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ABSTRACT

and positive community messaging.

Background: Given the prevalence of unaddressed mental health conditions in the United States, and the

unique challenges that mental health service providers face in their therapeutic work with people living with serious and
persistent mental illness (SPMI), it is imperative to understand how and where current services are meeting or falling short
according to consumers of SPMI services, their family members, and service providers.

Methods: Utilizing a mixed-methods approach, SPMI recovery-oriented practices were assessed throughout Ohio. Data
were collected from 332 participants (consumers of SPMI services, their family members, and SPMI service providers) via
focus groups and surveys from June through November 2020.

Results: Overall, consumers and family members were satisfied with current services but felt negative about

the process of finding services. Family members discussed that the behavioral health system did not do a good job of
explaining what services were available and how to access those services. While participants generally held a positive
perception that the mental health treatment system embraced the core principles of recovery, they overwhelmingly
reported that service expansion was needed, both in terms of additional services and a higher volume of existing services,
and they discussed the need to combat stigma. Most participants reported that they had perceived negative attitudes
toward persons living with SPMI. Two-thirds of service providers perceived negative attitudes in service delivery.

Conclusion: Findings illustrate aspects of SPMI treatment and support services as possible areas for

improvements, such as heightening community outreach and education, employing navigators, expanding transportation
and telehealth options, and expanding crisis services. To address stigma, there were many calls across participant types
for increased community education on SPMI and what it means to live with SPMI, with an outreach focus on reframing

Keywords: SPMI; Recovery-oriented practices; Stigma; Mental health; Mixed-methods

INTRODUCTION

Properly managed mental health is an integral component of over-
all health and well-being, yet unaddressed mental health condi-
tions are prevalent. Among adults in the United States in 2020,
21.0%, or 52.9 million people, experienced any mental illness,
while 5.6%, or 14.2 million people, experienced serious mental
illness in the past year.! Among the 14.2 million adults living with

serious mental illness, 35.5% did not receive inpatient or outpa-
tient mental health services or take prescription medication for a
mental health issue in the past year, and 49.7% perceived an un-
met need for mental health services.t

Given the prevalence of mental health conditions in the United
States, the need for treatment is great. Mental health service pro-
viders face unique challenges in their therapeutic work with
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people living with serious and persistent mental illness (SPMI),
including clients’ persistent, and sometimes sudden, recurrence of
symptoms, loss of developmental achievements, and regressive
behavior, as well as stigma from the community.2 Therefore, it is
imperative to understand how and where current services are
meeting or falling short for individuals living with SPMI.

While there has been previous research focusing on perceptions of
SPMI treatment and support services among individuals partici-
pating in those services, their family, and their treatment
providers, to our knowledge this is the first research to assess
SPMI services from all 3 groups in a single study. And, although
states have published case studies reviewing the development/
implementation of new mental health service/treatment mod-
els,3# a statewide assessment of SPMI treatment and support ser-
vices was nonexistent at the time of this present study.

Through the utilization of a mixed-methods research approach,
the present study was designed to assess knowledge and availabil-
ity of SPMI recovery-oriented practices throughout Ohio. The spe-
cific objectives were: assess knowledge of persons living with
SPMI and their family members as to the availability of community
treatment and support services, as well as knowledge of how to
access needed services; assess community professional percep-
tions of treatment and support service needs, as well as their
program/agency/organization’s ability to provide appropriate
services to persons living with SPMI; identify barriers and gaps in
SPMI services; and assess current community messaging related
to SPMI in examination of stigma of persons living with SPMI. The
results from this study may inform policy to develop and improve
accessibility to SPMI treatment and support services.

METHODS

From June through November 2020, a total of 6 regional epidemi-
ologists (REPIs) collected survey data and conducted focus
groups. A REPI was assigned to each of Ohio’s 6 state psychiatric
hospital catchment areas. The state operates a psychiatric hospital
in each of its geographical regions: Northeast, Northwest, Central,
Southeast, and Southwest. The Northeast region, due to its dense
population, has 2 state psychiatric hospitals, and thus, consists of
2 catchment areas. The REPIs were professionals with at least a
master’s degree in social science.

The study’s principal investigator (PI) trained REPIs on the imple-
mentation of study protocols as well as provided REPIs with ongo-
ing monitoring and technical assistance. Prior to focus group/
interview (FGI) start, REPIs obtained participant informed con-
sent, administered a brief survey of participant background, and
administered assessments of SPMI recovery-oriented practices in
participant communities. The REPIs conducted FGIs following
scripted protocols and audio recorded all FGI proceedings with
participant knowledge and informed consent. Study participation
was voluntary. Focus groups were no larger than 11 participants
and were 1 to 2 hours in duration. An applicable institutional re-
view board approved this study.
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Participants

Participants for this research needed to have lived experience, ie,
persons who had lived experience in having SPMI (ie, bipolar dis-
order, borderline personality disorder, major depressive disorder,
schizoaffective disorder, schizophrenia), persons who had lived
experience in having a family member/loved one with SPMI, and
persons who had lived experience in providing treatment/support
services to persons living with SPMI (eg, case managers, counse-
lors, law enforcement officers, psychiatrists, and social workers).
The REPIs were required to interview, per catchment area, a mini-
mum of 15 persons living with SPMI, a minimum of 15 family
members/loved ones of persons living with SPMI, and a minimum
of 30 community professionals who provided SPMI services. Since
the study’s objectives included assessing treatment/support
needs of persons living with SPMI and their family members, both
consumers of services, 15 respondents of each were targeted.
Thus, 30 consumers of services and 30 community professionals
who deliver services were targeted for recruitment per catchment
area. The study’s overall target sample size was 360 participants.

Our sample size was determined based on the time allotted and
resources available for the study. Note, since persons living with
SPMI were recruited from treatment/support programs, they are
referred to as ‘consumers’ in this study (ie, consumers of SPMI
treatment/support services). In addition to biological relations,
the term ‘family member’ includes loved ones of persons living
with SPMI (ie, non-biologically related significant other, eg, spouse
or romantic/domestic partner, relation by adoption/marriage,
close friend). Also, participating family members may or may not
have been connected to a participating consumer; they may have
referenced a loved one not enrolled in this study.

