might impact an individual is likely dependent on the individual.

Life Satisfaction

Several studies in the literature have examined how mental illness can impact life
satisfaction (Corrigan et al., 2013; Corrigan et al., 2006; Freddolino & Moxley, 1992;
Holmes & River, 1998; Maschiach-Eizenberg et al., 2013; Riisch et al., 2010).
Rosenfield (1997) explored how mental illness impacted life satisfaction and
hypothesized that the actual labeling of mental illness may have a negative impact on
overall satisfaction, specifically due to the stigma attached to these labels. Participants
were recruited from a mental health treatment facility and asked to complete the Measure
of Life Quality, which asks about client life satisfaction in specific areas such as living
arrangements. Participants also completed a stigma scale, a self-esteem scale, and a
mastery scale that measured stigma, feelings of helplessness, and ability to change or
solve problems, respectively. The results indicated that the majority of participants

believed that stigma exists and that it negatively affected their life satisfaction. Analyses
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also revealed that stigma was a strong predictor of life satisfaction. Services received
were also a predictor such that those who had received services were more likely to
report greater life satisfaction. Rosenfield concluded that this result suggested that
receiving mental health services might increase clients’ sense of self-efficacy a well as
teaching clients how to advocate for themselves. This finding suggests that self-advocacy
is related to life satisfaction. However, it does not assess for possible mediating factors
that may alter this relationship.

Markowitz (1998) examined factors that impact psychological well-being and life
satisfaction and predicted that because stigma can negatively impact well-being, it can
also impact life satisfaction. Participants completed a series of questionnaires, which
contained an anticipated stigma scale, the Colorado Symptom Index, and a two-question
interpersonal life satisfaction scale. The results indicated a mediating effect of self-
concept, such that a negative relationship between life satisfaction and stigma was
reduced if participants reported a positive self-concept. Markowitz concluded by
suggesting that future studies examine the bidirectionality of this mediation (i.e., if
greater life satisfaction could lead to a more positive self-concept).

A recent study by Blenkiron and Hammill (2003) explored satisfaction and
quality of life in clients with mental illness. The authors stated that patient and caregiver
experience are commonly cited primary predictors of quality of life. Blenkiron and
Hammill sought to explore other factors that may also predict more positive outcomes by

examining demographics such as age, gender, psychiatric diagnosis, and duration of
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illness. Adult participants were recruited from a community psychiatric facility in
England. Individuals were asked to complete the Carers’ and User’s Expectations of
Services, User Version (CUES-U) questionnaire that measured satisfaction with life (e.g.,
are you satisfied with the place you live in?”’) and satisfaction with mental health services
(e.g., are you satisfied with the level of consultation and control you have?). Results
indicated that age and psychiatric diagnoses were related to overall levels of life
satisfaction. Specifically, individuals who were younger and those who had been
diagnosed with personality disorders tended to have lower levels of mental health service
satisfaction. Blenkiron and Hammill stated that some explanations for these results may
be that older adults tend to have a greater sense of duty not to complain if they are
dissatisfied with services, as well as the fact that older individuals who were not satisfied
may have discontinued treatment. Lower satisfaction by those with personality disorders
may also be due to the nature of the illness itself, in which interpersonal dissatisfaction is
reported. Gender and duration of mental illness did not appear to be related to life
satisfaction (Blenkiron & Hammill, 2003).
Measuring Life Satisfaction

Life satisfaction can be measured using various instruments. Diener, Emmons,
Larsen, and Griffin (1985) developed one of the earliest scales. This scale measures the
concept of overall life satisfaction using a 48-item assessment. Individuals are asked to
report how much they agree with each statement on a 7-point Likert scale (e.g., | am

satisfied with my life). The scale has been shown to have strong internal consistency
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reliability (a=.87), and strong convergent validity as measured by significant
correlations with a number of similar measures (e.g., Differential Personality
Questionnaire, Positive Affect Scale, Negative Affect Scale, Affect Intensity Measure).
Emerson et al. (2017) administered this life satisfaction scale to individuals in 26
countries around the globe and found that although this scale may be valid for usage in
western society, the authors concluded that this measure is not likely to be valid across
cultures.

Another measure of life satisfaction is the Carers’ and User’s Expectations of
Services, User Version (CUES-U) questionnaire (Lelliott et al., 2003). This measure was
developed in order to assess experiences of mental health services as well as
expectations. The study consulted clients with a mental health diagnosis about potential
items included in the assessment, and ultimately chose 16 items to include. Each of these
16 items has two parts: Part A and Part B. Part A asks individuals how they believe their
situation compares to that of others in the domain being assessed, while Part B assesses
the client’s satisfaction in this areca. The areas that the scale assesses include work,
financial security, suitable and comfortable accommodations, choice, and control over
living arrangements, and establishment and maintenance of relationships. Although the
authors did not provide statistics for Cronbach’s alpha, intraclass correlation coefficients
were reported as good (0.61-0.80 for nine items in Part A, and 0.41-0.60 for six items in

Part A and five items in Part B).
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Lastly, the Quality of Life Enjoyment and Satisfaction Questionnaire (Q-LES-Q-
18) was developed by Endicott, Nee, Harrison, and Blumenthal (1993). The original scale
consisted of 60-items assessing physical health, subjective feelings, leisure time
activities, and social relationships. Ritsner, Kurs, Gibel, Ratner, & Endicott (2005) later
shortened this scale to 16 items to make administration of the instrument easier as the
original scale required approximately 40 to 45 minutes to complete. Individuals are
asked to answer a series of questions on a 5-point Likert scale (e.g., during the past week
how often have you joked or laughed with other people). This shortened version was
assessed to have moderate to high internal consistency validity (o= 0.74 to 0.97), as well
as construct validity as measured by a significantly higher score for clients diagnosed
with mental illness than those without a diagnosis.

Hypotheses

In summary, research appears to suggest a possible link between self-advocacy
and life satisfaction, such that those with higher levels of self-advocacy also demonstrate
greater overall levels of life satisfaction. However, whether this self-advocacy attenuates
the negative relationship between self-stigma and life satisfaction has yet to be assessed.
Understanding more about the role that self-advocacy plays in overall outcomes is
important for developing a greater understanding of ways in which overall outcomes can
be improved in those with mental illness. Based on this information, this study proposed

the following hypothesis:
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Self-advocacy will partially mediate the relationship between self-stigma and life
satisfaction, such that participants who have higher overall scores on the PSAS will also
have an attenuated relationship between self-stigma and life satisfaction.

a. For path a, overall self-stigma scores on the ISMI-10 will predict self-
advocacy scores on the PSAS, such that participants who endorse overall
higher scores on the ISMI-10 will endorse lower overall scores on the PSAS.

b. For path b, overall self-advocacy scores on the PSAS will predict overall life
satisfaction scores on the Q-LES-Q-18, such that participants who endorse
overall higher scores on the PSAS will endorse overall higher scores on the Q-
LES-Q-18.

c. For path c, overall self-stigma scores on the ISMI-10 will predict overall life
satisfaction scores on the Q-LES-Q-18, such that participants who endorse
higher overall scores on the ISMI-10 will endorse overall lower scores on the
Q-LES-Q-18.

