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Abstract

Family navigation (FN) and phone-based care coordination may improve linkages from primary care to community-based
mental health referrals, but research on their differential impact is limited. This mixed-methods study compared FN and
phone-based care coordination in connecting families to mental health services from primary care. Families of children
(56.3% male, mean age =10.4 years, 85.4% Black) were sequentially assigned to either receive FN through a family-run
organization or phone-based coordination via the child psychiatry access program (CPAP). Caregiver-reported children’s
mental health improved in both groups and both groups were satisfied with services. More families in the CPAP group had
appointments made or completed (87%) than families in the FN group (71%) though the difference was not statistically
significant. Future research with a larger sample that matches family needs and preferences (e.g., level and type of support)

with navigation services would be beneficial.
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Introduction

Pediatric primary care clinicians (PCCs; e.g., pediatricians,
nurse practitioners) play a critical role in identifying mental
health concerns, which are experienced by approximately
one in five youth (Foy & American Academy of Pediatrics
Task Force on Mental Health, 2010; Kessler et al., 2005;
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Stagman & Cooper, 2010). The COVID-19 pandemic has
further exacerbated mental health problems and access to
treatment among youth (Racine et al., 2021; Samji et al.,
2022). Indeed, an increasing number of PCCs are identifying
mental health concerns at routine well-child visits (Beers
et al., 2017), as PCCs are often the first point of access for
children with mental health concerns (Foy & American
Academy of Pediatrics Task Force on Mental Health, 2010).
While many PCCs report that they are increasingly comfort-
able with their role in the identification of mental health
concerns and subsequent referral to a specialized mental
health provider, many continue to report discomfort with
providing in-office interventions themselves or treatment
with psychiatric medications, with the exception of ADHD
(Bettencourt et al., 2021; Heneghan et al., 2008; Horwitz
et al., 2015; Stein et al., 2008). Additionally, some youth
with more severe mental health concerns require special-
ized support outside of primary care due to the complexity
or severity of their condition (Horowitz et al., 2015). Yet
many (48-62%) youth referred for outpatient mental health
services fail to present for their intake (Harrison et al., 2004;
Ofonedu et al., 2017), despite families expressing a desire to
connect to services (Harrison et al., 2004).
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Theoretical and empirical models suggest several barri-
ers to mental health engagement including the following:
caregiver beliefs (e.g., social norms), motivation (e.g., car-
egiver priorities), skills and knowledge about help-seeking,
environmental barriers (e.g., transportation), institutional/
system-level factors (e.g., inadequate insurance cover for
mental health services), caregiver well-being (e.g., stress,
[lack of] social support), and child symptom functioning
(Cyr et al., 2019; Foy & American Academy of Pediatrics
Task Force on Mental Health, 2010; Harrison et al., 2004;
Larson et al., 2013; McKay & Bannon, 2004; Ofonedu et al.,
2017). Barriers to care may be even more pronounced for
youth who have been historically underserved, such as those
in the foster care and juvenile justice systems, immigrants,
those who identify as BIPOC (Black, Indigenous, People of
Color), and those experiencing poverty (Stagman & Cooper,
2010).