Our sampling plan was based on strategies for mixed purposeful
sampling. Purposeful sampling is selecting information-rich cases
for in-depth study with sample size and specific cases dependent
on the study's purpose.> The purpose of this research initiative
was to conduct a statewide assessment of SPMI treatment and
support services. Our sampling combined the strategies of maxi-
mum variation sampling and convenience sampling. Maximum
variation sampling picks a wide range in variation among persons
of interest. Our sample size was determined based on time allot-
ted and resources available for the study.

Consumers were recruited to participate in the study through
treatment/support programs. The REPIs and the study coordina-
tor contacted community agencies by phone or email within each
of the 6 psychiatric hospital catchment areas to invite study par-
ticipation of agency staff, treatment clients, and family members of
persons living with SPMI who participated in agency family pro-
gramming. Other community professionals who provided treat-
ment/support services to persons living with SPMI were also
contacted by phone or email and solicited for study participation
within each hospital catchment area. The REPIs also contacted
local chapters of NAMI (National Alliance on Mental Illness) Ohio
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to assist with advertisement of the study and recruitment of con-
sumers and family members. Due to difficulty in obtaining paren-
tal consent for minor participants, only individuals aged 18 years
or over were invited to participate in this study.

All study data were primary data, and most data were collected
via focus groups. Note, focus groups were used to allow for a larg-
er number of study participants within the study timeframe. Most
data were collected via focus groups. Interviews were conducted
when only one participant showed for a scheduled focus group, or
in the case of service providers, when mutual time among a group
of service providers could not be found for a focus group.

Instrumentation

Participants completed a brief demographic survey prior to FGI
start. The researchers wrote these pencil and paper surveys to
capture the following participant information: sex, ethnicity, race,
age, level of education, as well as additional characteristics by
participant type. Participants also completed the Recovery Self-
Assessment Revised (RSA-R) questionnaire prior to FGI start. The
RSA-R is a self-reflective, self-administered pencil and paper ques-
tionnaire designed to identify strengths and target areas for im-
provement in the provision of recovery-oriented care.6 There are
4 versions of RSA-R: Person in Recovery (administered to
consumers), Family Member/Significant Other (administered to
family members), Provider (administered to treatment/service
providers), and Administrator (not administered due to too few
administrator participants). Each RSA-R version is comprised of
32 to 40 items designed to gauge the degree to which programs
implement recovery-oriented practices. Participants are present-
ed with a list of statements and instructed to indicate how accu-
rately each statement describes the activities, values, policies, and
practices of the provider.

Each version of the RSA-R is comprised of 6 domains: client
choice, consumer involvement, diversity of treatment option, indi-
vidually tailored services, inviting space, and life goals. In addition,
the Family Member/Significant Other version includes a seventh
domain, family involvement. The RSA-R scoring consists of an
overall score and a score for each domain. Each item is scored
from 1 to 5, with 5 indicating the most positive perception that a
program/agency/organization engages in recovery-oriented prac-
tices. For a more detailed description of RSA-R domains and scor-
ing, refer to O’Connell et al.”

In FGIs, all participants were asked open-ended questions to as-
sess community messaging related to SPMI in examination of per-
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ceived stigma of persons living with SPMI. Consumers and family
members were asked a series of open-ended and Likert-scale
questions to assess their knowledge of available SPMI treatment/
support services, as well as questions to assess their knowledge of
how to access needed services. Providers were asked a series of
open-ended and Likert-scale questions to assess their perceptions
of community treatment/support service needs, as well as their
program/agency/organization’s ability to provide appropriate
services to address the needs of persons living with SPMI. For
focus group questions (scripted protocols), see Appendix.

Data Analysis

All analyses of quantitative data were conducted using the Statisti-
cal Package for the Social Sciences (SPSS) (SPSS Inc., Chicago, IL)
and were descriptive and inferential in nature, consisting of
counts, frequencies, and comparisons of means (one-way ANOVA).
An alpha level of 0.05 was used for inferential testing. Qualitative
data analysis was informed by grounded theory, with response
categories generated to reflect the viewpoints of participants.
Through an iterative, nonlinear process of discovery, response
categories are identified and defined.8 The REPIs independently
analyzed FGI transcripts, coded for participant responses, identi-
fied recurrent responses, and aggregated response categories
across FGIs to write a data summary report for each assigned
catchment area. The study’s Pl and coordinator independently
analyzed FGI transcripts and data summary reports for each
catchment area, then aggregated thematic categories across catch-
ment areas to compile a summary report of major findings. They
reviewed and discussed any discrepancy in thematic coding until
consensus.

RESULTS

A total of 332 participants enrolled in FGIs, 92.2% of the study’s
target enrollment goal (332/360). The number of individual inter-
views and focus groups stratified by participant type are shown in
Table 1. For results of the participant background surveys, see
demographic tables in Appendix.

Status of Treatment and Support Services

When surveyed on the types of SPMI treatment/support services
provided/utilized during the past 12 months, participants noted
many (Table 2). Across participant types, medications, counseling
(individual/group therapy), case management, and peer support
services were most often mentioned. When asked to identify the
treatment and support services currently available in their

Table 1. Number of Interviews, Focus Groups, and Participants by Participant Type

Participant Number of individual Number of focus Number of focus Focus group Total number of
type interviews groups group participants participant mean participants
Consumer 20 15 56 37 76
Family 21 13 51 3.9 72
Providers 65 34 119 35 184
Total 106 62 226 3.6 332
5
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communities for persons living with SPMI, participants named an
array of services that varied by community type, agreeing that
counties with urban centers had the most services, while service
availability in less-populated counties was considerably lower. In
some rural areas, there was limited knowledge of community of-
ferings for managing SPMI. One consumer in a rural area reported,
“I know there are a lot of things that aren’t widely available.”

Most participants (81.2%; N=234) agreed that current treat-
ment/support services met the needs of persons living with SPML
Figure 1 provides the proportional breakdown of affirmative re-
sponses by participant type. Most consumers reported that they
had received the kind of services they thought they needed, how-
ever, many discussed that in the past this had not always been the
case. Comments included: “Eventually [I received needed ser-
vices], but it took a long time; Has it been as responsive or as fast
or as insightful as it could have been? No. I ultimately got what I
needed, but sometimes I really had to fight for it.” Greater than
half of responding family members indicated that they thought
their loved one had received the type of services needed, although
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family members also noted that this had not consistently been the

case.