Exploratory Analyses

Exploratory analyses on individual diagnoses were also conducted. Correlations

and analysis of variance (ANOVA) were conducted on each of the SPMI diagnoses to

determine whether differences existed between the ISMI-10, PSAS, and Q-LES-Q-18.
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CHAPTER Il
METHOD
Participants
A total of 408 individuals participated in the study, with 369 participants

completing the entire set of questionnaires. Individuals were eligible to complete the
study if they were diagnosed with SMPI, at any point in their lifetime, as defined by
Carey and Carey (1999). These diagnoses included schizophrenia, schizoaffective
disorder, bipolar disorder (types I and I1), MDD, ASD, and OCD. Effect size analyses as
determined by Cohen (1992), indicated that a minimum of 210 participants was necessary
to achieve a moderate effect size at the .05 level.

Recruitment

Participants were recruited from social media sites, including Reddit and

Facebook, and the SONA research system at Texas Woman’s University. Reddit groups
consist of individual forums that members self-elect or subscribe into. At the time of the
study, these forums had the following number of subscribers: r/schizophrenia (10,697),
r/schizoaffective (2,054), r/bipolar (39,905), r/depression (333,021), r/autism (22,719),
r/OCD (18,984). Individuals were asked to include the method through which they were
recruited in order to assess whether the sampling method had an influence on results.
Participants were offered the chance to enter a drawing for a $50 Amazon gift card in
exchange for participation in the study. SONA participants were recruited from

undergraduate students at Texas Woman’s University who were enrolled in Introduction
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to General Psychology or Developmental Psychology courses. These students were

given course credit in exchange for participation in lieu of the gift card drawing.
Instruments

Demographics

A demographics questionnaire was administered which asked information about
participants’ age, sex, sexual orientation, gender identity, race/ethnicity, veteran status,
diagnosis, years diagnosed, current and previous psychological/psychiatric treatment, and
self-advocacy actions. The advocacy questions were partially based on suggestions by
Corrigan et al. (2001) regarding methods individuals can employ to reduce stigma
associated with mental illness (see Appendix E).

Internalized Stigma of Mental IlIness Inventory (ISMI-10)

Participants completed the ISMI-10, which is a measure designed to assess
negative beliefs that individuals may have about themselves as a result of a mental health
diagnosis (Boyd et al., 2014b). Questions used a Likert scale with responses from 1
(strongly disagree) to 4 (strongly agree). This measure examines alienation (e.g., I don’t
socialize as much as | used to because my mental illness might make me look or behave
“weird”), discrimination experience (e.g., People ignore me or take me less seriously just
because I have a mental illness), social withdrawal (e.g., | stay away from social
situations in order to protect my family or friends from embarrassment), stereotype
endorsement (e.g., I can’t contribute anything to society because I have a mental illness),

and stigma resistance (e.g., | can have a good, fulfilling life, despite my mental illness)
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(Boyd et al., 2014b; Ritscher et al., 2003). Originally developed as a 29-item measure by
Ritscher et al., (2003), Boyd et al. (2014b) created a shortened version of this scale which
continued to share similar psychometric properties. The internal consistency reliability
for the ISMI-10 was o= 0.75 (compared to o= .90 for the original measure). The scale
also was shown to have convergent validity revealed by a significant correlation between
the ISMI-10 and the ISMI-29 (r=.94) (see Appendix F).
Patient Self-Advocacy Scale (PSAS)

The Patient Self-Advocacy Scale (PSAS) was developed by Brashers, et al.
(1999) to measure engagement in self-advocacy activities in individuals with HIV/AIDS.
Participants completed a 12-item assessment which consists of a Likert scale from 1
(strongly agree) to 5 (strongly disagree). The PSAS has three subscales which can assess
for increased illness and treatment education (e.g., | actively seek out information on my
illness), increased assertiveness in health care interactions (e.g., | frequently make
suggestions to my physician about my health care needs), and increased potential for
nonadherence to treatment (e.g., If [ am given a treatment by my physician that I don’t
agree with, | am likely to not take it). The overall scale was shown to have high internal
consistency reliability (= 0.78). The scale was also shown to have high convergent
validity and be a good measure of the construct of self-advocacy as determined by
significant correlations with similar measures, including the Desire for Control Scale (r=
.26), Desire for Autonomy Scale (r=.65), Health Locus of Control Scale (r=.02), and the

Health Opinion Survey (r=.63). (Brashers et al., 1999) (see Appendix G).

59



Quality of Life Enjoyment and Satisfaction Questionnaire (Q-LES-Q-18)
Participants completed the Quality of Life Enjoyment and Satisfaction
Questionnaire (Q-LES-Q-18), which was developed by Ritsner et al. (2005) to measure
subjective well-being in the context of health conditions, including mental disorders. The
Q-LES-Q-18 consists of 18 items using a 5-point Likert scale, which asks participants to
rate the frequency of each item over the last week (e.g., felt good physically), with a
score of 1 indicating not at all or never, and a score of 5 indicating frequently or all the
time. Five domains are assessed on the abbreviated scale: (a) physical health (e.g., how
much of the time have you felt in at least very good physical health?); (b) subjective
feelings (e.g., how much of the time have you felt happy or cheerful?); (c) leisure time
(e.g., how often did you enjoy leisure activities?); (d) social relationships (e.g., during the
past week how often have you looked forward to getting together with friends or
relatives?); and (e) satisfaction with medication (e.g., how satisfied have you been with
your medication?) (Ritsner et al., 2005). The original 60-item measure, the Q-LES-Q was
reduced to 18-items in order to save time. However, the shortened version appears to
have similar psychometric properties as the original. This shortened version was
assessed to have moderate to high internal consistency reliability (o= 0.74 to 0.97), as
well as high construct validity as measured by a significantly higher score for clients
diagnosed with mental illness than those without a diagnosis (Ritsner et al., 2005) (see

Appendix H).
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Procedure

Participants were recruited via social media sites, including Facebook and Reddit,
as well as a SONA pool at a small, local, university. Specifically, individuals who
participated as members in mental health forums (e.qg., r/schizophrenia, r/bipolar) were
solicited to take part in the study. Participants were asked how they heard about the
study to assess whether sampling location influences responses. A link was shared via a
social media post that individuals can then click on to be directed to the study.
Participants were asked to complete a Demographics Questionnaire, Attitudes Toward
Mental Health Scale, ISMI-10, and the Q-LES-Q-18 scale which took approximately 15-
30 minutes, and which was administered by PsychData and stored on a secure server.
Individual data was kept confidential and anonymous, and individuals were instructed
that they may discontinue participation in the study at any time. Those who completed
the study were directed to a resource page with contact information for national mental
health service organizations. In addition, participants could choose to enter their name
and email into a drawing for a $50 gift Amazon gift card at the end of the study. If
participants chose to enter this drawing, they were redirected to a separate window where

they could enter their contact information separate from the questionnaires.
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CHAPTER IV
RESULTS

