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Systematic review of pathways to care in the U.S. for Black

individuals with early psychosis

'™ Beshaun Davis?, Franchesca S. Kuhney® and Deidre M. Anglin®

Oladunni Oluwoye

The pathway to receiving specialty care for first episode psychosis (FEP) among Black youth in the US has received little attention
despite documented challenges that negatively impact engagement in care and clinical outcomes. We conducted a systematic
review of US-based research, reporting findings related to the pathway experiences of Black individuals with FEP and their family
members. A systematic search of PubMed, Psyclnfo, and Embase/Medline was performed with no date restrictions up to April 2021.
Included studies had samples with at least 75% Black individuals and/or their family members or explicitly examined racial
differences. Of the 80 abstracts screened, 28 peer-reviewed articles met the inclusion criteria. Studies were categorized into three
categories: premordid and prodromal phase, help-seeking experiences, and the duration of untreated psychosis (DUP).
Compounding factors such as trauma, substance use, and structural barriers that occur during the premorbid and prodromal
contribute to delays in treatment initiation and highlight the limited use of services for traumatic childhood experiences (e.g.,
sexual abuse). Studies focused on help-seeking experiences demonstrated the limited use of mental health services and the
potentially traumatic entry to services (e.g., law enforcement), which is associated with a longer DUP. Although the majority of
studies focused on help-seeking experiences and predictors of DUP, findings suggests that for Black populations, there is a link
between trauma and substance use in the pathway to care that impacts the severity of symptoms, initiation of treatment, and DUP.
The present review also identifies the need for more representative studies of Black individuals with FEP.
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INTRODUCTION

Pathways to care for first episode psychosis (FEP) can be defined
as the series of events or contacts with individuals or organiza-
tions during the prodromal and onset phase prior to the initiation
of outpatient mental health services for FEP' and may include
contact with primary care, hospitalization, and interactions with
local support groups. Moving beyond simply describing help
seeking experiences, pathways to care has often been thought of
as the time period that aligns with the duration of untreated
psychosis (DUP), which is the time period between the onset of
delusions or hallucinations and the initiation of treatment®,
However, pathways to mental health care for psychosis does not
simply begin at the onset of psychosis, they capture the events
and contacts prior to and during the prodromal phase that impact
DUPS. Structural factors (e.g., neighborhood segregation) differ-
entially distribute access to resources in neighborhoods and
communities. This access or lack thereof impacts the length of
time spent navigating institutions before individuals with FEP and
their families reach the appropriate outpatient mental health
services (e.g., coordinated specialty care (CSC)), and the types of
experiences encountered®’. There is a clear consensus that
understanding pathways to care for underserved individuals is
important because the quality of the experiences that precede
care initiation impact engagement during treatment and psychia-
tric and functional outcomes'.

Several systematic reviews and meta-analyses have examined
pathways to care for FEP, yet did not include research conducted
in the US89, For instance, two meta-analyses only included
studies conducted in Canada and England. Even though both
reviews did not include findings from studies conducted in the US,

the authors explored ethnic differences in pathways to mental
health services for FEP and found that Black individuals were more
likely to have contact with law enforcement and less likely to seek
care from a primary physician compared to other racial and ethnic
groups®®. Of the other systematic reviews focused on the
pathways to care for FEP, one was published more than a decade
ago and no reviews distinguished between the unique experi-
ences of Black individuals and their families from those of other
racially and ethnically diverse groups®'"'2,

Specific to the US, recent studies have identified that Black
individuals experiencing FEP are more likely to enter CSC with
more severe symptoms and lower quality of life compared to
White individuals, and ~80% of Black families had not engaged
with a mental health provider'>'. These discrepancies highlight
Black individuals likely face unique challenges prior to the receipt
of CSC or other mental health services. Research in the US tends to
focus on identifying racial disparities in access, service utilization,
and psychiatric symptoms because it allows researchers, practi-
tioners, and policy makers to explore differences in how services
are delivered and implemented. While there are considerable
benefits to comparative analyses between racial and ethnic
groups, such as identifying differential need, utilizing an emic
approach (within-group) focused on the experiences of Black
individuals with FEP and their families is imperative to improving
their pathways to care and closing the disparities gap earlier'>.