Primary care practices and states have grappled with ways
to increase engagement in mental health care in general
and linkages to care following PCC referrals more specifi-
cally. Across many states, child psychiatry access programs
(CPAPs) have been used to fill in gaps, gaining traction as
an effective way to address mental health concerns among
youth (Foy & American Academy of Pediatrics Task Force
on Mental Health, 2010). Starting with the Massachusetts
program in 2004, CPAPs now exist in 46 states, the District
of Columbia, and 6 tribal communities and US territories
(https://www.nncpap.org/map). Programs vary based on fac-
tors such as funding, geography, and existing child mental
health infrastructure (Bettencourt & Plesko, 2020; Spen-
cer et al., 2019), but generally aim to increase the ability
of PCCs to directly address the psychiatric needs of their
patients. Many CPAPs provide a core set of services that
includes PCC training and education, rapid phone access to
advice from child and adolescent mental health clinicians,
and referral assistance. While many CPAPs address referral
support by providing a cultivated list of referral options to
the PCC (specific to the type of service needed, accepted
insurance and wait time; Maryland Behavioral Health Inte-
gration in Pediatric Primary Care, n.d.), some programs
provide care coordination directly to patients and families
in recognition of the barriers many families face when navi-
gating a complex mental health system (Massachusetts Child
Psychiatry Access Program, n.d.). Evaluations of CPAPs
have been primarily descriptive in nature, with most stud-
ies describing high levels of PCP enrollment and utiliza-
tion, high acceptability and feasibility, and improvements in
PCPs’ confidence in addressing their patients’ mental health
needs (Bettencourt & Plesko, 2020; Spencer et al., 2019).

To our knowledge, no studies have examined rates of
connection from CPAPs to mental health services fol-
lowing referral from primary care to community-based
resources nor are there studies specifically examining care
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coordination. We know of only two studies that have exam-
ined family satisfaction with CPAP services (Cama et al.,
2020; Dvir et al., 2012). However, both studies focused on
the Massachusetts program and one study focused on parent
satisfaction with PCP’s use of MCPAP rather than on their
experiences with care coordination to community-based
resources (Cama et al., 2020). Dvir et al. (2012) reported
high levels of parent satisfaction with MCPAP staff and ser-
vices, though satisfaction with care coordination to com-
munity-based resources versus satisfaction with MCPAP
psychiatry consultations was not delineated.

In addition to CPAPs, peer support models have been
put forth as another way to increase linkages with recom-
mended mental health services (Chinman et al., 2014). In
this model, caregivers of children with mental health needs
or knowledge of community-based resources (referred to as
“navigators”) support families who are newer to the men-
tal health system in accessing services and understanding
the system of care. Navigators can potentially address many
of the aforementioned barriers to accessing mental health
care by reducing families’ sense of isolation, stress, and
self-blame; helping families clarify their own needs; teach-
ing skills, coaching families, modeling effective advocacy;
personalizing the approach to accessing healthcare; and
bridging the gap between providers and families (Chinman
et al., 2014; Mullen et al., 2023). Peer navigation has been
deemed an evidence-based model of care by the Centers
for Medicare and Medicaid Services and many states and
health plans are increasingly reimbursing for this service
(Eiken & Campbell, 2008). While the use of navigators has
been cited as a promising way to better connect families
from primary care to mental health care (Acri et al., 2016;
Godoy et al., 2019), research is limited. Notably, much of
the research has focused on navigation for adult patients with
chronic health concerns or serious mental illness (Ali-Faisal
et al., 2017; Freeman & Rodriguez, 2011) and few studies
on mental health navigation have used randomized control
methodology (Waid et al., 2021).

Within a pediatric population, peer navigation research
has focused more on management of chronic illness or
broader developmental concerns rather than mental health
concerns (Cavaleri et al., 2011; Hoagwood et al., 2010). For
example, a systematic review of empirical studies examining
navigation for youth referred to behavioral health services
found only 8 studies (Petts et al., 2021), with four of the
studies targeting developmental diagnostic assessments,
including three that focused on autism (Feinberg et al., 2016,
2021; Roth et al., 2016) and one that focused on connec-
tion with Early Intervention (Guevara et al., 2016). Research
examining the use of family navigation for children with
autism has found that families are more likely to complete an
autism diagnostic assessment (Feinberg et al., 2016, 2021),
have greater likelihood of connection with recommended
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services after an autism diagnosis is made (Roth et al.,
2016), and demonstrate decreased caregiver stress (Jamison
et al., 2017). However, this body of research is limited in its
focus on autism rather than on referrals from primary care
to community-based mental health referrals more broadly.
Another study focused on referral from primary care to Early
Intervention found that use of a navigator was feasible and
there were good rates of connection (83% initiated referral;
Guevara et al., 2016). However, there was no use of control
arm, the navigator did not have lived experience, and the
focus was on Early Intervention rather than mental health
referrals more broadly.