A total of 408 participants completed the study, with an average age of 24.08
(SD=7.79), including 82 males and 326 females. Of this number, 77 identified as men,
306 as woman, 16 as transgender/trans, 4 as gender non-conforming, and 5 as other. In
addition, 240 participants identified as European/White/Caucasian, 47 as African/Black,
59 as Latino/a, 2 as Arab/Middle-Eastern, 20 as Asian, 33 as two or more races, and 7 as
other. A total of 246 participants reported taking medication for their mental health. Of
the participants who completed the study, 369 individuals completed all of the
questionnaires (see Table 1). Of the 369, 87 participants provided a psychiatric diagnosis
of “other,” with an additional explanation provided. Some of these individuals endorsed
multiple diagnoses, which were recoded according to whether an SPMI diagnosis was
met. If the person endorsed having an SPMI diagnosis along with a non-SPMI diagnosis
(e.g., generalized anxiety disorder), they were recoded into the corresponding SPMI
category. If two or more SPMI diagnoses were provided, they were recoded into the “2
or more” category. Additional categories of generalized anxiety disorder, attention-
deficit/hyperactivity disorder, and posttraumatic stress disorder were added due to a
significant number of individuals listing these conditions as a primary diagnosis (with no
SPMI diagnosis). Diagnoses that were ambivalent, such as “depression,” or “anxiety,”

were recoded into the most closely related SPMI category based upon listings in the
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DSM-5 (APA, 2013). For example, “depression” was coded into the Major Depressive
Disorder (MDD) category as MDD is a part of the depressive disorders listing.

Lastly, an additional 32 individuals were excluded due to identifying as not
having a diagnosis, or providing a non-psychiatric diagnosis (e.g., stutter). The total
number of participants in each category was as follows: Schizophrenia (n=7),
Schizoaffective Disorder (n=31), Major Depressive Disorder (MDD; n=173), Bipolar
Disorder (BD; n=53), Autism Spectrum Disorder (ASD; n=18), Obsessive-Compulsive
Disorder (OCD; n=58), Generalized Anxiety Disorder (GAD; n= 12), Attention-
Deficit/Hyperactivity Disorder (ADHD; n= 4), Posttraumatic Stress Disorder (PTSD; n=
7), Other (n=7), and 2 or more SPMI diagnoses (n=6). Not all participants completed
all measures as some only completed demographic information and/or one or two of the
questionnaires.

For the MDD group, 168 participants completed the ISMI and PSAS, while 159
completed the Q-LES-Q-18 (see Tables 1 and 3). For the BD group, 52 participants
completed the ISMI, while 49 completed the PSAS and Q-LES-Q-18 (see Tables 2 and
3). For the ASD group, 15 participants completed the ISMI, while 13 completed the
PSAS and Q-LES-Q-18. For the OCD group, 56 participants completed the ISMI, 54
completed the PSAS, and 52 completed Q-LES-Q-18. For the GAD group, 11
participants completed the ISMI, PSAS, and Q-LES-Q-18. For the Other category, 5

participants completed the ISMI, PSAS, and Q-LES-Q-18.
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Table 1

Demographics Information

Demographics N
Sex

-Male 82
-Female 326
Sexual Orientation

-Heterosexual 257
-Gay 18
-Leshian 12
-Bisexual 87
-Other 34
Gender Identity

-Man 77
-Woman 306
-Transgender/Trans 16
-Gender Non-Conforming 4
-Other 5
Race

-European/White/Caucasian 240
-African/Black 47
-Latino/a 59
-Arab/Middle-Eastern 2
-Asian 20
-Two or more races 33
-Other 7
Veteran

-Veteran 13
-Active Duty 1
-Never in the military 394
How heard about study

-Reddit 210
-Facebook 8
-Family/Friend 3
-SONA 186
-Other 1

Note. Mean age was 24.07 years (SD= 7.79); Average years since diagnosis was 5.60
years (SD=5.54)
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Table 2

Reliability Statistics

Scale Cronbach’s Mean Variance Standard
Alpha Deviation
ISMI-10 74 21.59 20.76 4.56
PSAS .81 31.84 69.23 8.32
-Education .88 9.68 22.02 4.69
-Assertiveness .70 11.05 10.84 3.29
-Nonadherence .76 11.10 12.53 3.54
Q-LES-Q-18* .93 52.03 177.89 13.34
-Physical .88 11.47 14.98 3.87
health
-Subjective .85 15.55 20.13 4.49
feelings
-Leisure time .79 9.46 7.16 2.68
activity
-Social .85 15.55 22.25 4.72

relationships

Note. ISMI: Internalized Stigma of Mental Iliness Scale; PSAS: Patient Self-Advocacy
Scale; Q-LES-Q-18: Quality of Life Enjoyment and Satisfaction Questionnaire

*The Q-LES-Q-18 calculations did not include item-18, which asked about satisfaction
with medication using a yes or no answer choice. This item was also not included in the

total scores.
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Table 3

Means and Standard Deviations for individual diagnoses on the Internalized Stigma of
Mental Iliness Scale (ISMI)

Diagnosis ISMI Total Score Mean
Schizophrenia 2.51 (0.46)
Schizoaffective 2.24 (0.85)
MDD 2.17 (0.46)
BD 2.18 (0.39)
ASD 1.94 (0.34)
OCD 2.09 (0.57)
GAD 2.07 (0.29)
ADHD 1.90 (0.14)
PTSD 2.09 (0.49)
Other 2.52 (0.34)
2 or more 2.17 (0.43)

Note. Range of scores possible is 1-5 for each item, with higher scores indicating higher
levels of stigma. Standard deviations are reported in parentheses.

MDD: Major Depressive Disorder

BD: Bipolar Disorder

ASD: Autism Spectrum Disorder

OCD: Obsessive-Compulsive Disorder

GAD: Generalized Anxiety Disorder

ADHD: Attention-Deficit/Hyperactivity Disorder

PTSD: Post-Traumatic Stress Disorder
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Table 4

Means and Standard Deviations for individual diagnoses on the PSAS Total and

Subscales

Diagnosis PSAS Total? PSAS-E° PSAS-A° PSAS-N°
Schizophrenia 2.56 (0.69) 1.96 (1.40) 3.00 (0.83) 2.71(0.71)
Schizoaffective ~ 2.52 (0.85) 2.08 (1.15) 2.93 (1.07) 2.93 (0.89)
MDD 2.73 (0.64) 2.55 (1.19) 2.82 (0.79) 2.81 (0.86)
BD 2.53 (0.74) 2.61 (0.86) 2.72 (0.86) 2.72 (0.92)
ASD 2.24 (0.44) 1.71 (0.87) 2.63 (0.79) 2.38 (0.79)
OCD 2.71 (0.67) 2.55 (1.14) 2.78 (0.66) 2.81 (0.91)
GAD 2.74 (0.66) 2.63 (1.10) 2.76 (0.87) 2.80 (0.73)
ADHD 3.38 (0.57) 3.13(0.83) 3.50 (1.22) 3.50 (0.20)
PTSD 2.50 (0.61) 2.36 (0.97) 2.71 (0.70) 2.43 (0.83)
Other 2.66 (0.78) 2.35 (1.22) 3.05 (1.15) 2.60 (1.30)
2 or more 2.32 (1.12) 2.13 (1.43) 2.88 (0.93) 1.96 (1.42)

Note: Lower scores indicate higher levels of self-advocacy
abcdRange of scores is 1-5 for each item.
Standard deviations are reported in parentheses.

