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Abstract

Objective: Patients with psychotic
disorders have higher rates of medical
comorbidities and premature mortality
compared to the general population but
have been shown to access primary care
at low rates. Young adults are at risk of

care clinic for FEP were recruited from
October 2021to December 2022.
Participants were interviewed using a
semistructured interview guide.
Interviews were recorded and
transcribed. A codebook was created
inductively using data from the transcripts,
and themes were generated from group

barriers, availability of urgent
appointments, and caring,
nonjudgmental attitudes of the PCP.

Conclusion: Improving engagement in
primary care is critical for young adults
with FEP to establish beneficial patterns of
health care use and timely access to

disengaging from primary care services consensus.
during the transition to adulthood. This
descriptive qualitative research study
sought to explore barriers and facilitators
to engaging with primary care among
young adults with first-episode psychosis
(FEP).

Methods: Ten patients aged 18-30 years
receiving care in a coordinated specialty

Results: Two themes relating to access to
primary care were identified: (1) barriers,
which included scheduling conflicts and
missed appointments, active mental
illness symptoms, and difficulties in
rapport with the primary care physician
(PCP) and (2) facilitators, which included
proximity to home, absence of financial

preventative care. This study identifies
factors that may help facilitate care with
PCPs, which could increase timely
utilization of medical care and reduce
premature mortality within this vulnerable
population.
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atients with serious mental illness (SMI), including

those with psychotic disorders such as

schizophrenia and schizoaffective disorder, have
higher rates of medical comorbidities compared to
the general population.!? Largely due to the excess
burden of cardiometabolic disease, patients with SMI
die as much as 25 years earlier than those without
SMI.2-% The heightened risk of cardiometabolic disease
has been linked to underlying inflammation,
antipsychotic adverse effects, and lifestyle factors.®”
Despite the higher rates of medical illness, patients
with chronic psychotic illness receive fewer
preventative services and less comprehensive care for
chronic medical conditions.®® In addition, patients
with SMI under-utilize primary care, while relying
more heavily on emergency and inpatient services,!?
and are less likely to have a primary care physician
(PCP).!

The disproportionate burden of medical
comorbidities starts early in the course of psychotic
illness: patients with first-episode psychosis (FEP) are
vulnerable to rapid weight gain and development of
cardiometabolic disease, especially when initiated on
antipsychotic medication.!>!? Guidelines recommend
that psychiatrists monitor patients for weight gain,
hypertension, glucose intolerance, and dyslipidemia,'!*
but challenges arise in getting patients to engage with
primary care if abnormalities are detected. At the time of
transition to adulthood, young adults are at risk of
disengaging from primary care services.!®> With the
typical onset of psychosis in late adolescence or early
adulthood, this developmental stage may represent a
critical time to influence patients’ perspectives of and
engagement with primary care. Establishing longitudinal
medical care with a PCP is crucial to help with
preventative screening for medical conditions and to
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Clinical Points

- Young adults with first-episode psychosis (FEP) are at
heightened risk for the development of cardiometabolic
disease and for not engaging with primary care.

- Active symptoms of mental iliness, difficulty keeping
appointments, and problems in patient-provider rapport
can interfere with accessing primary care in patients with
FEP.

- Factors that facilitate engagement with primary care in this
group are proximity to site of care, absence of financial
obstacles, flexibility of appointments, and nonjudgmental
attitude of the primary care provider.

initiate timely treatment for cardiometabolic diseases
that are likely to occur earlier and with greater severity
in this population.!®!”

Previous qualitative studies on barriers to
engagement with primary care for patients with SMI
included patients with nonpsychotic mental illness or
focused on older populations with chronic mental
illness.*18-20 Most studies were conducted in the
Veterans Affairs hospital system®!'%2° or in countries
with universal, government-funded health care,**!
which may limit generalizability to community health
care settings in the United States. To the authors’
knowledge, no prior studies have focused on the
unique population of young adults with FEP, who
are distinct in their developmental stage, phase of
illness, and heightened vulnerability to rapid
development of medical comorbidities. This study
aimed to explore barriers to engaging with primary
care among patients with FEP and to better
understand patients’ preferences for accessing
primary health care.