Sprecher et al. (2018) conducted a retrospective descrip-
tive cohort analysis of patient navigation in an urban aca-
demic pediatric primary care practice and found that navi-
gators were fully successful (65% of the time) or partially
successful (21% of the time) in completing the referred
task and closing the loop with the PCC. Referrals for help
with logistical barriers (e.g., assistance with transportation)
were more likely to be successful when compared with
referrals for developmental concerns (e.g., Early Interven-
tion), referrals to promote treatment adherence, or referrals
focused on transition to adult care (Sprecher et al., 2018).
However, there was no comparison group and referrals were
for a broad range of issues and not specifically for mental
health concerns. Pantell et al. (2020) randomly assigned
caregivers of youth seen in primary care and urgent care
clinics to either in-person navigation or control (provision of
resource list) to address social needs and found that naviga-
tion was associated with decreased risk of hospitalization
in the year following, but there were no differences in emer-
gency department utilization. While promising, this study
focused on social needs and not on mental health navigation
specifically.

For children experiencing mental health concerns, sev-
eral studies have documented the benefits of telephone-based
family navigation (FN), including connection with mental
health services, especially for families in which parents were
highly strained (Kutash et al., 2011, 2013). However, partici-
pants were families of children enrolled in special education
programs and findings may therefore not generalize outside
of the school setting. In a sample of families with limited
financial resources referred for mental health services (from
various referral sources including but not limited to primary
care) in three counties in Oregon, a FN program demon-
strated high rates of initial connections to mental health
services and increased family empowerment compared to
a control group receiving usual care (Koroloff et al., 1996).
Notably, this study also provided a cash fund to support fam-
ilies in accessing mental health services, which may have
provided additional benefit to families in the navigation con-
dition potentially confounding outcomes. Furthermore, the
majority of families in this study were White (82%), which

may limit generalizability of findings to a region with greater
racial and ethnic diversity.

We know of no research examining navigation from pedi-
atric primary care to community-based mental health refer-
rals nor research comparing navigation to CPAP care coor-
dination support. This study addresses the identified gaps
in the literature by expanding on this knowledge base with
an examination of how navigators can be used to enhance
mental health referrals from pediatric primary care and how
navigation compares to the phone-based care coordination
provided in some CPAPs.

Objectives

This mixed-methods study had 3 primary aims: (1) Deter-
mine if FN was more effective than phone-based care coor-
dination for accessing community-based mental health
services following referral from primary care; (2) Describe
changes in key outcome variables related to the child (e.g.,
improvements in mental health), caregivers (e.g., depres-
sion, perceived social support), and the help-seeking process
(e.g., barriers to care) between groups 3 months after referral
from primary care; and (3) Describe families’ perceptions
of accessing mental health care with the support of a peer
navigator or CPAP phone-based care coordinator via surveys
and interviews. We hypothesized that receipt of FN would
increase the likelihood of connection with care compared to
phone-based care coordination.

