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Using focus groups to inform a
brief video intervention to reduce
public stigma toward Black youth
living with psychosis

Samantha E. Jankowski, Leah G. Pope, Stephen Smith,
Shannon Pagdon, Lisa B. Dixon and Doron Amsalem*

New York State Psychiatric Institute and Department of Psychiatry, Columbia University Vagelos College
of Physicians and Surgeons, New York, NY, United States

Objective: Black individuals living with psychosis are at risk for stigma and
marginalization due to systematic discrimination and barriers to receiving
treatment. Social contact-based interventions have the potential to reduce
stigma; however, interventions with elements specific to the experiences of Black
youth are limited. Therefore, we aimed to gather input from Black youth living
with psychosis to develop a social contact-based, brief video intervention to
reduce public stigma toward Black youth with psychosis.

Methods: Two 90-min focus groups were conducted with seven young Black
individuals ages 18-30 with First Episode Psychosis from OnTrackNY. Participants
were asked about their experiences of stigma and racial discrimination, and their
perspectives on a video intervention. Focus group transcripts were analyzed using
thematic content analysis.

Results: Themes that emerged included: the salience of stigma and racial
experiences for some participants and not others; the linking of religiosity and
symptoms in Black communities; the importance of taking responsibility for
recovery as a coping strategy to counteract stigma; and mixed views on creating
a video intervention specific to Black youth.

Conclusion: Meaningful and empowering involvement of individuals with lived
experience of psychosis is essential to create stigma reducing interventions. Input
from Black youth living with psychosis assisted in developing a culturally tailored
brief video-based intervention to reduce public stigma toward Black youth
with psychosis that included information about the protagonist's experience
of race and mental illness, specifically family, religious, and community-based
experiences.

KEYWORDS
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Introduction

In the United States, Black individuals living with psychosis are susceptible to systematic
discrimination and experience barriers to seeking treatment. For example, rates of psychosis
diagnosis are two to four times higher among Black individuals compared to White
individuals possibly due to clinician bias and greater vulnerability for psychosis (1-5). Black
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individuals are also more likely to receive long acting injectable
antipsychotic medications, first generation antipsychotics rather
than clozapine, and higher doses of medication (6-9). Similarly, they
are less likely to receive and utilize essential mental health services
(10, 11), even when accounting for income and insurance (12).
These disparities put them at risk for stigma, marginalization in
employment and social relationships, and unnecessary
hospitalizations and medication prescriptions, in the case of
misdiagnosis (2, 10).

Stigma is often divided into two types: public- and self-stigma.
Public stigma includes negative beliefs that result in fear or
discrimination of individuals with mental illness, while self-stigma is
the internalization of these negative beliefs by those with mental
illness (13, 14). Both types of stigma have the potential to
be exacerbated by the interaction of having both a mental illness and
marginalized identity (15, 16). To address this overlap, Oexle and
Corrigan (15) recommend culturally tailored interventions in order
to reduce stigma in vulnerable groups. Social-contact-based
interventions, which involve interpersonal contact with individuals of
a stigmatized group and balance discussion of struggles and recovery,
are most effective at reducing stigma (17, 18). Notably, video-based
interventions have similar efficacy to in-person contacts (19, 20).

In our prior research, we conducted randomized control trials that
showed the efficacy of utilizing brief social-contact based video
interventions to reduce public stigma among young adults toward
individuals living with psychosis (21-26). Brief online interventions
are easier to distribute, less costly, and can be targeted toward youth
due to their high use of online platforms. Targeting studies toward
youth is essential due to their overlapping age with their initial
experiences of psychosis and possibility of intervening before
stigmatizing attitudes are solidified. One of our prior studies, which
examined the impact of tailoring the video narrative to gender, found
a greater stigma reduction effect for women when placed in a video
intervention group where a female presenter discussed gender-related
themes as compared to when she did not (26). This finding suggests
that tailoring the narrative for specific characteristics can bolster
stigma reduction; however, no studies have examined the impact of
including racialized experiences. Additionally, stigma reduction
studies targeting Black individuals are limited, with only one study
comparing video and in person contact of a person with panic
disorder for Black undergraduates (27, 28). Therefore, there is a need
for culturally tailored video interventions including elements specific
to the experiences of Black youth with psychosis.