Most providers agreed that the services their agency/program
delivered met the expressed needs of their clients living with
SPMI. However, nearly all providers also felt that their agency had
room to improve, or that they did the best they could with the
resources they had. Treatment providers acknowledged barriers
often outside their control that inhibited service delivery, such as
disagreements with guardians or payees, number of available
resources, and availability of doctors. They responded: “We do
what we can ... but there are [service] gaps because of workforce
shortage; Intensive case management can only be offered to so
many people.”

When asked to describe the level of satisfaction with the services/
care they/their loved one received, consumers reported overall
high satisfaction, while family members expressed differing levels
of satisfaction, with half of family members reporting general dis-
satisfaction with the services/care their loved one received.
Family members assigning low satisfaction scores stated personal

Table 2. Types of Treatment/Support Services Offered/Utilized During Past 12 Months by Respondent Type®

Types of Treatment/Support Services Offered/Utilized

Assessment services

Case management

Financial services

Housing/supervised living/group homes
Individual/group therapy (public/private)
Inpatient substance use disorder (SUD) treatment

Partial psychiatric hospitalization
Peer support services
Psychiatric hospitalization

Services for dual diagnosis

Other specified service(s)/support(s)
Advocacy and mental health education/training
Clubhouse psych rehab/day treatment program
Crisis hotlines
Crisis services, including mobile
Employment/vocational services
Family support services

Health Services board and Medicaid)
Primary care (medical)

Support/12-step/recovery groups

Supported employment

Transportation, including medical cab service, bus pass
Youth services, including school-based counseling

Medications (psychiatry and medication assisted treatment [MAT])
Outpatient SUD treatment, including intensive outpatient program (IOP)

Referrals to serious and persistent mental illness (SPMI) services/supports

Funding source (ADAMHS—AlIcohol, Drug Addiction and Mental

Providers Family Consumers
(N =183) (N = 64) (N=72)
99 (54.1%) XP (X.X%) X (X.X%)
109 (59.6%) 28 (43.8%) 38 (52.8%)
37 (20.2%) 17 (26.6%) 12 (16.7%)
81 (44.3%) 3 (4.7%) 15 (20.8%)
96 (52.5%) 43 (67.2%) 55 (76.4%)
30 (16.4%) 4 (6.3%) 1 (1.4%)
85 (46.4%) 54 (84.4%) 68 (94.4%)
64 (35.0%) 2 (3.1%) 7 (9.7%)
20 (10.9%) 5 (7.8%) 5 (6.9%)
84 (45.9%) 15 (23.4%) 39 (54.2%)
16 (8.7%) 15 (23.4%) 9 (12.5%)
117 (63.9%) X (X.X%) X (XX%)
83 (45.4%) 4 (6.3%) 5 (6.9%)
499 (26.8%) 6° (9.4%) 8 (11.1%)
7

2 1

2

7

7

2 1

4

4 2

3 3

4

4

2

“Responses are not rank ordered.
®X denotes response option not provided for respondent type.

‘Other specified service/support with only 1 response across respondent types are not listed in the table.

9The following 6 other services/supports were each provided by 1 professional: assertive community treatment (ACT teams), crisis intervention training
(CIT) for police, food assistance (pantry), reentry services, SBIRT (screening, brief intervention and referral to treatment) and street outreach. The total
number of other responses are greater than 49 as providers were able to specify more than 1 other service/support.

The following 3 other services/supports were each provided by 1 family member: assistance with activities of daily living (ADLs), guardianship, and

unspecified other service/support.

The following 4 other services/supports were each provided by 1 consumer: art therapy, telehealth, NAMI—National Alliance on Mental lllness/ADAMHS

board sponsored programs, and unspecified other service/support.
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Providers (N = 106)

Consumers (N = 67) moessssssssssssssssssssssssss . 94 8%,

Family Members (N = 61) m | 56.6%

85.8%

Figure 1. Proportion of Respondents Who Agreed Current Services Meet Needs of Persons Living with Serious and Persistent Mental

Iliness (SPMI)

difficulties in accessing care, inconsistent quality of care, and lack
of some services as precluding them from rating satisfaction as
high. Some dissatisfied family members acknowledged that their
loved one’s course of illness made it harder for services to work
with them but thought the system should be more equipped to
deal with this scenario, as it is common. Consumers referenced the
services they were currently receiving and indicated high satisfac-
tion with the level of these services. Several consumers noted that
their satisfaction had increased over time, or that previous ser-
vices had been lacking in comparison.

A large proportion of consumers (44.6%; N =56) and most family
members (82.1%; N=56) reported that they had had unmet ser-
vice needs. When asked to indicate the level of need for additional
treatment/support services in their community for persons living
with SPMI, participants overwhelmingly reported that additional
services were needed a great deal. There was consensus that ser-
vice expansion was critical to meet unmet needs, both in terms of
additional services and a higher volume of existing services.

Service Accessibility

When asked to rate how easily persons living with SPMI accessed
treatment/support services, participants of all types most often
reported moderate ease. However, almost universally, partici-
pants reported that there was insufficient community knowledge
of the availability of behavioral health and recovery support
services. Treatment providers generally thought that care was
available but that people needing help did not always know how
to access it. Treatment providers reported, “Part of the problem is
a lot of people don’t know how to access services, but once they
figure out how to access it, then I think services are fairly readily
available; The public doesn’t always understand the system.... Our
responsibility is to help them understand.”

Family members also discussed that the behavioral health system
did not do a good job of explaining what services were available
and how to access those services. One family member shared, “The
system is very crisis-oriented. When somebody is in crisis or hos-
pitalized, they're going to get treatment. But they have to be in
crisis. It's much more difficult for somebody to find treatment
before they’re in crisis.” Consumers expressed dissatisfaction with
the process of accessing treatment; often cited were difficulties in
knowing what to do, long wait times for appointments, and a
struggle to find providers who accepted their insurance. They
noted that accessing services and moving through systems was

made easier by referrals, usually from a doctor to a behavioral
health system that worked well together.