Methods
Study Setting

The District of Columbia joined the growing list of states
with a CPAP in 2015 to promote mental health within pri-
mary care with increased collaboration between PCCs and
mental health providers and to improve the identification,
evaluation, and treatment of child mental health problems.
The DC CPAP, “DC MAP” (Mental Health Access in Pedi-
atrics) offers core services including (1) real-time phone-
based consultation for PCCs with a child mental health
specialist, (2) a one-time in-person or telehealth patient
visit with a psychiatrist as clinically indicated, (3) support
for PCCs in identifying community treatment referrals, (4)
direct phone-based follow-up support for families to support
resource navigation, (5) technical assistance on implement-
ing routine mental health screening within a pediatric pri-
mary care practice, and (6) education for PCCs on mental
health topics. Clinical questions were directed to a team of
child psychiatrists and psychologists, whereas intake calls
and care coordination were provided by a team of non-clin-
ical, bachelor or master’s level program staff.
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When PCCs called the DC CPAP to inquire about com-
munity-based mental health resources for families, as part
of standard of care, the Care Coordinator provided informa-
tion directly to patients and/or their caregivers about these
resources and then followed up with the family via telephone
at regular intervals to support the family in accessing care.
Separately within the District of Columbia there has been a
focus on increasing peer navigation for families of children
with mental health concerns. The DC CPAP partnered with
a local family-run, not-for-profit organization founded and
led by parents of children with mental health concerns, that
offers mental health FN. Prior to the study, the organiza-
tion was receiving referrals directly from the community,
but was not regularly receiving referrals from PCCs or the
local CPAP.

Participants

Caregivers of youth between one and 18 years of age
referred for DC-based CPAP care coordination (i.e., PCC
had requested that the family be provided with referral
resources) from February 2017 to November 2018 were ini-
tially eligible to participate. The recruitment period, which
had already been extended beyond initial planned recruit-
ment dates, was limited due to funding and resource con-
straints. Families were excluded from participation if the
caregiver was not the custodial caregiver, the caregiver was
younger than 18 years of age, the family did not reside in
DC, or the caregiver was not comfortable completing sur-
veys and interviews in English.

Recruitment and Informed Consent

Families who met eligibility criteria were asked via phone
by the CPAP Care Coordinator if they wanted to learn more
about the study. Research staff then contacted interested and
eligible families via phone to provide further information,
obtain informed consent, and set up a time to complete the
baseline questionnaires. Caregivers were given the option of
completing assessments at their home, at a public location
(e.g., library), or at the hospital. They were compensated for
their time in completing assessment measures/interviews.

Group Assignment and Intervention Descriptions

Participants were assigned alternately to the CPAP phone-
based care coordination or FN groups. Immediately after
completing informed consent and baseline surveys, families
were informed of their group assignment and the CPAP team
and FN team were notified accordingly so that they could
follow up with the family to provide referral information
and family support.

@ Springer

Family Navigation Group: Description of Services

Caregivers in the FN group could contact the navigator
at any time, though navigators aimed to contact caregiv-
ers every few weeks when they did not hear from families
to ensure regular contact. Caregivers and Navigators were
able to communicate in-person, via phone (calls/texts), or
via email depending on caregiver preferences and needs.
Most FN family contact was in-person with sessions typi-
cally lasting an hour in length. While Navigators aimed to
assist families in connecting with specific mental health
resources to which they had been referred, they also were
able to support families more broadly. For example, Navi-
gators could support caregivers in accessing additional
services that may be relevant to their child’s mental health
(e.g., housing). Navigators working at the family-run organi-
zation, who have a minimum of a high school diploma or
GED, all have “lived experience” in navigating youth mental
health and/or substance use disorder systems. Navigators
receive formal external trainings (e.g., local Department of
Behavioral Health Certified Peer Training program, Mental
Health First Aid and Recovery Coach trainings) as well as
internal training and ongoing support and coaching within
the organization from licensed clinicians. Navigators tend to
have small caseloads (7-10 families) so that they can spend
up to several hours per week with families if needed.

Child Psychiatry Access Program Group: Description
of Services

At the time of the study, families referred to CPAP care
coordination services received email or phone outreach from
the Care Coordinator with information about mental health
resources (e.g., agency telephone numbers). Following the
initial contact, the Care Coordinator then attempted to con-
tact the family 2 weeks, 1 month, and 3 months post-referral.
During these calls, the Care Coordinator supported families
in their efforts to access care, though typically this was lim-
ited to providing referral information again. Care Coordi-
nators had advanced degrees (e.g., bachelor’s or master’s
degrees) though did not have formal clinical training. During
the course of the study, they maintained a relatively small
caseload similar to that of the FN group (7-10 families).