In recent years there has been increased acknowledgment that
Black individuals along with their family members experience
less desirable pathways to care for FEP, an acknowledgment
supported in other countries and demonstrated by the previously
described review papers'’. Building on prior research and given
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the lack of synthesized findings pertaining to pathways to care for
FEP in the US, this study seeks to fill an important gap. The current
study aims to systematically assess qualitative, quantitative, and
mixed-methods studies that have examined Black individuals’
and/or their family members’ experiences prior to the initiation of
outpatient services for FEP in the US.

RESULTS
Study characteristics

Twenty-eight articles were included in present review and of these
studies, three were comprised of only family members or support
persons'®2% and four included a mixture of individuals with FEP
and their family members?'=2%, The majority of these studies
derived from Georgia with ~70% of the studies using data from
the Atlanta Cohort on the Early course of Schizophrenia (ACES)
project.

Regarding the methodological approach, two (7.1%) articles
were categorized as qualitative studies, 25 (89.3%) were quanti-
tative studies, and one (3.6%) study used multiple methods
(qualitative and quantitative data methods). Of the two qualitative
studies, all used individual interviews with an average sample size
of 10 participants. Of the 25 quantitative studies, the majority
were cohort studies (24; 96.0%) and the remaining article included
baseline data from a clustered randomized controlled trial. The
results of this review of pathways to care were divided into three
main categories: experiences during the premorbid and prodrome
phases, help seeking experiences and treatment delays, and the
DUP. A description of study characteristics is presented in Table 1.

Experiences during the premorbid and prodrome phase

Nine studies explored relevant factors associated with age of
onset prior to and during the prodromal phase, as illustrated in
Fig. 1, and the degree to which substance use and exposure to
various traumatic life events occurred during this phase?~33,
Compton and colleagues demonstrated that among 200 indivi-
duals experiencing their FEP, ~90% of whom were Black, more
than half met criteria for a substance use disorder®* and those
with a co-occurring cannabis use disorder were significantly more
likely to report childhood sexual and physical abuse compared to
those without a cannabis use disorder®. Likewise, a larger more
recently published study with participants recruited from Georgia
and Washington, DC, found that alcohol, cannabis, and tobacco
use were associated with exposure to childhood violence and
environmental adversity (e.g., exposure to neighborhood vio-
lence)®'. This strongly suggests a link between trauma and
substance use in the pathway to care for Black individuals with
FEP. Moreover, exposure to childhood traumatic events prior to
psychosis onset, a history of incarceration, and leaving high school
prematurely were associated with poorer clinical prognostic
indicators including severity of positive and negative symptoms>2
and co-occurring alcohol use or cannabis use disorders at the time
of FEP treatment initiation?%3334,

Six studies examined factors associated with duration of the
prodromal phase and earlier age of onset of psychosis. Based on
three studies from Georgia, the range in the median duration of
the prodromal phase was 49-108 weeks?®3*3%> and the factors
associated with age of onset for prodrome or psychosis were
captured at multiple levels (from individual to community)”-283°,
Esterberg and Compton found that a family history of psychosis
(e.g., first degree relative with a non-affective psychotic disorder)
was associated with an earlier onset of prodrome and psychosis
(16 and 18 years, respectively) compared to those without a family
history (age 18 for prodrome; age 22 for psychosis)?®. Earlier age of
onset for psychosis was also associated with neighborhood
factors. Ku and colleagues demonstrated, using census data, that
the degree of residential instability in one’s neighborhood during
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adolescence was significantly associated with earlier age of onset
even after controlling for possible individual-level confounders
(e.g., age at first cannabis use, family history of psychosis, male
gender)®°. At the neighborhood-level, higher residential instability
may erode social integration within the local community limiting
opportunities for healthy social functioning. Although there is very
limited research on the latter, the role of individual- and
community-level predictors across the studies included in this
review present considerable implications for pathways to the
appropriate services.

Help-seeking experiences and treatment delays

Fourteen studies, including both qualitative and quantitative
methods, reported on help-seeking experiences, barriers to
treatment, and mental health service utilization among Black
individuals and their families'8-2124293235-41 " Thege studies
demonstrated that the accumulation of barriers such as financial
stress, lack of insurance, lack of affordable mental health services,
inflexible appointment times, inefficient scheduling processes,
and generally the long process to initiate treatment prolonged the
initiation of treatment among Black individuals and their family
members (see Fig. 1)'8192132,