MDD: Major Depressive Disorder

BD: Bipolar Disorder

ASD: Autism Spectrum Disorder

OCD: Obsessive-Compulsive Disorder

GAD: Generalized Anxiety Disorder
ADHD: Attention-Deficit/Hyperactivity Disorder

PTSD: Post-Traumatic Stress Disorder
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Table 5

Means and Standard Deviations for individual diagnoses on the Q-LES-Q-18 Total and

Subscales
Diagnosis Total®*  Physical Subjective Leisure Social
Health® Feelings® Activity Relationships®

Schizophrenia  57.29  2.64 (0.99) 3.09 (0.95) 3.48 (0.47) 3.03 (0.58)
(10.50)

Schizoaffective 53.04  2.69 (1.01) 2.95 (0.93) 3.13 (0.86) 2.93 (1.06)
(14.49)

MDD 52.80 2.62(0.93) 2.93 (0.84) 2.95 (0.88) 2.94 (0.89)
(13.37)

BD 58.41 3.12(0.89) 3.27 (0.92) 3.20 (0.98) 3.18 (0.91)
(13.97)

ASD 58.54  2.81(0.85) 3.28 (0.73) 3.51 (1.06) 2.98 (0.89)
(11.69)

OCD 63.54  3.41(0.86) 3.52 (0.98) 3.47 (0.78) 3.54 (0.98)
(12.12)

GAD 60.18  3.09 (0.87) 3.11 (0.93) 3.52 (0.69) 3.24 (1.14)
(13.96)

ADHD 68.00 3.38 (1.48) 3.75 (1.28) 3.50 (0.33) 4.20 (0.59)
(15.77)

PTSD 60.43  3.46 (1.29) 3.40 (0.69) 3.10 (0.94) 3.06 (0.86)
(14.62)

Other 51.60 2.60 (0.63) 2.72 (0.63) 2.93 (0.49) 2.92 (1.02)
(10.06)

2 or More 58.67 2.29 (0.70) 2.97 (0.50) 3.83 (0.96) 3.73 (0.63)
(6.45)

Note. Higher scores indicate higher quality of life. Standard deviations are reported in

parentheses.

% Range of scores possible are 17-85

b, c,

MDD: Major Depressive Disorder
BD: Bipolar Disorder
ASD: Autism Spectrum Disorder

OCD: Obsessive-Compulsive Disorder

GAD: Generalized Anxiety Disorder
ADHD: Attention-Deficit/Hyperactivity Disorder

PTSD: Post-Traumatic Stress Disorder
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Statistical Analyses

Hypothesis 1 predicted that self-advocacy would partially mediate the relationship
between self-stigma and life satisfaction. A mediation analyses was used to assess
whether, and how strongly, self-advocacy attenuates the relationship between self-stigma
and life satisfaction for Hypothesis 1a, 1b, and 1c. According to Baron and Kenny
(1986), mediation analyses examine the relationship between two variables while also
examining whether, and how much, a third variable may impact the relationship between
these two variables. Specifically, regression analyses were performed to determine
whether self-stigma predicted self-advocacy (a), whether self-advocacy predicted life
satisfaction (b), and whether self-stigma predicted life satisfaction (c) (see Figure 1).

The relationship between x (i.e., self-stigma) and y (e.qg., life satisfaction) is a
measure of the total effects of the independent variable (V) on the dependent variable
(DV). In a full mediation, the relationship between x and y will disappear (i.e., become
non-significant) when the mediator variable is controlled for. In other words, when a
mediating variable (i.e., self-advocacy) is controlled for, the effect of x on y will be zero.
This controlled path is referred to as ¢’ and is the direct effect of the IV on the DV (see
Figure 1) (Baron & Kenny, 1986).

In a partial mediation, the relationship between x and y will be attenuated when
the mediator variable is controlled for, although the effect of x on y will not be zero. This
means that at least a portion of the variability seen in the relationship between the IV and

DV can be attributed to the mediator variable (Baron & Kenny, 1986).
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Lastly, when conducting a mediation, the indirect effect can be expressed via the
following equation:

total effect=direct effect + indirect effect or c=c¢’ + ab

This indirect effect can be thought of as the “amount of mediation” in the model
and is equal to the reduction of the IV on the DV (Baron and Kenny, 1986). Once this
effect is calculated, it is important to understand whether the difference between c and ¢’
is significant. For the purposes of this study, the Sobel test was utilized (Sobel, 1982).

The Sobel test is considered a conservative measure of standard error (expressed
as z), and assumes that a and b are independent paths (MacKinnon, Warsi, & Dwyer,
1995; Sobel, 1982). This test also assumes a symmetrical distribution. This study
utilized the Sobel Test at significance level of p<.05.

Effect size was also calculated. According to Preacher and Kelley (2011), effect
sizes are important when reporting results in psychological sciences. One reason for this
is so the magnitude of effects can be understood, rather than viewed as merely
statistically significant. Preacher and Kelley recommend using the magnitude of the
indirect effect relative to the indirect effect as the most efficient measure of effect size in
mediation (k%) because this is a standardized measure. In addition, Preacher and Kelley
recommend that researchers calculate multiple measures of effect size in order to provide
more detailed information. Another measure of effect size that was also utilized in this

study is the unstandardized indirect effect (ab). This study also followed guidelines
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suggested by Cohen (1988), to determine the value of effect size. Small, medium, and
large effect sizes are determined by as .01, .09, and .25, respectively.
Reliability

Reliability analyses for internal consistency were conducted on each measure of
the study, which has been provided in Table 2. Cronbach’s alpha for the ISMI-10 (10
items) was .74, .81 for the PSAS (12 items), and .93 for the Q-LES-Q-18 (17 items),
which indicate moderate to high reliability. Only 17 items were included in all
calculations for the Q-LES-Q-18 as question 18 asked about medication satisfaction on a
yes/no scale and was therefore not included in the average score. This is consistent with
previous usages of the scale (Ritsner et al., 2005). Subscales of these measures also
indicated moderate to high reliability with Cronbach’s alpha for the PSAS Education
subscale (4 items) at .88, .70 for the PSAS Assertiveness subscale (4 items), and .76 for
the PSAS Nonadherence scale (4 items). The Q-LES-Q-18 subscales also indicated high
reliability with Cronbach’s alphas for Physical health at .88, .85 for Subjective feelings,
.79 for Leisure time activity, and .85 for Social relationships. These findings were
similar to those reported in previous studies (Boyd et al., 2014a; Brashers et al., 1999;
Ritsner et al., 2005).