Thoughts on Improving Service Accessibility

In addition to workforce development and increasing service ca-
pacity at all levels of care, participants offered many ideas as to
what could be done to make accessing SPMI treatment/support
services easier. Table 3 shows a list of participant recommenda-
tions for improving service accessibility. These recommendations

Table 3. Participant Recommendations for Improving Service
Accessibility®

Workforce development (recruit/retain staff)
Increase service capacity

Heighten community outreach/education

Employ navigators

Provide immediate care (ie, treatment on demand)
Expand crisis services

Make follow-up care after crisis standard

Expand transportation/telehealth options

Open insurance options

Increase access to injectable long-acting medications

Data collected from focus group/interviews (FGls).

were responses aggregated across participant types and they did
not vary by participant type. The most frequently discussed ideas
are detailed below.

Heighten community outreach and education. Most participants
generally thought that while care was available, people needing
help did not always know about treatment/support options or
how to access them. To increase general awareness of behavioral
health services, participants prescribed heightened community
outreach. One treatment provider stated, “How do people know
what they don’t know?” Providers discussed behavioral health
outreach and engagement on the streets, in homeless camps, and
around communities as highly important, including outreach to
other systems (ie, hospital and criminal justice systems). Law en-
forcement advocated for ‘in-reach’ into jails, connecting people to
needed services upon jail release. Family members called for more
education: both about mental illness and about how to navigate
treatment services. Consumers thought that better advertising of
services, especially no-cost services, was needed throughout their
communities. For instance, not all participants reported aware-
ness of a 24-hour crisis hotline, although most discussed the utili-
ty of around-the-clock crisis and informational services.
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Employ navigators. There was consensus that there was a need for
providers (ie, case managers) and peers that could act as naviga-
tors. Treatment providers noted success with having peer sup-
porters help others navigate the behavioral health system. In fact,
providers mentioned peer support most often as a necessary com-
ponent to linking consumers to services. There was a shared belief
that a network of relationships with people with similar experi-
ences was crucial to long-term treatment/recovery. A provider
remarked, “I think what we have done with client navigation is
amazing .. having someone able to walk through the whole pro-
cess with the client, from the beginning to the end...” Family
members felt the most successful path was when they had gotten
connected with one service or provider that then helped them
navigate the system at large. Family members reported, “When he
left [hospital commitment], he was able to get help and resources.
If we hadn’t had him committed, we would not have known what
kind of resources there were; We didn’t get hooked up with [a
wraparound service provider] for 3 to 4 years, and once we did,
everything got easier.” Consumers concurred that case manage-
ment and peer support were extremely valuable in connecting to
needed services.

Expand crisis services. Providers discussed that crisis services not
only address an immediate crisis, but they were also instrumental
in linking persons with SPMI to ongoing treatment and support
services. Moreover, providers noted a need for care that would
prevent people from decompensating to a crisis level. Some
treatment providers saw this as more wraparound support in the
community, a 24-hour crisis center, or a level of care between
hospitalization and people living on their own. Providers also ad-
vocated for crisis stabilization units, stabilizing a person in crisis
to conduct a needs assessment and make appropriate linkages to

services.
Perceived Stigma of Persons Living with SPMI

When asked if there is any prejudice against persons living with
SPMI when receiving services, 6 out of 10 participants reported
that they had perceived negative attitudes (59.9%; N =274). Fig-
ure 2 illustrates the proportion of each participant type that
agreed prejudice existed.

Providers, consumers, and family members reported hearing con-
sistent negative messaging about SPMI. All groups recognized that
negative messaging reinforced stigma and prejudice against per-
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sons living with SPM], further creating feelings of shame, and dis-
couraging people from openly discussing mental health and seek-
ing services. A support services provider stated that many family
members and consumers would rather not discuss SPMI diagno-
sis, remarking their preference often is to, “keep it quiet because
they’re ashamed.” Family members discussed still working to
overcome their feelings of shame regarding their loved one’s SPMI
diagnosis. One family member explained, “The first thing people
do is drop their voice [when talking about SPMI]. After getting
involved with [family supports], I no longer drop my voice.” Sever-
al consumers reported dealing with feelings of shame around their
SPMI primarily triggered by the reactions they received from oth-
ers. A consumer shared, “I've been hurt by discrimination pretty
badly, so I am always worried by what other people are thinking.”
Table 4 displays the most offered preferred messages across par-
ticipant types.

Table 4. Participants Preferred Community Messaging Related to
Serious and Persistent Mental Illness (SPMI)?

SPMI is a chronic illness and should be viewed as other chronic illnesses.
SPMl is an “unseen wound” but the need for care is real.

SPMI can be managed.

Recovery is a long-term process, but it is possible.

People living with SPMI function in and contribute to society.

SPMI does not define a person.

There is help available.

There is hope in recovery.

It is okay to talk about mental health/SPMI.

?Data collected from focus group/interviews (FGls).
RSA-R Results

The RSA-R scores paralleled the level of satisfaction expressed by
participants above. When compared with consumers and provid-
ers, family members’ mean overall RSA-R scores, as well as each
domain score, were the lowest, indicating that family members
were not only the least satisfied with services, but they also held
the least positive perception of recovery-oriented practices.
Generally, professional mean scores were slightly higher than
consumer scores, but both scores indicated a positive perception
of the treatment system and its providers and agreement that the

Providers (N = 143) I 66.4%
Consumers (N =70) I 47.1%

Family Members (N=61) I | 59.0%

Figure 2. Proportion of Respondents Who Perceived Prejudice Against Persons Living with Serious and Persistent Mental lliness (SPMI)

When Receiving Services
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treatment system embraced the core principles of recovery. Fig-
ure 3 shows a comparison of RSA-R mean scores across partici-

pant types.