Two qualitative studies from the ACES cohort and entirely
comprised of Black family members recruited from Georgia
explored their perspectives on treatment-seeking barriers'®2°,
The qualitative synthesis of these studies suggests that the
misattribution of symptoms (e.g., depression, substance use,
developmental changes) during the prodromal phase and
personal and societal stigma associated with seeking mental
health services contributing to delays in treatment'®2°, One study
with 109 study participants recruited from an inpatient hospital
located in Georgia, 90% of whom were Black individuals, reported
that <15% of participants sought mental health services prior to
hospitalization or during the prodromal phase®. Findings also
noted the initiation of treatment generally occurred after a
catalytic event, to which Black individuals with FEP and their
family members described as the manifestation of severe positive
symptoms (e.g., suicidal or homicidal ideation), interactions with
law enforcement, or an accident (e.g., vehicular)'8203839,

Two studies reported that family members or friends and law
enforcement were primarily responsible for the initiation of
treatment or the first hospitalization®*®, For instance, Compton
and colleagues found that family members and friends made on
average four attempts to connect with services prior to the first
hospitalization®®. Notably, initial contact was frequently made with
psychiatric or general emergency services, or a mental health
professional (e.g., counselor, mental health clinic) and contact with
primary care providers were less common®>3638, Perhaps the
experiences immediately prior to the onset of psychosis and how
Black families make contact with emergency services (e.g., interaction
with law enforcement, violent behavior) contributes to the high rate
(range: 79-87%) of involuntary hospitalization reported in several
studies conducted in Geogria?>2832363839  Across studies the
average age at first hospitalization was 229 vyears (range:
20.9-23.9) which is consistent with findings reported on the average
age of onset of psychosis described earlier'®1922-242628313238,3942
Furthermore, Black individuals who had dropped out of high school
were significantly younger (209+33 vyears) at the time of
hospitalization compared to those who completed high school
(24.9 + 5.0)%°. While there are high rates of involuntary hospitalization
among Black individuals, one study found that positive and negative
symptoms significantly improved six months after hospitalization.
However, there were minor decreases in social functioning (e.g.
social withdrawal, independence, prosocial activities, employment),
which were often present during the prodromal phase3*4°,

In addition to the results published from the ACES project on
Black individuals with FEP and their family members, recent
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studies utilizing claims data from multiple states have contributed
findings on racial and ethnic differences in the utilization of
behavioral health services prior to the onset of psychosis3”4'.
These studies demonstrated that Black individuals were signifi-
cantly less likely to use outpatient mental health services, and
significantly more likely to visit the emergency room in the year
prior to the onset of psychosis, relative to non-Hispanic White
individuals. The underutilization of behavioral health services
among Black individuals prior to FEP may be a plausible
explanation for the decreased likelihood that Black individuals
will have a comorbid diagnosis prior to onset of psychosis’1,
However, this also demonstrates the limited use of behavioral
health services among Black individuals for signs and symptoms
(e.g., substance use, physical and sexual abuse) or experiences
that occurred prior to the onset of psychosis.

Quantitative—Cross-sectional

randomized trial—Descriptive
Data collected between 2008

and 2012
Data collected between 2008

and 2010
Data collection period not

Quantitative—Cohort
mentioned

Quantitative—Cohort —
Correlational

Methods/procedures
Correlational

Duration of untreated psychosis

Ten studies with participants comprised predominately (86—-100%)
of Black individuals with FEP or their family members reported
findings relevant to the DUP'321-24.2830,364243

Figure 1 displays the summative findings from four studies
conducted primarily in Georgia which identified individual-level
factors (e.g., lack of insurance, financial strain, incarceration,
substance use, chronic mode of onset) that were associated with a
longer DUP?'243642 For example, in a subsample involving 42
Black individuals hospitalized with FEP derived from the ACES
project, those without health insurance, experiencing financial
issues, or experiencing four or more additional barriers (e.g.,
transportation problems, conflict with work schedule) had a
significantly longer DUP, than those with insurance, who were
financially stable, and experienced none or one barrier?2. Three of
these studies further explored mode of onset, defined as the
speed with which positive symptoms emerge, and its association
with DUP. One study found that a chronic mode of onset for
psychosis was associated with a longer DUP compared to an acute
mode of onset for psychosis?®4. One of the other studies found
those with a more chronic onset had a significantly longer
duration to first help-seeking contact relative to an acute mode of
onset and found no differences in the time from first-help seeking
contact to hospitalization3®.