In order to tailor such interventions appropriately, it is essential to
gain a better understanding of the intersection of stigma related to
mental illness and experiences of racial discrimination for young
Black individuals. Prior qualitative studies have been limited to
stigmatizing experiences of Black men ages 19-38 with first episode
psychosis (FEP) who entered treatment through coercive pathways
(29), experiences of family members (30), or studies conducted
outside of the United States (31). To our knowledge, no prior study
has collected data to inform the development of a brief social contact
based video. Therefore, we conducted focus groups with young Black
individuals ages 18-30, living in the US, who were recently diagnosed
with FEP in order to have a better understanding of the intersection
of stigma and racial experiences. We then describe the process of
video script development for a brief social contact video to reduce
public stigma toward young Black individuals with psychosis.
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Methods
Recruitment and data collection

We conducted two 90-min focus groups with seven young Black
individuals from OnTrackNY with FEP in May and June 2022.
OnTrackNY is a 2year coordinated specialty care program that
provides early intervention treatment targeting school, work, and
social relationships to youth ages 16 to 30 who are within 2 years of
experiencing a first episode of nonaffective psychosis (32). The
program is recovery-focused, utilizing a shared decision making
framework (32). Participants were eligible to participate in the focus
groups if they were Black, between the ages of 18-30, self-identified
as being diagnosed with psychosis, and were currently enrolled in the
OnTrackNY program. OnTrack has 800 active participants, of which
34% are Black. Participants were assessed by a clinician to have a
diagnosis of psychosis upon enrollment in OnTrack and were referred
to the study by OnTrack clinicians and a youth council comprised of
OnTrack participants and program graduates. The project was
approved by the Institutional Review Board of the New York State
Psychiatric Institute. Participants provided informed consent and were
compensated $50 for study participation. Focus groups were
conducted via HIPAA-compliant Zoom by one of the co-authors, a
Black clinical psychologist.

A semi-structured focus group guide was developed to explore
experiences of stigma and racial discrimination, and to collect
perspectives on the development of a video intervention to reduce
public stigma toward Black youth with psychosis. During the focus
groups, participants were first asked to describe their experiences of
stigma and racial discrimination and the intersectionality of being
Black and having psychosis. Then they were asked to provide feedback
on a brief video featuring a Black presenter who discussed his
experiences living with psychosis. They were asked about their feelings
regarding the protagonist, and whether he should include more
information about his racial experiences. Between the first and second
focus groups, the focus group guide was also updated to include more
specific questions about racial identity, describing mental health to
others in their community, and asking what elements would
be relatable for a Black audience.

Data analysis

Focus groups were audio-recorded and transcribed. The research
team individually coded the transcripts using deductive and inductive
approaches and refined these codes during team meetings (33). The
research team used data collected from these focus groups to inform
the development of a script for a brief video intervention that will
be studied in a subsequent randomized control trial to reduce public
stigma toward Black individuals with psychosis.

Results

Participants ranged from 18 to 27 years old with a median age of
22. There were 3 women and 4 men. All participants identified as
Black and were enrolled in OnTrackNY. Four main themes emerged:
(1) the salience of stigma and racial experiences for some participants
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and not others, (2) the linking of religiosity and symptoms, (3) the
importance of taking responsibility for recovery, and (4) mixed views
on creating a video intervention specific to Black youth.

Stigma and race-related experiences

Participants had varied views regarding the overlap between
stigma and race-related experiences. Some participants reported that
they did not experience stigma or race-related discrimination related
to their mental illness. They reported having positive treatment
experiences, including “being around other people who were open
about their problems” and feeling empowered to “vocaliz[e] my
opinions and saying that I do not like certain things being said.” They
attributed lack of stigma to a general societal shift where people are
more accepting of mental illness or due to not telling anyone outside
of family about their experience. One participant acknowledged
“when you are a Black person, there’s more stigma in my opinion,” but
stated that they did not directly experience stigma or discrimination.