To determine if there were statistically significant mean differ-
ences between participant types for RSA-R overall score and for
each domain score, a series of one-way ANOVAs was performed.
Statistically significant mean differences were found between
participant types and RSA-R overall scores: (F(2,165) =8.878, p<
0.001). In addition, statistically significant mean differences were
found between participant types and ‘Consumer Involvement
mean scores: (F(2,149) =9.840, p<0.001; and participant types
and ‘Inviting Space’ mean scores: (/2,189)=5.805, p=0.004).
Post hoc comparisons using LSD (least significant difference) tests
revealed significantly lower mean RSA-R overall scores for family
members (M=3.42, SD =0.94) than for consumers (M =4.08,
SD =0.85) and providers (M = 4.14, SD = 0.64); significantly low-
er mean scores on ‘Consumer Involvement’ for family members
(M=249, SD=1.17) than for consumers (M=3.63, SD=1.12)
and providers (M = 3.46, SD = 1.02); and significantly lower mean
scores on ‘Inviting Space’ for family members (M=3.96,
SD =0.96) than for consumers (M =4.45, SD =0.85) and provid-
ers (M=4.49,SD =0.76).
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DISCUSSION

This study was unique in conducting a statewide assessment of
SPMI treatment and support services. While previous research has
focused on perceptions of SPMI services among individuals partic-
ipating in those services, %10 their family,!! and their treatment
providers,!t our study presents perceptions of SPMI services from
all 3 groups in a single study. In addition, our study contributes to
the research of stigma affecting persons living with SPMI with its
focus on reframing and positive community messaging.

Study results found that consumers and family members had con-
siderable knowledge of available SPMI services; however, almost
universally, participants reported that there was insufficient com-
munity knowledge. Family members discussed that the behavioral
health system did not do a good job of explaining what services
were available and how to access those services. Most consumers
expressed that the process of finding, applying for, and accessing
services could be overwhelming for a person living with SPMI.
They often cited difficulties in knowing where to start and what to
do. Participants of all types advocated for a way to assist people
living with SPMI to navigate the behavioral health system. Most
providers thought that current services addressed the needs of
persons living with SPMI, but there was consensus that there was
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always room for improvement and additional services. A large
proportion of consumers and most family members reported that
they had unmet service needs.

In terms of stigma, most participants reported that they perceived
negative attitudes toward persons living with SPMI. Two-thirds of
providers discussed negative attitudes toward persons living with
SPMI in service delivery. Providers noted exemptions in current
housing and employment services that disqualified persons living
with SPMI. Treatment providers said staff were not always appro-
priately trained on SPMI diagnoses, often leading to stigmatizing
attitudes. Treatment providers also pointed out that staff burnout
and compassion fatigue could lead to negative attitudes. Consum-
ers reported instances of not being believed/heard by providers,
their concerns being dismissed, and being judged unfairly due to
their SPMI. Most family members reported that they have per-
ceived negative attitudes toward their loved one when receiving
treatment. Providers, family members, and consumers all recog-
nized that the stigma and prejudice against persons living with
SPMI elicited feelings of shame and discouraged people from
openly discussing mental health and seeking services.

In this study, participants described the importance of accessible
and effective recovery-oriented SPMI services. However, people
with SPMI are more likely to experience barriers accessing ser-
vices and receive lower quality care.!213 Social determinants of
health were sometimes noted as contributing factors, including
lack of information and access challenges (especially in rural are-
as), health payor barriers, limited resources, workforce shortages,
and stigma. Individuals with SPMI are also at higher risk for other
health concerns,!* so access to recovery-oriented care is essential
not only for mental well-being but overall health. Therefore, a
public health approach is needed to support individuals living
with SPMI.

PUBLIC HEALTH IMPLICATIONS

The RSA-R results are useful when identifying strengths and tar-
get areas for improvement.’> To strengthen recovery-oriented
care, programs should consider communicating more clearly with
family members and loved ones about how consumers are in-
volved in their treatment plans as well as in program and organi-
zation-level decisions. Previous research has shown that, of the 6
subscale domains, programs that score high on ‘Consumer In-
volvement’ consistently score higher on overall recovery orienta-
tion.!s Family members scored this domain the lowest. Increasing
communication would likely increase the perception of consumer
involvement, as well as increase family involvement. The
‘Diversity of Treatment Options’ domain had the largest difference
in scores between consumers and providers. In addition to in-
creasing awareness of current treatment options offered, pro-
grams may want to consider offering additional treatment options
and/or other resources/activities in which consumers are inter-

ested.
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To improve access to SPMI treatment and support services,
programs should consider heightening community outreach and
education, employing navigators, expanding transportation and
telehealth options, and expanding crisis services. In-person com-
munity outreach can be an effective way to connect with people
with SPM], particularly in rural areas.'¢ Research has shown that
navigators can help consumers overcome barriers to access care,
improve adherence to care, reduce hospital readmissions, and
increase consumer satisfaction through effective referrals to ser-
vices, care coordination, medication access assistance, and sup-
portive listening.17.18

To address stigma in the general public, there were many calls for
increased community education on SPMI and empathy for what it
means to live with SPMI. Providers noted that a lack of under-
standing about mental illness has led to many misconceptions and
prejudices. Participants highlighted that SPMI should be seen in
the same light as physical illnesses and that those living with SPMI
should not be defined by their diagnosis. This would improve un-
derstanding and decrease the stigma around seeking help and
normalize open discussion of mental health. It is also important to
communicate messages of hope, such as “recovery is possible.”
Participants emphasized that not only should there be no shame
in living with and seeking treatment for SPMI, but also mental
health services are for everyone. Participant messaging recom-
mendations could be incorporated into various anti-stigma strate-
gies. Contact-based initiatives facilitating contact between people
living with and without mental illness are most effective at reduc-
ing stigma; communication campaigns can reduce stigma if goals
are well-defined and target audiences are reached consistently

over time.19
Limitations

This study has limitations. Our sampling plan might have created
selection bias due to the exclusive recruitment of persons living
with SPMI from treatment programs. The experiences of persons
receiving treatment might have differed from persons living with
SPMI who were not in treatment or from those who had never
accessed treatment. To minimize this bias, consumer data were
corroborated with data collected from family members of persons
living with SPMI, many of whom shared experiences of loved ones
not in treatment or of loved ones who had never accessed treat-
ment. Also, although study epidemiologists were assigned to each
of Ohio’s psychiatric hospital catchment areas to create a geo-
graphic representative sample, findings of this study may not have
fully captured the experiences, feelings, and beliefs of the state’s
diverse populations since our sample was predominately White,
female, and older. Diverse populations might have different path-
ways and preferences for mental health services.