Procedure

Participants completed a caregiver-report baseline assess-
ment following informed consent (prior to group assign-
ment) and a post-intervention assessment 3 months later.
Families were notified about group assignment upon com-
pletion of informed consent and gathering of baseline assess-
ments. Information about family contact with the mental
health agency was gathered during each contact between
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the family by either the Care Coordinator or the Navigator
depending on group assignment. Participants also completed
a brief interview about their experiences trying to access
mental health care at the end of the study. Quantitative data
were entered into REDCap (Harris et al., 2009, 2019), a
secure, web-based data capture application. Interviews were
audiotaped, transcribed, and imported into Dedoose for anal-
ysis (Dedoose Version 9.0.17, 2021).

Measures

Caregivers completed questions about demographic charac-
teristics for their child (e.g., race, ethnicity) and for them-
selves (e.g., parent education level). This included a question
about the total number of ACES (Adverse Childhood Experi-
ences) caregivers had experienced (range 1-10; Felitti et al.,
1998). ACE:s reflect children’s experiences with negative life
events, such as family conflict, physical abuse, and sexual
abuse. The ACEs questionnaire has acceptable internal con-
sistency and test—retest reliability (Dube et al., 2004).

Family connection with mental health services was
measured by whether the family had contact with any of
the mental health agencies to which they were referred with
the opportunity to indicate the nature of the contact (e.g.,
seen for a visit, on a waitlist). These data were gathered
during calls between the family and either the Care Coor-
dinator or Navigator and during endpoint interviews and
questionnaires.

Parent perceptions of children’s mental health were
assessed using several 5-point Likert scale questions devel-
oped by the study team focused on overall child mental
health (1-excellent to 5-poor), child mental health changes
(1-much better to 5-much worse), and concern about child
mental health (1-not at all worried to 5-very worried).

Barriers to Children’s Mental Health Care (Larson et al.,
2013), a 23-item survey that uses 6-point Likert scale ques-
tions (rating the extent to which they consider something a
problem and agree with statements) was used to assess car-
egiver perceptions of mental health treatment and potential
barriers in seeking mental health care, including tangible
barriers (e.g., transportation problems, difficulty navigating
resources; “The clinic is too far away from my home”) and
intangible barriers (e.g., stigma, fears about medications; “I
would be embarrassed if my family and friends found out I
was taking my child to the mental health center”). Subscale
reliability is adequate (Cronbach alphas>0.7; Larson et al.,
2013).

Parental self-efficacy was measured using the eight-item
efficacy subscale from the Parenting Sense of Competence
(PSOC) scale (Johnston & Mash, 1989). Parents rate each
item (e.g., “Being a parent is manageable, and any problems
are easily solved”) using a 6-point Likert-type scale (from
Strongly Agree to Strongly Disagree). Previous studies have

demonstrated strong reliability and validity (Ohan et al.,
2000; Rogers & Matthews, 2011). Internal consistency of
this scale is good across both mothers (0.68) and fathers
(0.74).

Caregiver perceptions of social support were measured
with the widely used Multidimensional Scale of Perceived
Social Support (Zimet et al., 1988), which has been demon-
strated to have good internal reliability (Osman et al., 2014).
This 12-item scale uses a 7-point Likert scale (Very Strongly
Disagree to Very Strongly Agree) to explore social support
from family, friends, and significant others. The scale's
psychometric properties, including internal consistency
(r=0.85) and test—retest reliability (alpha=0.88), are good.

Parental stress was assessed via two items (“I feel too
stressed to enjoy my child” and “I get more frustrated than
I want to with my child's behavior”) that are included on
the Early Childhood Screening Assessment (Gleason et al.,
2010). These items have been validated by the US Preventa-
tive Health Task Force to evaluate parental stress. Internal
reliability of the scale is good (0.76; Gleason et al., 2010).