METHODS

A descriptive qualitative research method was
utilized, due to the exploratory nature of the study and
the ability to obtain detailed information from the
perspectives of patients. The semistructured interview
guide was created based on a review of available
literature. The interview guide consisted of open-ended
questions exploring barriers to primary care that
participants experienced or perceived, as well as
preferences and suggestions for making access to
primary care easier (Supplementary Material).
Semistructured interviews were used given the
likelihood of individual differences in specific barriers
and access issues, the possibility of disclosing
sensitive information, and the potential for
impairments in attention or memory related to
psychotic illness.
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Participants were recruited from the CAPSTONE FEP
clinic at Pennsylvania Psychiatric Institute (PPI), a
community academic outpatient psychiatric clinic in
Harrisburg, Pennsylvania. The CAPSTONE clinic is a
coordinated specialty care clinic for patients who have
experienced new onset of psychotic illness within the
previous 2 years. The clinic does not have medical or
primary care services on site. Eligible participants were
patients currently enrolled in the CAPSTONE FEP clinic
at PPI or previously enrolled in the CAPSTONE FEP
clinic since 2017, aged 18—30 years old, and able to read
and write in English. Participants were recruited from
October 2021 to December 2022. The CAPSTONE FEP
clinic physician provided initial screening and
identification of eligible patients. Potential research
participants were provided information about the study
and asked if they agreed to be contacted by the research
coordinator. Participants were advised of the risks of
participation, and they provided informed consent to
participate.

One-on-one interviews were conducted by a research
project coordinator (who had no clinical relationship with
the patient) using the interview guide and asking follow-
up questions based on individuals’ responses. The
interviews were conducted using the Zoom conferencing
platform and lasted approximately 30 minutes.
Interviews were audio-recorded and transcribed using
3Play Media.

The research group created a codebook inductively
using data from the transcripts. Two investigators
independently read the interview transcripts, and a
portion (20%) of the data was then coded by 2 coders
(M.L. and R.D.) to reach intercoder agreement of at least
0.70. Once agreement was reached, all data were coded
using MAXQDA. After the completion of coding, the
research group met to discuss patterns in the data and
to begin constructing themes. After reviewing the
5 preliminary themes, the team consolidated the themes
to include 2 primary themes with subthemes. Themes
with representative quotes are presented below.
Participants who completed the semistructured
interviews were provided with a $25 gift card to
compensate them for their time. The study protocol was
reviewed and approved by the Institutional Review
Board at the Penn State College of Medicine
(study ID: 17621).

RESULTS

Demographic Characteristics

Of the 10 participants, 4 identified as female, 5 as
male, and 1 as nonbinary (Table 1). The mean age was
24.9 years (SD =2.64) (range, 20—28 years). Six
participants identified as white, 3 as black or African
American, and 1 as none of the listed racial identities. All
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Table 1. Table 2.
Demographic Characteristics of the Participants Themes and Codes From Thematic Analysis
Characteristic Participants Theme Codes
Age, mean (SD), y 24.9 (2.64) Barriers to accessing PCP « Scheduling conflicts and missed appointments
Gender identity « Active mental illness symptoms
Female 4 (40) - Difficulties in rapport with PCP
Male 5 (50) Facilitators for accessing PCP + Close location and access to transportation
Nonbinary 1(10) - Absence of financial barriers
Racial identity - Availability of urgent appointments
White 6 (60) « Caring, nonjudgmental attitude of PCP
zf:: (())fr :\hfgi(aat:lm/;\gneri(an ‘: g(()))) Abbreviation: PCP = primary care physician.
Ethnicity
Hispanic or Latinx 2(20) with their PCP’s office due to inflexible work schedules or
’ Not IH|span|c (:/r Latinx 8 (80) childcare. They pointed to problems with medical
a;;&;lestatus, ° 10° (100) appointments conflicting with work hours: “difficulty, like,
Highest education level fitting them into your work schedule” or “my job taking up
High school 3(30) most of the time” (that medical clinics are generally open).
Some college 4 (40) Participants mentioned the negative trade-off of lost wages
 College degree 3(30) from missing work while attending medical appointments as
Living situation . . «
Living alone 330) a deterrent to seeking care or having work that was “not
Living with family 5 (50) really flexible” in allowing time off for appointments.
Living with friends 1(10) Several described difficulties finding “work-life balance,”
Living in shelter or temporary housing 1(10) particularly trying to juggle employment, meal preparation,
Work or school involvement exercise, and childcare.
Enrolled in school 1(10) E h . . booked
Working 6 (60) Vven when primary care appointments were booked,
Not currently working or in school 3(30) most participants identified difficulties with forgetting