Conclusion

The assessment objectives of this research study were met. Key
findings indicated that, overall, consumers and family members
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were satisfied with current services but felt negative about the
process of finding services. They generally held a positive percep-
tion that the mental health treatment system embraced the core
principles of recovery. Participants overwhelmingly reported that
service expansion was needed, both in terms of additional services
and a higher volume of existing services, and they discussed the
need to combat stigma. The data generated through this study
may inform community strategies to reduce stigma and enhance
treatment and support services for persons living with SPMI and
for their families.
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APPENDIX—Scripted Protocols of Focus Group Questions, Demographics Tables

Consumer Focus Group Questions

1. What treatment services are currently available in your community for persons living with a mental health disorder?

2.  How well do you think current treatment services address the needs of persons living with a mental health disorder on a scale from
‘1’ to “7,” where ‘1’ is ‘not well at all’ and 7’ is ‘extremely well’? Please explain.

3. What is the ease in which people access mental health treatment services on a scale from ‘1’ to “7°, where ‘1’ is ‘very difficult/felt I
could not access treatment” and ‘7’ is ‘very easy/felt I had no trouble accessing treatment at all’? Please explain.

4. How would you describe the need for additional treatment services in your community for persons living with a mental health disor-
der on a scale from ‘1’ to 7°, where ‘1’ is ‘not needed at all’ and 7’ is ‘needed a great deal’? Please explain.

5. Are there support services available to assist persons living with a mental health disorder (educational, vocational, housing, etc)? If'

yes, please describe.

Consumer Experiences in Accessing/Utilizing Services
6. Think about how you currently connect with treatment/support services and please describe the way in which you access services.

e How did you find your current treatment provider?
o How were you linked with support services?
o What, if any, were the barriers you encountered when trying to access services?
o What might be different that would make it easier or more helpful to you?
7. Please describe what your life in recovery consists of, keeping in mind the following: employment/work, school, housing, family/
friend relationships, volunteering, parenting, fitness, hobbies, etc.
8. What mental health treatment services are you currently receiving? What support services are you currently receiving? Please ex-
plain the benefit of these services to your recovery.
9. Ofthe treatment/support services you receive now, which are most valuable in helping you meet your recovery goals? Please explain.
10. Have you received the kind of services you needed? Please explain.
11. Were the services you received the right approach for helping you? If yes, why? If no, why not? Please explain.
12. Ifa friend or loved one were in need of similar help, would you recommend the same services? If yes, why? If no, why not? Please

explain.
13. Was there any type of service that you felt you needed from the program/agency/organization but had not received? If yes, what?

Please explain.

14. Please describe your level of satisfaction with the services/care you have received on a scale from ‘1’ to “7°, where ‘1’ is ‘completely
dissatisfied” and ‘7’ is ‘extremely satisfied.” Please explain.

15. How much input do you have in setting the goals and priorities on your treatment plan?

16. Whom do you call or contact first (or most often) if you have a question or concern about your treatment/recovery?

17. Whom do you call or contact if you have a mental health crisis?

Coordination of Care

18. In your opinion, how well do treatment/support programs/agencies/organizations in your community work together, on a scale from
‘1’ to ‘7, where ‘1’ is ‘they don’t seem to work together at all”’ and ‘7’ is ‘they work together completely’? Please explain.

19. How smoothly do medical services (eg, family doctor), addiction treatment services (eg, medication assisted treatment (MAT) pre-
scriber) and mental health services (eg, your current mental health counselor or case manager) work together on a scale from ‘1’ to
“7°, where ‘1° is ‘they don’t seem to work together at all’ and 7’ is ‘they work together completely’? Please explain.

20. In your opinion, why do some people drop out of mental health treatment?

21. What roles have your family members played in your treatment and recovery?

22. In addition to the family roles you’ve described, what other roles in general do family members play in the treatment and recovery of
persons living with mental health disorders?

Cultural Considerations

23. Do you feel that there is any prejudice against you or negative attitude about you when receiving treatment? If so, please explain why
you feel this way? What do you think can be done about it?

24. Are service providers sensitive to accommodating your ethnic background? If so, how? Please explain.

25. Do service providers respect your beliefs about your mental health? If no, please explain.

Perceived Stigma
26. What is the most consistent message you hear about mental health disorders and persons living with mental health disorders?

27. What messaging about mental health disorders would you want people in your community to hear? If you were to reframe the mes-
sages, what would they say?

Closing Question
28. What other thoughts or ideas would you like to share?

Family Member Focus Group Questions
1. What treatment services are currently available in your community for persons living with a serious and persistent mental illness
(SPMI)? Please describe.
2. How well do you think current treatment services address the needs of persons living with SPMI on a scale from ‘1’ to “7,” where ‘1’
is ‘not well at all’ and ‘7’ is ‘extremely well’? Please explain.
3.  What is the ease in which persons living with SPMI access treatment services on a scale from ‘1’ to “7°, where ‘1’ is ‘very difficult/
felt my loved one could not access treatment’ and 7’ is “very easy/felt my loved one had no trouble accessing treatment at all’?

Please explain.
By

. 10
ojph.org W Ohio Public Health Association




I RESEARCH ARTICLE

Ohio Journal of Public Health, Vol. 7, Issue 1 ISSN: 2578-6180 U

4. How would you describe the need for additional treatment services in your community for persons living with SPMI on a scale from
‘1’ to “7°, where ‘1’ is ‘not needed at all’ and ‘7’ is ‘needed a great deal’? Please explain.
5. Are there support services available to assist persons living with SPMI (educational, vocational, housing, etc)? If yes, please describe.

Family Member Experiences in Accessing/Utilizing Services

6. Think about how your loved one (living with SPMI) currently connects with treatment/support services and please describe the way
in which they access services.
e How did they find their current treatment provider?
o How were they linked with support services?
o What, if any, were the barriers they encountered when trying to access services?
o What might be different that would make it easier or more helpful to them and others living with SPMI to access/utilize treat-

ment/support services?

7. Have you ever had to act on behalf of your loved one living with SPMI to get them help/services during a mental health crisis? If
ves, whom did you call or contact? Please discuss your experience.

8. Inlieu of services, or while awaiting services, what are things families do to help their loved one living with SPMI cope/manage
psychiatric symptoms? Please describe.

9. What treatment/support services is your loved one (living with SPMI) currently receiving? Please describe.

10. Ofthe services your loved one (living with SPMI) receives now, which are most valuable in helping them meet their recovery goals?
Please explain.