Five studies, primarily conducted in Georgia, identified the
association between DUP and interpersonal-level factors focused
on family characteristics>?72%?842_|n a predominately (~90%) Black
sample of participants, a family history of psychosis was associated
with a significantly longer DUP compared to those without a
family history®®. Interestingly, family involvement in help-seeking
was associated with a longer DUP?“, Yet, Black individuals residing
with a family member was predictive of a shorter DUP compared
to those residing with other individuals or alone*?. Taken together
with the qualitative findings reported earlier, it may be that the
misattribution of symptoms and stigma associated with psychosis
contributes to the delaying the initiation of treatment, thus
lengthening the DUP. In addition to certain family-level character-
istics lengthening the DUP among Black individuals with FEP,
findings from two studies demonstrated that longer DUP had a
negative impact on family strengths (i.e, shared values
and beliefs, expression of feelings, conflicts, reoccurring problems)
and was associated with increased caregiver strain®>?3. Ku and
colleagues conducted one of the only studies to examine
community-level characteristics in Georgia and Washington, DC,
specifically general neighborhood socioeconomic status and
perceived neighborhood disorder, which correlated with a longer
DUP.

Only two studies, one conducted in Pittsburg and the other
using a more nationally representing sample, examined whether
there were significant differences in the DUP between Black and
White individuals with FEP'>43, While both studies reported an

Location
Nationwide
Georgia
Georgia

152 (56.3%)
54 (88.5%)
98 (89.9%)

Sample size (%)
Black/African
American

N
N
N

Demographics (age, sex)
Mage =23.3+5.11 years

Male: 267 (72.2%)
Mage = 23.6 = 5.0 years

Male: 44 (72.1%)
Mage =23.1£4.7 years

Male: 83 (76.1%)

370 participants
61 participants

Total sample size (N)

N

Ramsay et al. 33 Prevalence and psychosocial correlates of N =109 participants

Nagendra et al. '*> Demographic, psychosocial, clinical, and N
neurocognitive baseline characteristics of Black Americans
prior incarcerations in an urban, predominantly African-

in the RAISE-ETP study
American sample of hospitalized patients with first-episode

Ramsay et al. 32 Clinical correlates of maltreatment and
psychosis

traumatic experiences in childhood and adolescence

among predominantly African American, socially
disadvantaged, hospitalized, first-episode psychosis

Table 1 continued
patients

Article/Author
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Continued Substance Use

Childhood Physical Abuse
Childhood Sexual Abuse
_ * Misattribution of signs &
] Substance Use symptoms
= -depression
2 ‘ > -substance use
°
= -adolescent development
[ History of Incarceration
1 Individual Barriers
-insurance coverage
-cost of services
-stigma
Interpersonal Barriers
-appointment times
Family History of Psychosis -sch§du.lmg process
= -carlier onset of prodromal phase and -family involvement
g psychosis
Z Community/Societal
2 Barriers
= .
2 -stigma
=
-
El
-g L—» Childhood Environmental Adversity
2
£
g Residential Instability
£ Neighborhood Socioeconomic Status
£ Perceived Neighborhood Disorder
5 -earlier onset of psychosis

-increases the severity of positive &
negative symptoms

Delayed Initiation of
Treatment

!

-residing at home leads to shorter

1

1

1

1

1

i

Family Members & Friends 1
1

1

1

-responsible for initiation of care :
1

1

A 4

Longer DUP
-negative impact on family
dynamics
-increased caregiver strain

Law Enforcement :
-responsible for initiation of 1
care

Involuntary Hospitalization
-improvement in positive &
negative symptoms
-decline in social functioning

DUP

Emergency Room Visits

Experiences Pre-Prodrome Prodromal Phase

Duration of untreated illness: 0-338 weeks —————»

Duration of untreated illness: 0.6-476.9 weeks - >

Fig. 1 Synthesis of pathways to care for Black individuals with early psychosis. Dashed boxes represent an individual or entity; light orange
boxes represent the pre-prodrome phase; orange boxes represent the prodromal phase; red boxes represent experiences during the period of

untreated psychosis; green boxes represent contact with services.

extended DUP for Black individuals relative to White individuals
(Nagendra: 89 weeks vs. 70 weeks; Li: 2.47 years vs. 1.82 years), no
statistically significant differences were noted'>*3,