Exploratory Analyses

Exploratory analyses were also conducted on all scales (see Tables 3-5) which

found a significant difference in life satisfaction based on diagnosis, F(11,369) = 3.70, p<

.01, eta?= 0.10, with diagnosis accounting for 10% of the variability. Individuals
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diagnosed with MDD tended to score lower on the Q-LES-10 (indicating a lower level of
life satisfaction) than those diagnosed with OCD (see Table 5 for group means).

Significant differences were found on the Q-LES-Q-18 Physical Health (PH)
subscale as well, F(10,340) = 4.16, p< .01, eta’=0.11, with diagnosis accounting for 11%
of the variability. The PH subscale assessed for satisfaction in physical health domains
of life (e.g., “During the past week how much of the time have you felt good
physically?”’), with higher levels indicating greater satisfaction with physical health.
Significant differences were found between diagnoses for scores on the PH subscale,
specifically between those diagnosed with schizoaffective disorder and OCD, as well as
between those with MDD and OCD. Significant differences were not found between
other diagnoses on the PH subscale (see Table 5 for group means).

There were also significant differences on the Q-LES-Q-18 Subjective Feelings
(SF) subscale, F(10, 340) = 2.49, p< .01, eta?= 0.07, with diagnosis accounting for 7% of
the variability. The SF subscale measures for subjective feelings of life satisfaction (e.g.,
“During the past week how much of the time have you felt happy or cheerful?”).
Significant differences were found between diagnoses for scores on the SF scale (with
higher scores indicating higher levels of life satisfaction), specifically between
individuals diagnosed with MDD and OCD. Significant differences were not found
between SF scores between other diagnoses. Similarly, significant differences were also
found on the Q-LES-Q-18 Leisure Activity (LA) subscale, F(10, 340) = 2.60, p< .05,

eta’=0.072, with diagnosis accounting for 7% of variability. The LA scale assessed for
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how frequently an individual engages in leisurely activity (e.g., “How often did you
concentrate on the leisure activities and pay attention to them?”’) with higher scores
indicating higher levels of satisfaction in leisure activity. Scores on this scale varied
significantly between diagnoses, specifically with individuals diagnosed with Major
Depressive Disorder scoring lower on this scale than individuals diagnosed with OCD.
Significant differences were not found between any other diagnoses on the LA scale.
Lastly, significant differences were found on the Q-LES-Q-18 Social Relationships (SR)
subscale, F(10, 340) = 2.75, p< .01, eta’= 0.08, with diagnosis accounting for 8% of
variability. The SR subscale assessed for relationships with others (e.g., “During the past
week how often have you enjoyed talking with co-workers or neighbors?”), with higher
scores indicating greater levels of satisfaction with relationships. Significant differences
were found between SR subscale scores, specifically between individuals diagnosed with
Major Depressive Disorder and OCD (see Table 5 for group means). Significant
differences were not found between SR scores between other diagnoses.
Correlations

The researcher also ran correlations for each of the measures administered in the
study, as well as the subscales of each of these measures (see Table 6). Analyses
revealed that several measures utilized in this study were significantly correlated with
each other. Specifically, the ISMI and Q-LES-Q-18 were correlated (R?= -.456, p< .01).
The Q-LES-Q-18 Physical Health (R’= -.298, p< .01), Subjective Feelings (R*= -.460, p<

.01), Leisure Time (R?= -.279, p< .01), and Social Relationships (R*= -.444, p< .01)
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subscales were also significantly correlated. The PSAS Education subscale and the Q-
LES-Q-18 Leisure Time Activity subscale (R*= -.115, p< .05) were also significantly
correlated, as well as the PSAS Assertiveness subscale and the Q-LES-Q-18 Social
Relationships subscale (R*= -.113, p< .05). In addition, correlations for each of the

individual diagnoses were also calculated, with similar results (see Tables 7-12)
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A mediation analysis was completed to examine whether self-advocacy (PSAS
total score) would mediate the relationship between scores on self-stigma (ISMI total
score) and life satisfaction (Q-LES-Q-18 total score) (see Figure 1). Path a examined the
relationship between self-stigma and self-advocacy and found that scores on the ISMI did
not predict scores on the PSAS (= 0.043, p> .05). Path b examined the relationship
between self-advocacy and life satisfaction and found that scores on the PSAS did not
predict scores on the Q-LES-Q-18 (5= -1.05, p>.05). Path ¢ examined the relationship
between self-stigma and life satisfaction without controlling for self-advocacy and found
that scores on the ISMI did predict scores on the Q-LES-Q-18 (f= -0.46, p< .01). Path
¢’, which also examined the relationship between self-stigma and life satisfaction while
controlling for self-advocacy, found that scores on the ISMI did predict scores on the Q-
LES-Q-18 (f=-0.46, p< .01). However, scores on the PSAS were not found to mediate
the relationship between scores on the ISMI and Q-LES-Q-18 (z= 0.48, p> .05), and thus
hypothesis 1 was not supported.

Given that the majority of participants in this study identified as having MDD
mediation analyses were also ran looking at only participants with this diagnosis. Paths a
(5=0.03, p>.05) and b (= -.08, p>.05) were non-significant. Paths c (f=-0.59, p<.01)
and ¢’ (f=-0.59, p< .01) were significant. However, a Sobel test determined that this
difference was not significant (z= -0.36, p> .05), also indicating that self-advocacy did

not mediate the relationship between self-stigma and life satisfaction.
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a
B=-0.03, p>.05

Self-Stigma

Self-Advocacy

B=-.05, p>.05

C
B=-0.46 p<.01
o
B=-0.46, p<.01
7=-0.48, p>.05

Figure 1. Diagram of mediation analyses conducted.
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CHAPTER V
DISCUSSION

The purpose of this study was to determine whether self-advocacy would mediate
the relationship between self-stigma and life satisfaction. Results from the study found
that self-advocacy did not mediate the relationship between self-stigma and life
satisfaction. This appears to be contradictory to previous research that indicated that self-
efficacy, a closely related concept to self-advocacy, did mediate this relationship
(Greenley, et al., 1987; Hinshaw, 2009; Mashiach-Eizenberg et al., 2013; Riisch et al.,
2010).

There are several explanations for why self-advocacy did not mediate the
relationship between self-stigma and life satisfaction. Firstly, participants were not
evenly distributed across the various diagnoses. Most of the participants in this sample
identified as having MDD (n= 173), with schizophrenia having the lowest number of
participants (n=7). Therefore, it is possible that this study captured the results of self-
advocacy as a mediator in individuals diagnosed with MDD rather than SPMI (mediation
analyses were also ran after sorting out only participants with MDD with non-significant
results). This may be especially true given that diagnoses which are considered more
severe and dangerous, such as schizophrenia, constituted a lower number of overall
participants. Had more individuals identified with these more severe diagnoses,
significant relationships between self-stigma and self-advocacy, as well as self-advocacy

and life satisfaction, may have been found.
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Given prior research by Ebneter and Latner (2013), which indicated that MDD is
stigmatized more than some other illnesses, it is also possible that self-advocacy is not
enough to overcome the effects of self-stigma, which could explain the lack of
correlations found between scores on the ISMI and PSAS. In addition, the nature of the
disease of depression, which can lead to negative thoughts about life in general, may
counteract some of the positive aspects of self-advocacy that have previously been seen
in other studies.