11. If no current receipt of services: How is your loved one managing their SPMI? Please explain.

12. Did your loved one (living with SPMI) receive the kind of services they needed? Please explain.

13. Were the services your loved one (living with SPMI) received the right approach for helping them? If yes, why? If no, why not?
Please explain.

14. If a friend or another loved one living with SPMI were in need of similar help, would you recommend the same services? If yes,
why? If no, why not? Please explain.

15. Was there any type of service that you felt your loved one (living with SPMI) needed but had not received? If yes, what? Please ex-
plain.

16. Please describe your level of satisfaction with the services/care your loved one (living with SPMI) received on a scale from ‘1’ to
“7’, where ‘1’ is ‘completely dissatisfied’ and ‘7’ is ‘extremely satisfied.” Please explain.

Coordination of Care

17. In your opinion, how well do treatment programs/agencies/organizations in your community work together in meeting the needs of
persons living with SPMI, on a scale from ‘1’ to “7°, where ‘1’ is ‘they don’t seem to work together at all’ and 7’ is ‘they work to-
gether completely’? Please explain.

18. How smoothly do medical services (eg, family doctor), addiction treatment services (eg, MAT prescriber) and mental health services
(eg, mental health counselor or case manager) work together to provide the best services to persons living with SPMI on a scale from
‘1’ to ‘7, where ‘1’ is ‘they don’t seem to work together at all’ and ‘7’ is ‘they work together completely’? Please explain.

19. In your opinion, why do some persons living with SPMI drop out of treatment?

20. What role do you play in the treatment and recovery of your loved one (living with SPMI)?

21. In addition to the family role you’ve described, what other roles in general do family members play in the treatment and recovery of
persons living with SPMI?

Family Member Supports

22. Where do you get support to help you cope with having/living with a loved one with SPMI? Please describe.

23. Are there services/supports specific to loved ones of persons living with SPMI in your community? If yes, what are they and are you
accessing them? Please describe your experiences with accessing services/supports. If vou are not accessing available services/
supports, why not? Please explain.

24. What services/supports would be helpful to family members if available? Please describe.

25. Do you participate in a family support group for loved ones of persons living with SPMI? If yes, what? How often does this group
meet? Is it beneficial to you? Please describe your experiences with family support groups.

Cultural Considerations

26. Do you feel that there is any prejudice against your loved one (living with SPMI) or negative attitude about them when receiving
treatment? If so, please explain why you feel this way? What do you think can be done about it?

27. Are service providers sensitive to accommodating the ethnic background of your loved one (living with SPMI)? If so, how? Please
explain.

Perceived Stigma
28. What is the most consistent message you hear about SPMI and persons living with SPMI?

29. What messaging about SPMI would you want people in your community to hear? If you were to reframe the messages, what would
they say?

Closing Questions

30. Have you participated in any trainings/classes/conferences related to SPMI and persons living with SPMI? If yes, what, when and
where? Please describe.

31. What other thoughts or ideas would you like to share?

Community Professional Focus Group Questions
1. What treatment services are currently available in your community for persons living with serious and persistent mental illness (SPMI)?

7
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2.

3.

4,

5.
6.
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How well do you think current treatment services address the needs of persons living with SPMI on a scale from ‘1 to ‘7,” where ‘1’
is ‘not well at all’ and ‘7’ is ‘extremely well’? Please explain.

What is the ease in which persons living with SPMI access mental health treatment services on a scale from “1° to “7°, where ‘1 is
‘very difficult/felt they could not access treatment” and ‘7’ is “very easy/felt they had no trouble accessing treatment at all’? Please
explain.

How would you describe the need for additional treatment services in your community for persons living with SPMI on a scale from
‘1’ to “7°, where ‘1’ is ‘not needed at all’ and ‘7’ is ‘needed a great deal’? Please explain.

Are there support services available to assist persons living with SPMI (educational, vocational, housing, etc)? If yes, please describe.
In your opinion, what can be done to make accessing treatment/support services easier for persons living with SPMI?

Your Community’s Mental Health Treatment System

7.

8.

9.

10.

11.

In your opinion, how well do treatment programs/agencies/organizations in your community work together to provide the best
services to persons living with SPMI on a scale from ‘1’ to “7°, where ‘1 is ‘they don’t seem to work together at all’ and ‘7’ is ‘they
work together completely’? Please explain.

How well do you think these stakeholders communicate with each other about the needs of persons living with SPMI on a scale from
‘1’ to “7,” where ‘1’ is ‘not well at all” and 7’ is ‘extremely well’? Please explain.

How efficient do you think persons living with SPMI move into, through and out of the various community help systems, on a scale
from ‘1’ to °7°, where ‘1’ ‘completely inefficiently’ and “7’ is ‘completely efficiently’? Please explain.

What are the gaps that you perceive in your community mental health treatment system? In your opinion, what could be done to fill
these gaps?

In terms of recovery supports, what supports do persons living with SPMI need? In your opinion, which recovery supports are the
most beneficial to long-term recovery? Please describe/explain.

Coordination of Care

12.

13.

14.
15.

16.

17.

18.
19.

20.

21.

Has your program/agency/organization been successful in linking persons living with SPMI to needed treatment/other community
services? Please explain, describing success(es) and to what/whom do you attribute success(es)?

Have you referred persons living with SPMI to needed treatment/support services in the past? If yes, why and where? If no, why
not? Please explain.

What criteria are used to determine appropriate referrals?

How satisfied are you with the way the staff of different programs/agencies/organizations work together to ensure that persons living
with SPMI get the help they need on a scale of ‘1’ (completely dissatisfied) and ‘7’ (completely satisfied)? Please explain.

How smoothly do medical services (eg, family doctor), addiction treatment services (eg, MAT prescriber) and mental health services
(eg, mental health counselor or case manager) work together to provide the best services to persons living with SPMI on a scale from
‘1’ to “7°, where ‘1’ is ‘they don’t seem to work together at all’ and ‘7’ is ‘they work together completely’? Please explain.

What roles do loved ones (family members) play in the treatment and recovery of persons living with SPMI? Please explain.

Ask questions 18-21 of treatment/support professionals only.
Skip to Cultural Considerations questions for all other community professionals (Q. 22).

Ask questions 22-29 of ALL community professionals.