DISCUSSION

The 28 reviewed studies focused on the pathways to care for Black
individuals with FEP and their families emanate from a relatively
small group of data collection sites (e.g., Georgia mental health
care system) and with a restricted range sociodemographically
(i.e, no to low income). As such, there is a clear need for more
representative studies of Black individuals with FEP across a wider
range of socioeconomic characteristics. Nevertheless, as illustrated
in Fig. 1, the results of the present review revealed salient
experiences during the premorbid and prodromal phases of the
pathway to care for Black individuals with FEP and extends
previous work done on Black populations in Canada and the UK
which mainly found police involvement was higher among Black
individuals in their pathway to care compared to White
individuals®®. The synthesis of findings across nine studies suggest
the premorbid and prodromal phases tend to be characterized by
exposure to traumatic experiences or negative life events,
including childhood adversity, history of incarceration and
neighborhood violence; and that these exposures are associated
with increased likelihood of substance abuse®>=3. Moreover, four
studies identified similar factors (e.g., incarceration, substance use,
neighborhood disorder) were related to longer DUP. Substance
use may be a way young Black individuals are coping with trauma
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experienced at both the individual and neighborhood levels; a
pattern found in previous research??32-34,

The presence of substance use during the prodromal phase
may be connected to why Black family members in a qualitative
study indicated a tendency to misattribute symptoms to
substance use effects'®. Findings from two studies that utilized
claims data found Black individuals were also less likely to have
engaged behavioral mental health services for these negative life
event exposures that precede onset of psychotic symptoms3741,
This may be connected to findings from two qualitative family
studies which found societal stigma about seeking mental health
services or structural barriers such as financial strains and limited
access were reported by a number of Black individuals and
families'®2°, Stigmatizing attitudes about people with mental
illness and racial stereotypes about Black people both entail
perceptions of dangerousness—a perception that could and has
led to dire consequences for Black individuals.** Some of the
hesitancy to engage mental healthcare systems is likely connected
to a fear of being perceived and consequentially treated as a
threat—a valid concern given the disproportionate number of
Black individuals with mental illness housed in jails*. This
combination of factors (stigma, structural barriers, misattribution
of symptoms) contributes to more delays in treatment initiation—
delays that may connect to why Black individuals have been more
likely to present with more severe psychotic symptoms'>. Black
families reported that it often took some catalytic event to force
their loved ones into treatment'®2°. Given the police surveillance
bias prevalent in Black communities*S, the catalytic event is more
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likely to involve law enforcement?’, especially because of the
acuity and severity of psychotic symptoms more likely to be
reported prior to initiating early psychosis treatment'3. This
challenging path contributes to delays in the initiation of
treatment for Black families, thus lengthening the DUP.

While findings from two studies found no significant difference
in the DUP between Black and White individuals, both studies
found the duration was longer in Black individuals by as much as
eight months. Furthermore, findings from two studies suggest
longer DUP contributes to the wear and tear on family functioning
and increases strain among caregivers in particular?®>?%. Black
families that are already dealing with structural barriers (e.g.,
insurance, accessibility) have to also deal with a frustrating drawn
out process when attempts are made to initiate treat-
ment'®192132 " Stryctural barriers are directly connected to a
history of structural racism and racialized capitalism in the US*,
whereby quality healthcare access is often tied to social capital
unequally distributed in racially segregated societies*. Black
families with a history of psychosis likely experience these barriers
and strains even more, contributing to an even longer DUP among
individuals experiencing their FEP. The social drift hypothesis of
psychosis postulates that individuals with psychosis experience a
decline in socioeconomic functioning due to the ramifications of
illness experienced over time across generations®®>'. This may
make mobilizing resources for that second generation of affected
offspring dealing with early psychosis more challenging, especially
in an inequitable healthcare system with a long history of
discriminating against Black people®2.