Values are presented as n (%) unless otherwise specified.

participants identified as single; 6 lived with family or
friends, 3 lived alone, and 1 lived in temporary housing.
More than half (n = 6) were working, 1 was in school, and
3 were not working or in school, but none were receiving
social security disability. All participants had completed
high school; 4 had attended some college, and 3 had a
college degree.

Thematic Analysis

Based on the research question, “What are the
barriers to access and utilization of primary care for
patients with first-episode psychosis,” the research team
identified 2 themes (Table 2): (1) barriers, which
included scheduling conflicts and missed appointments,
active mental illness symptoms, and difficulties in
rapport with the PCP and (2) facilitators, which included
proximity to home, absence of financial barriers,
availability of urgent appointments, and caring,
nonjudgmental attitudes of the PCP.

Theme 1: Barriers to Accessing PCPs. Barriers to
accessing care refer to factors or obstacles that prevent
individuals from entering or utilizing health care.
Participants in the study expressed 3 primary barriers to
accessing primary care, which are organized into the
following subthemes.

Scheduling conflicts and missed appointments.
Participants identified challenges fitting in appointments
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and missing appointments frequently: “Something that’ll
probably come in the way of me getting to my
appointment would just be simple memory loss.” Others
described having “a really difficult time with dates and
remembering things.” They got “sidetracked” with other
activities or “caught up at work” and lost track of time.
Most referenced having problems with their memory for
appointment dates and relying on text reminders for
upcoming appointments or on loved ones to help recall
appointment times.

In addition, multiple participants stated that sleeping
through early morning appointments was a difficulty: “If
it was during the morning, I could possibly sleep through
it.” One individual explained that medication caused
sedation in the mornings, and another referenced working
the night shift: “A lot of the times, I just won’t wake up in
time, you know, like, if it’s in the mornings or whatever
and I work that night.”

Active mental illness symptoms, especially depression and
anxiety. Participants in the study described how symptoms
of excess anxiety could prevent them from attending
medical appointments: “If 'm anxious, I might avoid going
at certain times or certain dates or if 'm struggling in some
way.” Others described their “mental health can be a big
barrier” to taking care of their health and that feeling
depressed made it “harder to get out to appointments.”
They reflected that it required a “little effort” to reach out to
medical professionals and that making this effort was more
difficult with low motivation or low energy, resulting in
missed appointments because “I just don’t feel like going.”
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No individuals mentioned active symptoms of psychosis as a
barrier to accessing primary care.

Difficulties in rapport with PCPs. Participants described
problems interacting with PCPs, feeling that their provider
did not listen to them or made negative assumptions due to
the diagnosis of mental illness. One participant provided an
example of feeling that their PCP was “not listening to me as
much as just making their own assumptions” and suggested
the need for medical doctors to “change their attitudes
towards people who have mental health issues . . . cause I
really felt like he (my PCP) judged me.” A sense of “shame for
my mental health things” was identified as an obstacle to
seeking medical care. One woman identified racial
discrimination as a deterrent to accessing care for physical
health problems: “I would probably take into
consideration, um, racial discrimination just because of my
background—me being an African American woman.”

Theme 2: Facilitators to or Preferences for Accessing
PCPs. Facilitators to accessing care are factors that assist
people in receiving the appropriate amount or quality of
care. Participants identified the following 4 subthemes as
facilitators to accessing primary care or preferences for how
participants would like to access primary care.