Those who did experience stigma noted an initial fear of seeking
help due to how others may perceive them, including being viewed “as
childish or a baby” or being hospitalized “like in movies” When asked
specifically about experiences as a Black person with schizophrenia,
participants primarily focused on their experiences with family or in
their communities. For example, they reported that family members
would insinuate that they were having symptoms intentionally, due to
“not being busy enough,” or due to a “punishment from a higher
power” The role of religion is discussed further below. Regarding the
community, one participant noted “I've heard other Black people say
that mental illness is just like a cowardly thing almost or that it’s not
real, same things I've heard from my family pretty much” One
participant also mentioned unique difficulties as a Black male, due to
the need to “carry yourself, not express too much and no emotion” to
avoid “being judged or perceived as weak”

Other participants saw more direct parallels between mental
health stigma and racial discrimination. “Black people are already
demonized for their demeanor anyway, reflected one man, noting that
Black men are often assumed to be dangerous, unfit parents, or
“animalistic,” while Black women are viewed as “loud, unstable,
unfeminine” He connected these views with common stereotypes
about individuals with mental illness. Another noted that there are “a
lot of historical connections between mental health and racism. The
fact that people kind of call individuals ‘insane’ and, you know, these
terms are all from like the ability to control and not control someone
and like control their actions in my opinion.”

Religious beliefs and mental health stigma

When participants were asked about difficulties of being a Black
person with mental illness and situations where they felt
misunderstood, a common theme that emerged was having other
individuals within the Black community view the participants’
symptoms as a spiritual, rather than mental health concern. For
example, some participants noted that early in their illness, family
members believed that their symptoms were due to “a punishment
from a higher power” or “not being raised religiously” Another noted,
“it was just a lot of judgement and people wanted you to go to church.
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And that’s one thing in the Black community, I think, is like pretty
deep too. Like people just say, ‘oh like you probably have a demon or
something [rather than a mental health concern]” When asked about
specific elements to include in a video geared toward a Black audience,
participants reported that it would be important to include these
references to religion due to a connection between mental illness and
demonic possession that is sometimes espoused by Church leaders in
the Black community. Finally, one participant advocated for a
balanced view where both perspectives are accounted for: “It could
be balanced. It could be, you know, he’s going through something
mentally and can use religion in it too”

Taking responsibility for your mental health
as a coping strategy

When asked about what helped them counteract stigma,
participants emphasized the importance of surrounding themselves
with positive support people and dismissing stereotypes, “learning
how to not really care what other, what stranger’s negative perceptions
of me are. I do not really walk around telling everybody my
problems...what other people have to say about me should not stop
my personal journey because I'm left with me” Another emphasized
the importance of seeking help, particularly as a male, and ignoring
stereotypes about masculinity that imply that men should not express
emotions and are “weak” for seeking help. He noted that it is ok to
be “vulnerable and express feelings.”

Feedback on a video intervention

In order to better inform the development of a new social-contact
based video intervention that would specifically target public stigma
toward Black youth with psychosis,participants were shown an
existing video intervention during focus groups and asked about
whether the Black protagonist should have included information
about his experiences related to his race. Participants reported that it
was most important for them to be able to connect with the
protagonist around shared experiences; they wanted to connect with
the narrative and presenter on a “humanistic” level. For example, one
noted: “I think that a lot of times when people look at these videos of
other people talking about their mental health conditions and how
they navigated, they are looking to relate, they are looking to see how
other people navigated their mental health issues” One also noted that
including racialized experiences “could’ve been slightly more relatable,
only if I had experienced the same things that he did” Regarding
experiences that would be relatable, participants suggested including
information discussed above that had been relevant to them as Black
youth navigating mental illness—managing family member and
community stereotypes as well as confronting the belief that the
symptoms of mental illness are related to a lack of religion.