Treatment delays are common among individuals with early
psychosis regardless of race, however, the pathway to get there has
been identified as more traumatic and less straightforward for Black
individuals>3. Results from this review complement an earlier report
on pathways which described stigma, beliefs about causes of
mental illness, and lower probability to be referred for psychiatric
care by general practitioners, as factors related to treatment delays
for African Americans with early psychosis'’. One glaring omission
from that earlier report which continues in the current review is the
lack of studies explicitly examining systemic racism and discrimina-
tion, and their connection to the factors identified in this review
(e.g., age of onset, DUP, barriers, stigma, substance use, trauma).
Racism has not been studied at the individual or structural level
among Black individuals with early psychosis even though racism is
a historical system of oppression that especially shapes social
determinants of psychosis for Black people®®, as well as the
probability of having traumatizing entry points into mental
healthcare systems (e.g., law enforcement, involuntary hospital
admissions)?®3>3638  How might dismantling the systems struc-
tured through a racialized hierarchy where Black individuals
represent the most distal category®>*%, improve the pathway to
care in ways that also improve engagement and treatment
outcomes? A few studies included in this review revealed
neighborhood-level community factors were relevant in the path-
way to care for Black individuals because they were related to two
prognostic indicators—residential instability in neighborhoods was
related to earlier age of psychosis onset and low neighborhood
socioeconomic status and perceived neighborhood disorder were
related to longer DUP. This represents a first step in identifying
macro-level structural factors that influence pathways to care for
Black individuals. More research in this area is needed.

This review provides valuable insight into the complexity of why
pathways to care are so challenging for Black individuals and their
families by specifying important factors during more than just
immediate entrance into treatment. The current review was inclusive
of premorbid and prodromal phases of the pathway as well as help-
seeking behaviors. In that vein, we have connected findings from
literatures along this path in meaningful ways that can be explored
in future studies. Nevertheless, certain limitations should be noted.
First, the quality appraisal for studies included in the systematic
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review was not used as basis for inclusion criteria but to highlight
any methodological limitations, such as the adequate representation
of Black/African American participants in studies. Relatedly, studies
either used self-reported race and ethnicity or obtained race and
ethnicity information from a chart review based on a clinician’s
assessment, which could result in some participants in these studies
being misclassified as Black. Nevertheless, the majority of studies
came from a mental health system in Georgia that serves a
predominantly Black community, and any misclassification would
likely be negligible. Second, the present study focused on pathways
to care, which can be considered a broad topic of focus, however;
this review demonstrates specific areas for further research.
Additionally, the present study was necessarily focused on the
experiences of Black/African American of mental health services, so
conclusions are framed largely within the context of the American
experience. Despite preliminary evidence of differences in treatment
seeking experiences among various ethnicities and nationalities
(e.g., Black, African, Caribbean, etc.) across the diaspora of the Black
community evident by studies conducted in Europe®®, the racialized
historical context in the US, is strongly anti-Black regardless of
immediate ancestry*®>>, Nevertheless, more research that captures
cultural heterogeneity within the Black community that characteriz-
ing pathways to care, DUP, and barriers to treatment initiation
should be conducted in the future. Moreover, studies included in
this review did not account for other important differences among
Black people including regional, socioeconomic, and immigration-
related differences. Future analyses should seek to explore within
group differences for different socioeconomic and ethnic subgroups
within the Black American experience.

This review fills an important gap in the literature by focusing
on Black populations specifically and by including studies that
gather data from Black family members using a mixture of
methods (e.g., qualitative). As synthesized and summarized in
Fig. 1, it reveals more specific elements along the pathway that
can be targeted in community outreach efforts in early
intervention and prevention, and in future studies. From
targeting stigma with a culturally tailored lens'? to dismantling
structural barriers and improving access to behavioral interven-
tions for coping with trauma and racialized trauma specifically,
these findings identify potential targets for prevention and
community outreach to disrupt these deleterious pathways that
leave Black individuals starting CSC already at a disadvantage'?,
and perhaps why some Black individuals are not accessing CSC
programs due to ineligibility (e.g., substance use, long DUP > 2
years). There is considerable evidence that the need to go
upstream and dismantle the policies shaped by structural racism
is a place for future emphasis with more focus on the factors that
precede onset of acute psychotic symptoms®>*°’. We have
synthesized findings that identify several related factors that
could impact treatment engagement prior to treatment initia-
tion. For example, in Black populations, the unfortunate contact
with law enforcement at the entry point of a medical system
(e.g., being brought to ER via police) is usually what gets
emphasized for pathways to care among Black individuals.
However, our review suggests contact with law enforcement is
happening during premorbid and prodromal phases in a way
that is linked with the substance use being used to cope with
trauma, as well as the exacerbation of the psychotic symptoms
themselves. Opportunities to disrupt these pathways to care
exist for Black individuals with FEP in the US and will require
more prevention efforts and structural change.