Another possible factor that may explain the lack of correlation between the ISMI
and PSAS and PSAS and Q-LES-Q-18 is the possibility of self-diagnosis as the study did
not ask for how individuals received a diagnosis. This study employed several self-report
measures that asked individuals to provide their primary diagnosis. It is possible that at
least some of the participants were “self-diagnosed,” and had not received a formal
diagnosis from a qualified professional, which this study did not assess for. According to
Giles and Newbold (2011), many users tend to self-diagnose especially in user-led
forums, rather than receiving a professional psychiatric or psychological evaluation. The
authors state that individuals may do this by reading about symptoms related to each
disorder and/or taking short online quizzes to obtain a diagnosis. It is therefore possible
the study did not actually capture individuals with SPMI, as diagnoses were not
independently verified.

The concept of self-efficacy and self-advocacy may also not be as closely linked

as previously thought. Brody et al. (2016) postulated that self-advocacy, active coping,
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and utilizing resources are all part of the definition of self-advocacy. It is possible that
self-advocacy is not truly a part of the definition of self-efficacy and/or that all
components may be necessary to see any impact. It may be that each of these
components combines to create a synergistic effect, which would not be significant if the
components were studied separately.

The concept of self-stigma may have differed from what was actually measured
on the ISMI. Tucker et al. (2013) found that there were nuances of self-stigma.
Specifically, the authors examined the concepts of general self-stigma and help-seeking
stigma. In the study, the ISMI was utilized to determine levels of general self-stigma, but
not necessarily attitudes toward help-seeking. The PSAS examined how frequently
individuals engaged in self-advocacy behavior but not their overall attitudes toward help-
seeking. Therefore, it is possible that the participants in this study could have endorsed
lower levels of overall self-stigma but higher levels of help-seeking stigma, which could
explain the lack of correlation between the ISMI and PSAS scales, as well as between the
PSAS and Q-LES-Q-18. However, when means on the ISMI and PSAS found in this
study were compared to original literature, they were found to be comparable (Boyd et
al., 2014a; Brashers et al., 1999).

The current study found significant differences between individual diagnoses. In
general, it appeared that ADHD and ASD were the least stigmatized of the diagnoses
included in the study, while schizophrenia and schizoaffective disorder were the most

stigmatized. ASD had the highest level of self-advocacy, while ADHD had the lowest
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levels of self-advocacy. Lastly, individuals with ADHD endorsed higher levels of life
satisfaction while participants in the Other condition endorsed the lowest levels.

This difference in stigma related to diagnosis may also explain why individuals
with MDD tended to score lower on life satisfaction compared to individuals with OCD.
It should be noted, however, that the ranges of means across diagnoses for the ISMI-10,
PSAS, and Q-LES-Q-18 in this study, were similar to those found in the original studies
that these measures were normed on (and which examined psychiatric populations)
(Boyd et al., 2014b; Brashers, et al., 1999; Ritsner et al., 2005).

Limitations

This study had several limitations. Firstly, this study relied on self-report for a
diagnosis. Since diagnoses were not independently verified, it is impossible to determine
if a professional had given the reported diagnosis or if the diagnosis was a result of a self-
diagnosis. Therefore, the results of this study may not accurately reflect having an SPMI
diagnosis.

Another limitation of this study was that individuals self-selected to participate. It
is likely that individuals who completed this study were already more likely to engage in
self-advocacy and/or were more involved in understanding the symptoms of their
diagnosis. Therefore, these individuals were also likely to be higher functioning and may
only be a subsample of individuals with an SPMI diagnosis. Individuals who are lower
functioning may not be as able to engage in self-advocacy activities as frequently as

individuals in this study, and/or may not be as impacted by self-stigma depending on
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awareness or acceptance of their diagnosis. Research suggests that cognitive
impairments could impact the ability to self-advocate, which this study also did not assess
for. Therefore, it is possible that individuals’ cognitive functioning was significantly
impacted to a level where their psychosocial functioning was impacted, and therefore low
levels of self-advocacy may reflect a lack of ability rather than a lack of effort or desire.

It is possible that individuals might endorse self-stigma but also integrate this
information into their identity, which may serve as a protective buffer against this stigma.
Research has indicated that this is true for BD and ASD (Cooper et al., 2017; Michalak et
al., 2011). It may be possible that this also holds true for other mental illnesses.

Considerations for Practice

The results of this study suggest that life satisfaction may differ according to
diagnosis. Specifically, the results of this study revealed that those with OCD indicated
higher levels of life satisfaction than those with MDD. Clinicians should consider that
life satisfaction across SPMI diagnoses is not uniform, and this information should be
taken into consideration when treating individuals. Specifically, it may be important to
understand the factors that influence life satisfaction for each of these diagnostic groups.

Considerations for Research

Overall, these results indicate that future studies may seek to examine individual
SPMI diagnoses within a different setting (e.g., internet forum vs. mental health agency).
In addition, different types of self-stigma should be explored, including attitudes toward

help-seeking behavior. Thirdly, exploring how each of the SPMI diagnoses in this study
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is viewed by society is also warranted. Specifically, considering how these diagnoses
compare to one another in regards to self-stigma and self-advocacy may be helpful in
determining how best to assist individuals who have these diagnoses. Clarifying how
individuals received a diagnosis (e.g., by a mental health professional) should be gathered
in future studies. Fourthly, the addition of cognitive measures into future studies may
help to clarify the degree of cognitive impairment participants are experiencing. This
would provide the ability to distinguish lack of ability from lack of effort or desire.
Fifthly, examining how many years have passed since initial diagnosis and how this
impacts scores on self-stigma, self-advocacy, and life satisfaction may also be important
to determine whether this variable has any impact on long-term outcomes. Lastly, it may
be important to explore what role identity plays in self-stigma and life satisfaction, and

whether integrating one’s diagnosis into one’s identity protects against stigma.
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Instituti onal Review Board

Office of Research and Sponsored Programs
P.0. Box 425619, Denton, TX 76204-5619
940-898-3378

EXAS WOMAN'S UNIVERSITY | email: IRB@twu.edu

https://www.twu.edu/institutional-review-board-irb/
DENTON DALLAS HOUSTON

DATE: August 21, 2018

TO: Ms. Heather Cornett
Psychology & Philosophy

FROM: Institutional Review Board (IRB) - Denton

Re:  Approval for Self-Advocacy Among Individuals with a Severe and Persistent Mental lliness
(SPMI) (Protocol #: 20209)

The above referenced study has been reviewed and approved by the Denton IRB (operating under
FWA00000178) on 8/21/2018 using an expedited review procedure. This approval is valid for one
year and expires on 8/21/2019. The IRB will send an email notification 45 days prior to the expiration
date with instructions to extend or close the study. It is your responsibility to request an extension for
the study if it is not yet complete, to close the protocol file when the study is complete, and to make
certain that the study is not conducted beyond the expiration date.