Other participants expressed uncertainty about focusing on the
racial experiences of a Black protagonist. Some worried that such a
focus could cause non-Black viewers to feel excluded due to the video
only having a focus on Black individuals. They thought it would send
a message that “his race mostly struggles with [mental illness],” as
opposed to mental illness being a universal issue. One also expressed
concern about possible discrimination: “I feel like it’s not that Black
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people is not important. I feel like if you just make it only about us,
people can get offended. Because it’s like, well they only think Black
people suffer” The participant felt that if a global perspective with
multiple cultures was included in the video, it would serve as a buffer
against the video getting “dislikes” and would be relatable to
more people.

Discussion

The current study sought input from Black youth with lived
experience of psychosis to develop a culturally tailored brief video-
based intervention to reduce public stigma against Black youth living
with psychosis. Main themes included: the salience of race-related
stigma experiences for some participants and not others, the linking
of religiosity and symptoms in Black communities, the importance of
taking responsibility for recovery as a coping strategy to counteract
stigma, and mixed views about including race-related experiences in
a video intervention.

Regarding race-related stigma, some participants reported that
such experiences did not dominate their interactions. When asked
what it is like to be a Black person living with schizophrenia,
participants primarily focused on their experiences with family
members and their communities equating symptoms with “not being
busy enough” or due to difficulties with spirituality. Other participants
equated racial discrimination with stigma, stating that common
stereotypes associated with Black individuals as dangerous, unfit
parents, and unstable are analogous to those associated with
individuals with mental illness. These differences reinforce the notion
that Black individuals are a heterogenous group with unique
perspectives on how race impacts their lives at the individual and
structural level (34). Due to the limited sample size, this finding needs
to be further explored in other studies.

Lack of stigma related experiences in some participants is in
line with a prior qualitative study conducted with primarily middle-
aged Black men, where participants did not endorse stigma
experiences and actively encouraged others to seek help (35). The
authors attributed their findings to a possible cultural shift where
people are more accepting of mental health conditions, which was
suggested by participants in our study as well. This is contrary to
prior qualitative research conducted with Black individuals with
FEP who entered treatment through coercive pathways (29) and
others who reported experiencing guilt about their illness (31). Our
study participants’ involvement in OnTrackNY, could have served
a protective role, since it is a person centered, recovery oriented
coordinated specialty care program for individuals with
FEP. Findings from the Recovery After an Initial Schizophrenia
Episode Early Treatment Program (RAISE-ETP) study found that
Black participants in coordinated specialty care (NAVIGATE), a
sample from a different recovery oriented program, reported
reduced stigma, while participants in community care reported
increased stigma (36).

Participants also noted the theme of “taking responsibility” for
their mental illness as a coping strategy to reduce stigma, where
they reported seeking treatment, surrounded themselves with
positive supports and reported “not caring what others think of
them?” Interestingly, this theme is similar to that reported by Black

Frontiers in Psychiatry

10.3389/fpsyt.2023.1210222

participants in a prior qualitative study where they felt responsibility
for their condition and reported a sense of failure about not being
able to “snap out of it” (31). However, participants in our study
placed emphasis on empowerment and hope for the future, rather
than guilt. Again, this perspective may have been due to their
participation in OnTrackNY, a program which emphasizes recovery
and empowerment (32). The theme of responsibility has also been
noted as an important part of information campaigns to promote
treatment seeking by emphasizing the role of the community to step
in (37). It has also been identified in a prior focus group our team
conducted with older individuals with serious mental illness (38).

Participants noted that if the video was geared toward a Black
audience, it would be essential to include experiences of being
misunderstood by other Black community members who equate
mental illness with demonic possession or other spiritual issue. This
theme has been identified in studies conducted in Black youth with
FEP, who reported experiencing guilt about their symptoms due to
thinking it was a sin or punishment from God (31) or having
community members attribute supernatural forces or black magic as
explanations for symptoms (39). Prior research has also suggested
that it is also common for Black people to seek help from spiritual
leaders prior to seeking medical treatment and to not notify
providers if they are concurrently seeing a spiritual leader due to
believing that they will equate their beliefs with symptoms (39, 40).
A participant in our focus group acknowledged the importance of
integrating both avenues and called for a balanced video where both
religious and  medical/psychological  perspectives  are
considered equally.