Close location to home and access to transportation.
Participants wanted to have a primary care office that was
conveniently close in proximity to their home (within
5-15 minutes travel time) to allow them quick access: “It’s
not that far. It’s just, like, about 15 minutes away from me.”
In general, they valued having a PCP that is “very close . . .
right down the street from me.” Several individuals stated
that personal access to a car (“the freedom of having a car”)
or having family members (“I always have people that are
available to me”) who could provide rides were facilitators
to making it to appointments with PCPs: “My mother is my
caregiver, so she takes me. We set appointments . . . when
she’s off [work].”

Absence of financial barriers. Participants expressed the
importance of not having financial barriers to primary care
because they had adequate insurance coverage and no out-
of-pocket costs for medical care. They did not have to worry
about whether they could afford care “because my
insurance takes care of that; I never really think about it.”
With active insurance, there were no copays: “I don’t really
pay for anything.” Another participant referenced having
consistent access to health care because their parent
provided health insurance as well as logistical and financial
support.

Availability of urgent appointments. Many participants
expressed the importance of being able to get an
appointment for a new or urgent problem quickly at their
primary care offices, preferably within 1-2 days. They
appreciated that their PCP “prioritizes availability” for
them and that office staff will facilitate their being seen
“sooner rather than later” when there is a “more concerning
issue at hand.” Conversely, for those participants whose
primary care offices could not accommodate them for an
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urgent appointment, they would seek care at urgent care or
the emergency department.

Caring, nonjudgmental attitude of provider. Participants
highlighted the importance of their PCP treating them with
kindness and consideration: “He’s very understanding and
caring for all my problems.” Especially considering their
diagnosis of mental illness, they highlighted their desire to
have a provider that “wasn’t judgmental about anything” and
who could “understand where you're coming from.” They
valued a provider with a positive, friendly attitude who was
“easy to talk to,” made them feel “comfortable,” and “helps
me feel hopeful about my future.” Participants stressed the
importance of providers taking “time to talk to me” and
listening intently: “I feel like they are actually wanting to
listen to me and hear my voice.” They appreciated when
their PCP was “straightforward” and willing to
acknowledge when they did not have the answer.

DISCUSSION

This is the first study, to the authors’ knowledge, to
report on barriers and facilitators to accessing primary
care services for young adults with FEP. Barriers
included scheduling conflicts with work or other
obligations, forgetting appointments, difficulty awakening
for morning appointments, and active symptoms of
mental illness, particularly depression or anxiety. The
identified themes for facilitators were convenient location
to home, adequate insurance coverage, availability of
urgent appointments, and caring, nonjudgmental
attitude of the provider.

Previous publications on barriers to accessing care in
patients with SMI organized them into 3 categories:

(1) patient-related, (2) interpersonal, and (3) systems-
related.>®> Among the identified barriers in this study,
most were patient-related (missing appointments,
difficulty waking early, and active symptoms). Forgetting
appointments may be attributable to significant but
often under-recognized cognitive impairments in
memory, attention, and executive functioning in patients
with FEP.?? These deficits could interfere with recalling
appointments, organizing the steps required to schedule
and attend an appointment, and navigating the health
care system.! Disruptions in sleep cycle or excessive
sedation from medications could make waking for
appointments difficult.?? Depressive symptoms, which
are frequently present in FEP,>* and negative symptoms
of psychosis, including avolition and apathy, may
interfere with appointment attendance. In a study of
veterans with SMI, more severe psychiatric symptoms
were associated with more perceived barriers to care,
suggesting that psychiatric illness itself may be one of
the most significant barriers to care.

In terms of interpersonal barriers, participants in this
study identified the attitude of their PCP and the
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provider-patient relationship as important determinants
of (dis)engaging in primary care services, especially if
they felt judged because of mental illness. Problems in
alliance and therapeutic rapport with PCPs have been
recognized as barriers to medical care for those with
SMI.620 Patients with psychotic disorders may encounter
stigma or judgment from health professionals in
nonpsychiatric care settings who have less specialized
training and less comfort in communicating with
individuals with SMI.2® PCPs and their office staff may
also have limited awareness of cognitive and negative
symptoms of psychotic disorders that impede follow
through with appointments and recommendations. Our
study did not differentiate between types of PCPs; the
continuity of seeing an established and trusted
pediatrician or family physician into early adulthood (in
contrast to switching to an adult internist) could impact
engagement in primary care. The absence of family
support or involvement has been identified as a
predictor of disengagement from FEP services.? In this
sample, many participants referenced financial, logistical,
and emotional support from parents or family to help
them access primary care, highlighting the critical role of
family involvement.