METHODS
Search strategies

The present study was guided by the Reporting Items for Systematic
Reviews and Meta-Analyses (PRISMA) using a two-step literature
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Articles excluded

n=39

Full-text articles excluded
n=13

6 did not meet a minimum of 75% of
Black participants or report racial

> differences
3 were not conducted in the US;

Records identified through
database searches
= n=127
5]
g Pubmed= 44 Additional records identified
= Psvelnfo= 35 through other sources
5 sycinio= (hand search of references)
= Embase=48 B
n=9
Duplicates
removed
n=56
A y
oo Title and Abstracts screened
= n=80
b
5
19
&
:_—:." y
E,, Full-text articles assessed for eligibility
= n=41
y

T
= Studies included in the review
E n=28
=

4 were not specific to first episode
psychosis.

Fig. 2 Study selection flow for systematic reviews (PRISMA).

search approach®, It should be noted that the present study was
not registered with the International Prospective Register of
Systematic Reviews (PROSPERO) but the authors ensured that no
duplicate review had been published or is currently being
performed. In step one, the search to retrieve studies was performed
in three electronic databases, PubMed, Psycinfo, and Embase/
Medline, with no date restrictions. The initial literature search was
performed in October 2020 and updated in April 2021. The
following search terms along with Boolean operators were used to
increase sensitivity of the search strategy: (“first episode psychosis”
OR “early psychosis” OR “first episode schizophrenia”) AND (“African
American” OR “Black” OR “ethnic disparities” OR “racial disparities”)
AND (“United States” OR “US” OR America”). As shown in Fig. 1, the
search results from PubMed resulted in 44 articles, Psycinfo resulted
in 35 articles, and Embase/MEDLINE resulted in 48 articles. Step two
identified additional studies by hand-searching the reference lists of
identified studies, which resulted in nine articles. Search results were
imported into Covidence (www.covidence.org; Veritas Health
Innovation Ltd.), a web-based tool developed to assist in the
screening and organization of systematic reviews>°.

Selection criteria

Studies were included if the following criteria were met: (1) at least
75% of sample was Black/African American and/or specific
findings on racial differences focused on Black/African Americans
participants, consistent with prior reviews focused on Black/
African American individuals and behavioral health interven-
tions®%®'; (2) a population focus on individuals experiencing their
first episode of affective or non-affective psychosis and/or their
family members/support persons; (3) qualitative, quantitative, or
mixed method studies focused on understanding experiences
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prior to receipt of outpatient services for FEP; (4) studies published
in English; and (5) studies published in peer-reviewed journals.
Studies were excluded if they did not meet any of the above
criteria, as well as the following exclusion criteria: (1) not
conducted in the US; (2) if methods did not clearly define the
sample as a first episode; and (3) abstracts, systematic reviews or
meta-analyses, case-reports, case studies, thesis and dissertations,
and gray literature. The initial screening of titles and abstracts
(n = 80) was performed by one author (0.0.). Two authors (0.0.
and D.M.A) read full-text articles independently for study
inclusion. Six studies did not reach consensus based on
independent reviews and were resolved by discussion, resulting
in the exclusion of five studies and a final sample of 28 studies
(see Fig. 2 for details).

Data extraction

Data from the 28 included studies were extracted into an
extraction table which included data on participant demographics
(sample size, age, sex, and the number of Black/African American
participants), geographic location of study setting, study design,
and major findings.

Quality assessment

The methodological quality of each study was assessed using the
validated mixed methods appraisal tool (MMAT). The MMAT has
been used in prior systematic reviews and is a checklist comprised
of 27-items used to assess the quality of qualitative, quantitative,
and mixed methods studies included in systematic reviews®2-65,
Items 1-2 on the MMAT are general screening questions. ltems
1.1.—1.5. are used to assess qualitative studies, items 2.1.—2.5. are
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used to assess quantitative randomized controlled studies, items
3.1.—3.5. are used to assess quantitative non-randomized studies,
items 4.1.—4.5. are used to assess quantitative descriptive studies,
and items 5.1.—5.5. are used to assess mixed methods studies. The
overall quality of a study is presented as a percentage, with higher
values reflecting greater quality. Two authors (0.0. and D.M.A)
independently rated each study using the MMAT and met to
discuss the methodological quality of each study. Based on
independent ratings and discussion, 19 studies were rated
medium (60%), nine were rated high (80-100%) quality, and no
studies were excluded (see Supplementary Table 1).

Reporting summary

Further information on research design is available in the Nature
Research Reporting Summary linked to this article.
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