Parental depression was assessed via the 2-item Patient-
Health Questionnaire (PHQ-2; Spitzer et al., 1999), which
assesses depression symptoms over the previous 2 weeks
(Kroenke et al., 2003; Staples et al., 2019). The widely used
tool has strong psychometric properties, including 87%
sensitivity and 78% specificity for Major Depressive Disor-
der and good internal consistency (0.86-0.89; Lowe et al.,
2004).

Interviews were conducted by trained independent inter-
viewers and lasted approximately 20 min. Interview guides
used 20 semi-structured questions focused on perspectives
on mental health (e.g., “How do you think other people
in your family and community might react to you taking
your child to the children’s mental health center?”’), mental
health integration in primary care (e.g., “Do you feel like
your PCP plays an active role in getting your child the help
they need?”), families’ experiences with trying to access
mental health services (e.g., “Tell me about your experi-
ences trying to access mental health services for your child
or yourself. What were some positive or helpful aspects?
What were some difficult or challenging aspects?”), and
their experiences working with either the Navigator or CPAP
Care Coordinator (e.g., “What could be done to improve the
experience?”).

Data Analyses

This mixed-methods study employed separate strategies to
address quantitative and qualitative aims. Quantitative analy-
ses were conducted using SAS 9.4 with two-sided tests using
a p value of <0.05, and 95% confidence intervals (CI). A
power analysis conducted prior to study implementation
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assumed a power of 0.80, a=0.05, and a 30% greater rate
of mental health appointment completion for the FN group
compared to the CPAP group which yielded a sample size
of 38 families per group at the time of follow-up. Independ-
ent relationships between variables at baseline and month 3
(e.g., child and caregiver well-being variables such as par-
ent depression and social support and child mental health
improvements) as well as the difference between the control
and intervention groups (e.g., mental health referral com-
pletion status) were examined using Chi-Square, Fishers
Exact Test, McNemar’s Chi-Square, Wilcoxon Rank Sum,
and Wilcoxon Sign Rank significance tests. Intangible and
tangible barriers to care were summed for each individual
and the significance of the difference between baseline and
month 3 was assessed using the Wilcoxon Rank Sum test,
and the significance of the difference between intervention
and control was assessed using the Wilcoxon Sign Rank test.
These analyses were selected based on the nature of data
collected (e.g., continuous versus categorical variables) and
they accounted for repeated measures.

Qualitative interviews were audio-recorded and tran-
scribed. Verbatim interview transcripts were analyzed using
Dedoose qualitative data analysis software (Dedoose Ver-
sion 9.0.17, 2021). We used constant comparative qualita-
tive analysis, an inductive, iterative process exemplified by
simultaneous data collection and analysis (Braun & Clarke,
2006; Hsieh & Shannon, 2005). Initially, codes were induced
from line-by-line analysis using the participants’ words to
name codes. Codes were created based on qualitative inter-
views with families describing their perceptions of mental
health, barriers and facilitators in accessing care, and satis-
faction with FN or CPAP services. Codes were then grouped
based on content similarities (Thorne, 2008). Informational
redundancy (i.e., not hearing new data from caregivers) was
achieved after completing analysis of all the interviews.
The coding scheme was developed jointly by several of the
authors (LG, RW, LD, HF). Coding revisions were made
using consensus agreement. In place of formal reliability
analyses due to the small sample size, every interview was
double coded to ensure consensus was reached.

Results
Study Participants

Figure 1 provides information about families approached
and recruited into the study, as well as data about family
completion and attrition. Of the 48 families who completed
baseline questionnaires, 75% (n=36) completed endpoint
questionnaires and/or an interview at 3-months follow-up
(62.5% from the CPAP group, n=15; and 87.5% from the
FN group, n=21). Of the 48 participating families, we found
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no significant difference in the demographic characteristics
of those who completed the study and those who did not
complete the study. Demographic variables are described in
Table 1. Child participants were 10.4 years old on average
(SD=3.8 years), 56.3% (n=27) were boys, 87.5% (n=42)
identified the child’s race as Black/African American, and
10.0% (n=35) identified the child’s ethnicity as Hispanic/
Latinx. Most of the children (76.3%; n=29) had public
insurance. Caregivers were predominately biological moth-
ers (92%) and they reported experiencing an average of four
Adverse Childhood Experiences. There were no significant
differences between the CPAP group and FN group in terms
of demographic characteristics.