This sample of young adults with FEP identified
systems-related facilitators including minimal cost, ease
of transportation to or proximity of the PCP’s clinic, and
flexibility in urgent appointments as facilitators for
engaging in primary care, which is consistent with
existing literature about accessing medical care in
patients with chronic SMI.1%2?¢ Fragmentation and lack of
integration between behavioral health care and primary
care services are reported barriers to medical care in
other studies, but our participants did not perceive this
as problematic.>*!° Those studies had older patient
populations (mean ages: 43—54 years); by contrast,
younger adults in the FEP population may have fewer
diagnosed medical conditions and may not yet have
encountered with fragmented care systems. Models that
integrate medical and behavioral health care, such as
reverse integration of primary care into a mental health
clinic, may facilitate coordinated medical care of
individuals with SMI1.?

Strengths of this study include the use of a qualitative
approach in understanding barriers and facilitators to
accessing primary care in young adults receiving
treatment for FEP. To the authors’ knowledge, this is the
first study examining this unique population, which is at
heightened risk for premature mortality. Although the
sample size was small, data saturation was attained.
Individuals with FEP who had more severe psychotic
symptoms, negative symptoms, or cognitive
impairments or who faced greater challenges in
accessing health care may have been less likely to
participate. Because these individuals are more likely to
face greater obstacles to accessing medical care, the
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results may underestimate challenges faced by young
adults with FEP in engaging with primary care. Our
sample was drawn from patients actively engaged in care
in an FEP clinic, so results may not be representative
of the broader population of individuals with early
psychosis. Those who disengage from FEP services are
likely to have risk factors (such as substance use, lack
of family support) that also increase the likelihood of
facing barriers to accessing primary care.?” The study
was conducted in Harrisburg, Pennsylvania, which may
limit generalizability to other geographic areas, as many
systems-level factors specific to a region impact
availability of primary care.

CONCLUSION

Cardiometabolic diseases are significant but
treatable contributors to early mortality in individuals
with chronic psychotic illness, and PCPs have a crucial
role to play in the longitudinal care of such patients.!”2
Young adulthood is a critical time for the establishment
of health risk behaviors and patterns of health care
use,® and early engagement in primary care could allow
timely identification of preventable diseases. This
exploratory study identifies barriers and facilitators to
accessing primary care in young adults with FEP, which
could inform strategies for prompt treatment of
emerging medical conditions in a vulnerable
population.
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Supplementary Material: Semi-Structured Interview Guide

1. In general, how do you feel about your overall health and well-being?
2. What are your thoughts about the importance or value of having a primary care provider (PCP)
for yourself?
3. What, if anything, makes it difficult for you to take care of yourself and your health?
a. What are the sorts of things that prevent you from seeking help for any physical
concerns?
4. Do you have a healthcare provider you think of as your regular doctor? Do you have a primary
care provider?
a. What do you do when you have a concern about your physical health?
5. Think back to the most recent time you had an appointment with a primary care provider.
a. What went well?
b. What could have gone better for you?
6. For what sorts of issues might you seek care from your PCP?
7. What has your experience been when trying to arrange an appointment for primary care or
medical care?
a. Have you had any obstacles or difficulties trying to arrange appointments?
b. What made it harder or easier for you?
8. What sorts of things get in the way of you keeping medical appointments that you have
scheduled?
a. What are your thoughts about the cost of your appointments?
b. What are your thoughts about the ease of getting to your appointments (ie:
transportation)?
c. To what extent (if at all) have you had difficulty finding a primary care clinic that is close
to you or easy to get to?
To what extent (it at all) have you had difficulty remembering your appointments?
To what extent (if at all) do you have problems fitting medical appointments into your
schedule?
9. Do you think that any changes are needed to primary care to make it easier for you to access? If
so, can you describe them?
a. How could primary care better meet your needs?
b. What might you suggest that could help you get better access to care?
10. Do you have anything else that you would like to add?
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