If applicable, agency approval letters must be submitted to the IRB upon receipt prior to any data
collection at that agency. A request to close this study must be filed with the Institutional Review
Board at the completion of the study. Because you do not utilize a signed consent form for your
study, the filing of signatures of subjects with the IRB is not required.

Any modifications to this study must be submitted for review to the IRB using the Modification
Request Form. Additionally, the IRB must be notified immediately of any adverse events or
unanticipated problems. All forms are located on the IRB website. If you have any questions, please
contact the TWU IRB.

cc. Dr. Shannon Rich Scott, Psychology & Philosophy
Dr. Claudia Porras, Psychology & Philosophy
Graduate School
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Office of Research and Sponsored Programs
P.O. Box 425619, Denton, TX 76204-5619
940-898-3378

EXAS WOMAN'S UNIVERSITY | €mail: IRB@twu.edu

https://www.twu.edu/institutional-review-board-irb/

S
DENTON DALLAS HOUSTON

DATE: September 21, 2018

TO: Ms. Heather Cornett
Psychology & Philosophy

FROM: Institutional Review Board - Denton

Re:  Notification of Approval for Modification for Self-Advocacy Among Individuals with a Severe
and Persistent Mental lliness (SPMI) (Protocol #: 20209)

The following modification(s) have been approved by the IRB:

The Pl will add the SONA research system to recruit participants. SONA participants will receive
research credit and will not be eligible for the gift card drawing. Therefore, a separate SONA specific
link will be posted so that SONA participants cannot enter the gift card drawing.

cc. Dr. Claudia Porras, Psychology & Philosophy
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Hello,

You are being invited to participate in a research study for Heather Cornett’s dissertation
at Texas Woman’s University. The purpose of the current study is to examine the role of
self-advocacy in those with a severe and persistent mental illness (SPMI) and how it
relates to self-stigma and life satisfaction. The research is intended to supply the
researcher with information about strategies that could improve life satisfaction in
individuals diagnosed with an SPMI. Completion time for the survey is approximately
15-25 minutes. Participants are only allowed to participate once in the current study. In
exchange for your participation, you may optionally choose to be entered into a drawing
for a $50 Amazon gift card.

Eligibility requirements for participants include:

(a) Must be at least 18 years of age or older.

(b) Must have been diagnosed with one of the following at any point in your life:
Major Depressive Disorder, Bipolar Disorder (I or I1), Obsessive-Compulsive
Disorder (OCD), Schizoaffective Disorder, Schizophrenia, or Autism
Spectrum Disorder.

(c) Must not have been diagnosed with an Intellectual Disability.

Participation in this study is voluntary and participants may withdraw from the study at
any time without penalty. This study has been approved by Texas Woman’s University
Institutional Review Board. Please click on the following link to view the informed

consent document and to participate in the study:

https://www.psychdata.com/s.asp?SID=182974
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There is a potential risk of loss of confidentiality in all email, downloading, and Internet
transactions. Thank you in advance for you time. Your participation will contribute to

the researcher’s body of research on the topic of severe and persistent mental illness.

Thank you,
Heather Cornett
Ph.D. Candidate

Texas Woman’s University
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Consent Form
TEXAS WOMAN’S UNIVERSITY

CONSENT TO PARTICIPATE IN RESEARCH

Title: Self-Advocacy Among Individuals with Severe and Persistent Mental Iliness (SPMI)

Investigator and Advisors: Heather Cornett.................oooviiviiiiiininininnn.n. hcomett@twu.edu
Claudia Porras Pyland (Advisor)..........c.cceuenenn. cporras 1 @twu.edu

Explanation and Purpose of the Research

You are being asked to participate in a study by Heather Cornett completed under the supervision of Claudia Porras
Pyland, Ph.D. at Texas Woman’s University. The purpose of this study is to fulfill research requirements associated
with Ms. Cornett’s dissertation. This study consists of questionnaires related to your diagnosis with a severe and
persistent mental illness (SPMI). The purpose of this study is to examine the role of self-advocacy among individuals
diagnosed with SPMI.

Description of Procedures

As a participant in this study you will be asked to spend approximately 15-25 minutes of your time on a series of
questions. You will first be directed to read and sign a consent form and fill out a short demographic survey. You will
then be directed to the study. Once you have completed the study you will redirected to a page where you may
optionally choose to provide your contact information for entry into a drawing for a $50 Amazon gift card. In order to
be a participant in this study, you must be at least 18 years of age or older and have been diagnosed with one of the
following mental disorders: Major Depressive Disorder, Bipolar Disorder (I or 11), Obsessive-Compulsive Disorder
(OCD), Schizoaffective Disorder, Schizophrenia, or Autism Spectrum Disorder.

Potential Risks

There is a possible risk involving loss of confidentiality. Confidentiality will be protected to the extent that is allowed
by law. All participants’ responses and personal information will be kept confidential. There is a potential risk of loss
of confidentiality in all email, downloading and Internet transactions. You will not be asked to share your name or
other personally identifying information for the study. The primary investigator and her advisor will be the only
individuals who will have access to the data. The results of each study may be presented in either conferences and/or
scientific publications, without any identifying information.
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There is also the possible risk of fatigue. You may take breaks as needed. Another possible risk includes loss of
time. You have been selected on a volunteer-basis only. You have been informed about the duration of the study. You

may choose to leave the study at any time without penalty.

You may also experience emotional discomfort as a result of your participation in this study. Again, you may choose
to stop participation in this study at any time without penalty. In addition, a list of resources has been included below
and at the end of the survey which you may contact for information regarding therapy and mental health treatment.
Crisis information is also listed. If you are in immediate crisis please call 911 or go to your nearest emergency

room.

Mood trigger is another potential risk of this study. Some of the questions you may be asked could trigger potential
mood symptoms. You may discontinue the study at any time without penalty. You may also take breaks if needed
during the study. Lastly, a list of mental health resources has been included below and at the end of the survey that you
may consult as needed. Again, if you are in immediate crisis please call 911 or go to your nearest emergency

room.

Lastly, coercion is a potential risk of this study. This study is completely voluntarily and confidential. Any provider
you are currently receiving treatment will not be able to access any records as part of this study. In addition, all
information entered into this study will be confidential. You may discontinue participation in this study at any time

without penalty.
Disclaimer

The researchers will work to prevent any possible concerns or problems that could arise during this study. You should
let the researchers know at once if there is a problem and they will assist you accordingly. However, TWU does not
provide medical services or financial assistance for injuries that might happen because you are taking part in this

research.