How much input do persons living with SPMI have in setting the goals and priorities on their treatment plan?
Do the services your program/agency/organization deliver meet the expressed needs of your clients living with SPMI? If no, why

not? Please explain.
In your opinion, are the services offered by your program/agency/organization for persons living with SPMI of good quality? Please

explain.
If your program/agency/organization were to close, where would your clients living with SPMI go to receive treatment/support
services?

Cultural Considerations

22.

23.
24.

Do you feel that there is any prejudice against persons living with SPMI or negative attitude about them when receiving treatment? /f
so, please explain why you feel this way? What do you think can be done about it?

Are service providers sensitive to accommodating the ethnic background of persons living with SPMI? If so, how? Please explain.
Do service providers respect the personal beliefs of persons living with SPMI regarding their mental health? If yes, how so? If not,

why not? Please explain.

Perceived Stigma

25.
26.

What is the most consistent message you hear about SPMI and persons living with SPMI?
What messaging about SPMI would you want people in your community to hear? If you were to reframe the messages, what would
they say?

Closing Questions

27. In your opinion, why do some persons living with SPMI drop out of treatment?
28. Have you participated in any trainings/classes/conferences related to SPMI and treating/providing services to persons living
with SPMI? If yes, what, when and where? If not, why not? Please describe/explain.
29. What other thoughts or ideas would you like to share?
(%)
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Consumer Demographics (N=72)?

Sex Female
Male

Race Black/African American
White/Caucasian

More than one/other race®

Ethnicity Hispanic/Latino
Age (in years) 18-30
31-45

46-59

=60

Highest Level of < High school/GED
Education High school/GED

Some college or Associate’s degree

= Bachelor’s degree

Employed during the Past 6 Months Yes
No

Currently Employed Yes
No

Mental Health Disorder is the Reason Yes
for Current Unemployment® No
Current Mental Health Bipolar
Diagnosis® Borderline Personality

Major Depressive

Schizoaffective
Schizophrenia
Currently Has a SUD Yes
No
Currently Receiving MAT for an Opioid Use Yes
Disorder No
Alcohol

Substances Used in the .
Past 6 Months® Marijuana
Opiates
Sedative-hy pnotics
Stimulants

—— 4T
I O 5

- 5
I S
. 3

5

I 13

I |0
I

I 15

I 13

. 5

| 3

. ©

0 10 20 30 40 50 60 70

“Due to missing or excluded invalid responses, variable totals may not equal 72.

b«Another race” includes a respondent who did not specify their racial identity.

“Question was only asked to respondents who indicated that they were not currently employed.
Respondents were allowed to choose more than 1 diagnosis. Diagnoses are not mutually exclusive.
“Respondents were allowed to choose more than 1 substance. Substances are not mutually exclusive.
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Family Member Demographics (N=64)?
]
Sex Female 51
Male m—— 0O
Race Black/African American a4
White/Caucasian I 56
o More than one/other race” = 4
Ethnicity ~ Hispanic/Latino wm 4
Age (in years) 18-30 &1
31-45 = O
46-59 I 27T
=60 m————— 26
Highest Level of < High school/GED ma 3
Education Some college/Associate’s degree IEE———————— 20
> Bachelor’s degree  mameesssssssssssss———— 4 |
Number of Family Members with 1 —— 3
Serious and Persistent Mental 2 s 8
Illness (SPMI) 3.5 mem 6
Relation of Family Brother W 5
Member(s) with SPMI to Sister m——— O
Respondent Daughter  Em—— 15
Son I 4T
Spouse/significant other == 6
Other!  mmm— 14
SPMI Diagnosis Bipolar me——— 2/
Of Family Member(s)® Borderline Personality s 9
Major Depressive n——— 20
Schizoaffective m—— 14
Schizophrenia NE————— 20
Family Member(s) with SPMI Has SUD Yes — 25
No s 33
Currently Live with Family Member(s) with Yes o 20
SPMI No s 30
Length of Involvement in <lyear ™& 3
Treatment/Recovery 1l <Syears m—5mu 1l
of Family Member(s) with SPMI 5<10years HEEE——— 10
> 10years EEEE——————— 20
Not involved m 2
Have Consent to Speak with SPMI Yes w34
Treatment/Support Provider(s) No e 23
0 10 20 30 40 50 60

*Due to missing or excluded invalid responses, variable totals may not equal 64.

b« Another race” includes American Indian or Alaska Native.

‘Respondents were allowed to list more than 1 family member. Family members are not mutually exclusive.
d«Other” includes niece, mother, cousin, grandson, nephew, and aunt.
“Respondents were allowed to state up to 4 diagnoses. Diagnoses are not mutually exclusive.
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Providers Demographics (N=183)?

Female

Sex
Male
Race Black/African American
White/Caucasian
More than one race
Ethnicity Hispanic/Latino
Age (in years) 18-30
31-45
46-59
=60
Highest Level of High school/GED
Education Some college/Associate’s degree

Bachelor’s degree
= Graduate/professional degree

Total Years of < 6 months
Exper'ience. 6 months < 1 year
Working with
Persons Living 1 <Syears
with Serious and Persisternt 5 < 10 years
Mental Illness (SPMI) > 10 years
Profession ADAMHS board member
Administration?
Advocates
Case manager
Homeless services staff
Law enforcement or Probation/Parole
Nurse
Peer supporter or Peer org./Club staff
Psychiatrist or Psychologist
Recovery supports
Social worker
Therapist/Counselor
Most Common SPMI Bipolar
Diagnosis Encountered Borderline Personality
during Work® Major Depressive
Schizoaffective
Schizophrenia

I 140
I 39

|6
I 174
L3

m 7

. 19
I 70
I 50
I 35

m 3

20
I 47
I 99
12

4

I 36

26
I 114
m 7

. 19

13

. 13

m 3

_—— 22

M 38

mm 13

m 9

mm 13

I 39

I 27
I 45

m 3
I 04
. 16

I 38

0 20 40 60 80 100 120 140 160 180

“Due to missing or excluded invalid responses, variable totals may not equal 183.

b«Administration” includes executive directors, chief executive officers, and chief clinical officers, as well as program managers, facility

mangers, and respondents in Human Resources and operational roles.
“Some respondents selected more than 1 diagnosis. Diagnoses are not mutually exclusive.
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