Notably, some participants expressed uncertainty about including
a Black protagonist who discussed racial experiences in a video
intervention due to its potential to make non-Black viewers feel
excluded or to foster prejudice against Black people. Others, however,
focused on the value of including elements of their identity as Black
youth that could be relatable to others—the influence of family
members, community perceptions, and religion. This aligns with
results from our prior study that found greater stigma reduction
among women in a video intervention group where a female presenter
discussed how identifying as a woman influenced her experiences as
a person living with psychosis as opposed to when she did not
mention any gender related experiences and provided generic mental
health information (26).

The video creation process

Building on the information gathered from the focus group and our
previous study, our findings on the relevance of gender in video content,
and our desire to test the impact of a video tailored to Black youth,
we created a brief video for Black youth that included information about
the protagonists experience of race and mental illness. Themes from the
focus groups were used to inform the script for a culturally tailored
video intervention targeted toward Black youth. We followed the
principle of moderately disconfirming stereotypes, which emphasizes a
balanced discussion of struggles and recovery, as this type of
intervention has been determined to be more effective than focusing
only on symptoms (41). When discussing struggles it has been
suggested by researchers to be cautious about including more
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challenging aspects of mental illness, such as dying by suicide, as this
may have unintended effects (20). Therefore, we did not mention
content such as potential violence among individuals with mental
illness, even though it was brought up in focus groups. We instead
focused on briefly describing symptoms “I was hearing voices and
seeing things” and changes in functioning (ex. failing grades, not
focusing on appearance). Regarding racialized experiences, we included
others’ reactions to the participant’s mental illness and skin color,
including blame and implying they are lacking the motivation to get
better. For example, we included statements such as “you do not get the
benefit of doubt from anybody” and “you are acting like this on
purpose” We also included the role of faith-based communities: “People
judge you and tell you to go to church. And that’s one thing in the Black
community that, I think, is like pretty deep too. Like people just say, oh
you probably have a demon or something,” since this was emphasized
by participants as essential to include in a video targeted toward a
Black audience.

As part of themes that emphasized hope and recovery, research
suggests that it is important to “see the person” (i.e., focusing on the
individual rather than the diagnosis) and include recovery oriented
(i.e., having a good prognosis, living a meaningful life, fostering hope)
messages (42). We included “see the person” messages such as “Once
I realized that I have an illness but I'm not the illness...things started
getting better” and recovery themes such as starting treatment, being
more vocal with family when they express an opinion the presenter
disagrees with, and being able to be successful and live a normal life.
The video’s efficacy in reducing public stigma toward Black youth with
psychosis among Black and non-Black youth ages 18-30 will be tested
in a separate study (Amsalem et al., under review).

Limitations

Our study has some limitations. First, our findings are limited to
a small sample. Including more participants may have added more
depth to our findings and future research should aim to recruit a larger
number of individuals from diverse locations. Second, our study was
comprised of participants who received treatment in the recovery
oriented OnTrackNY program, which limits generalizability of the
findings. Participants reported primarily positive treatment
experiences and empowerment after being connected to care, which
could have been a function of being involved in the program; however
it is worth noting that a prior qualitative study with Black males not
enrolled in OnTrackNY had similar findings (35). Additionally, it may
have been informative to explore whether substance or medication use
is associated with stigmatizing experiences or perceptions of psychosis.
Third, our findings are limited to individuals who are within 2years
of experiencing FEP. Future studies should examine stigma and
discrimination at different phases of coordinated specialty care
programs, including after discharge.

Conclusion

Stigma and racial discrimination are major barriers to care. The
input from Black youth living with psychosis assisted in developing a
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culturally tailored brief video-based intervention to reduce public
stigma toward Black youth with psychosis. Meaningful and
empowering involvement of individuals with lived experience in the
creation of stigma reducing interventions is essential. More studies are
needed to examine experiences of stigma and discrimination among
young Black individuals and other specific groups. Studies should also
examine the efficacy of these videos and how identification with racial
identity and perceived discrimination impacts participant responses
to culturally tailored interventions.
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