The following is a list of resources that you may contact for additional information regarding therapy:

American Psychological Association Psychologist Locator: http://locator.apa.org/
National Register of Health Service Psychologists: http://www.findapsychologist.org/

Mental Health of America Referrals: http://www.nmha.org/go/searchMHA
Psychology Today Find a Therapist: http://therapists.psychologytoday.com/rms/
National Board for Certified Counselors: http://www.nbcc.org/CounselorFind

If in immediate crisis, please dial 911 or go to your nearest emergency room.
For crisis services, please contact the following organizations:

National Suicide Prevention Hotline: 1-800-273-TALK (8255) or via online chat (suicidepreventionlifeline.org)
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Veterans Crisis Line: 1-800-273-8255, press 1

Participation and Benefits

Your participation is completely voluntary in this study, and you may stop at any time without consequences. In
exchange for completing the study, your name and contact information (if you choose to) will be placed in a drawing
for a $50 Amazon gift card. At the end of the study, you will be provided an URL that you may click on that will
redirect you to a page where you may enter your contact information for the drawing. The researcher hopes that this
research will contribute to a larger body of research on the role that self-advocacy plays in overall life satisfaction
among individuals diagnosed with an SPMI.

Questions Regarding the Study

If you have any questions about the research study you should contact the researchers listed above. If you have any
questions about your right as a participant you may contact the Texas Woman’s University Office of Research and
Sponsored Programs at 940-898-3378 or via e-mail at IRB@twu.edu

Continuing with this survey constitutes consent to participate in the study.
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Please complete the following multiple-choice questions about yourself.

1. What is your age?

2. What is your sex?
a. Male
b. Female
c. Intersex
3. What is your sexual orientation?
a. Heterosexual
b. Gay
c. Lesbian
d. Bisexual
e. Transgender
f. Other (please specify)
4. What is your gender identity?
a. Man
b. Woman

c. Gender Non-Conforming

o

. Other (please specify)
5. What is your race/ethnicity?
a. European/White/Caucasian

b. African/Black
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c. Latino/a
d. Arab/Middle-Eastern
e. Asian
f. Two or more races
g. Other (please specify)
6. Are you/were you a veteran or active in the military?
a. Yes, veteran
b. Yes, active duty
c. No, never in the military
7. What is your primary psychiatric diagnosis?

a. Schizophrenia

b. Schizoaffective Disorder

c. Major Depressive Disorder

d. Bipolar Disorder (Type I or 1)

d. Autism Spectrum Disorder

e. Obsessive-Compulsive Disorder (OCD)

f. Other (please specify)

8. How many years have passed since you received the diagnosis listed in question 4?
a. less than 6 months
b. 6 months-1 year

c. 1-2 years
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d. 2-4 years
d. 5+ years
9. Which of the following treatments have you received?
a. Medication
b. Psychotherapy
c. Case management services
d. Electroconvulsive Therapy (ECT)
e. Other (please list)
10. Which of the following treatments have you received in the past?
a. Medication
b. Psychotherapy
c. Case management services
d. Electroconvulsive Therapy (ECT)
e. Other (please list)
10. How did you hear about the study?
a. Reddit
b. Facebook
c. Mental Health Support Group
d. Friend/Family
e. Other

Have you engaged in any of the following activities? Please respond Yes or No.
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Provided input into your own mental health treatment.
a. Yes
b. No
Educated yourself about your psychiatric diagnosis(es)?
a. Yes
b. No
Registered with any type of disability support services at your school, place of
employment, or similar areas?
a. Yes
b. No
. Taught others about mental health stigma?
a. Yes
b. No
Attended peer support groups/meetings?
a. Yes

b. No
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APPENDIX F

Internalized Stigma of Mental IlIness Inventory (ISMI)-10-item Version
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We are going to use the term “mental illness” in the rest of this questionnaire, but please
think of it as whatever you feel is the best term for it.
For each question, please mark whether you strongly disagree (1), disagree (2), agree (3),

or strongly agree (4).

Strongl Disagr Agree Stron

y ee gly
disagree agree
1. Mentally ill people tend to be violent. 1 2 3 4
2. People with mental illness make important
R ) 1 2 3 4
contributions to society.
3. I don’t socialize as much as | used to because my
mental illness might make me look or behave 1 2 3 4
“weird.”
4. Having a mental illness has spoiled my life. 1 2 3 4
5. | stay away from social situations in order to protect
. ) 1 2 3 4
my family or friends from embarrassment.
6. People without mental illness could not possibly
1 2 3 4
understand me.
7. People ignore me or take me less seriously just
) 1 2 3 4
because | have a mental illness.
8. I can’t contribute anything to society because I have a 1 2 3 4
mental illness.
9. I can have a good, fulfilling life, despite my mental 1 5 3 4
illness.
10. Others think that I can’t achieve much in life because 1 2 3 4

| have a mental illness.
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APPENDIX G

Patient Self-Advocacy Scale (PSAS)
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Please rate how much you agree or disagree with the following items on the following
scale:
1 (strongly agree), 2 (somewhat agree) 3 (neither agree nor disagree), 4 (somewhat
disagree), and 5 (strongly disagree).
1. I believe it is important for people to learn as much as they can about their
illnesses and treatment.
2. | actively seek out information on my illnesses.
3. I 'am more educated about my health that most US citizens.
4. 1 have full knowledge of the health problems of people like myself.
5. Idon’t get what I need from my physician because | am not assertive enough.
6. | am more assertive about my health care needs than most U.S. citizens.
7. | frequently make suggestions to my physician about my health care needs.
8. If my physician prescribes something I don’t understand or agree with, I question
it.
9. Sometimes there are good reasons not to follow the advice of a physician.
10. Sometimes I think | have a better grasp of what | need medically than my doctor
does.
11. If I am given a treatment by my physician that I don’t agree with, I am likely to
not take it.

12. I don’t always do what my physician or health care worker has asked me to do.
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APPENDIX H

Abbreviated Quality of Life Enjoyment and Satisfaction Questionnaire (Q-LES-Q-18)
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Please respond to the following questions using the following scale:

1 (not at all or never), 2 (mostly never), 3 (some of the time), 4 (most of the time), 5

(frequently or all of the time).

During the past week how much of the time have you

1.

2.

9.

Felt in at least very good physical health?

Been free of worry about your physical health?

Felt good physically?

Felt full of pep and vitality?

Felt satisfied with your life?

Felt happy or cheerful?

Felt able to communicate with others?

Felt able to travel about/ to travel about to get things done when needed (walk,
use car, bus, train, or whatever is available as needed)?

Felt able to take care of yourself?

The following questions refer to leisure time activities such as watching T.V., reading

the paper or magazines, tending house plants or gardening, hobbies, going to

museums or the movies, or to sports events, sports, etc.?

10. How often did you enjoy leisure time activities?

11. How often did you concentrate on the leisure activities and pay attention to them?

12. If a problem arose in the leisure activities, how often did you solve it or deal with

it without undue stress?
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During the past week how often have you

13. Looked forward to getting together with friends or relatives?

14. Enjoyed talking with co-workers or neighbors?

15. Felt affection toward one or more people?

16. Joked or laughed with other people?

17. Felt you met the needs of friends or relatives?

Taking everything into consideration, during the past week how satisfied have you
been with your ...

18. Medication? (if not taking any check here___and leave item blank).
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