Family Connection with Mental Health Services

Of the 32 families with known referral status information,
78% (n=25) made and completed appointments with mental
health resources. Families in the CPAP group (87%) were
more likely to have appointments made and completed than
families in the FN group (71%), though the difference was
not statistically significant (p =0.090).

Child and Caregiver Well-Being

Child and caregiver well-being variables are described in
Table 2. There were no significant differences in caregiver-
reported responses to a question about their child’s Over-
all Mental Health from baseline to follow-up, though there
was a trend toward significant changes: baseline Median
response =4 (Fair) vs follow-up Median response =3
(Good), p=0.071. Caregivers reported improvements
in children’s mental health from baseline to follow-up
(»=0.02) in response to a question about changes in their
child’s mental health status (Median response at base-
line =3, About the Same vs Median response at 3 months
follow-up =2, A Little Better), though there were no signifi-
cant differences between the CPAP and FN groups. There
were no differences in caregiver-reported social support,
efficacy, stress, or depression nor in caregiver-reported con-
cern about child mental health across the study period or
between groups.

Help-Seeking

Help-seeking variables are described in Table 3. Families in
both groups reported significant improvement in having the
information needed to manage their child’s mental health
(p=0.014) and there was a trend toward increases in family
reports of being given information about treatment options
(»=0.096), though there were no significant differences
between groups. There were significant decreases in intan-
gible barriers to help-seeking over the course of the study
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Family Does Not
Agree to be
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Coordinator
27.0% (N=43)
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Coordinator Phone \
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Contacted by Study | —p Cannot Contact
Coordinator Family
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*  Deem TAU as More Appropriate (6)
* Family Already Connected to
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Baseline Data

Family Enrolls &
Completes Baseline
Questionnaires
49.0% (N=48)

Collection
. DC MAP Group
Allocation 50.0% (N=24)
Does Not Complete
(Unable to Contact)
Follow-Up 37.5% (N=9)

Fig. 1 Study flow chart

(p=0.016) and there was a trend in decreases in tangible
barriers from baseline to follow-up (p =0.054). There were
no significant changes across the study period or between
groups in several other variables, such as whether the fam-
ily got the professional help they wanted, the efficacy of any
treatment received, and the difficulty of getting treatment.

Qualitative Data Results

Family experiences with either CPAP or FN are described
in Table 4. Families in both groups reported positive expe-
riences about their relationship with the professional (i.e.,
the Navigator or CPAP phone-based Care Coordinator) with

-

Family Navigator
Group
50.0% (N=24)

Completes
Endpoint
Questionnaires
75.0% (N=36)
DC MAP (N=15):
62.5%

EN (N=21): 87.5%

Does Not Complete
(Unable to Contact
12.5% (N=3)

whom they worked and the focus and approach of the work.
Families in the FN group reported a higher degree of overall
satisfaction than families in the CPAP group (p =0.037),
though across both groups, high levels of satisfaction were
reported.

Tables 5 and 6 summarize qualitative findings. At some
point during the interview, the majority of families expressed
neutral (80.0%) and/or negative (65.7%) attitudes or percep-
tions related to past experiences with mental health care,
with only a quarter of families (25.7%) expressing positive
attitudes, perceptions, or previous experiences. Barriers and
facilitators of accessing mental health care were coded into
different categories. It was then noted whether the family

@ Springer
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Table 1 Demographic

8 Variable CPAP FN Overall p value
characteristics
% (N) % (N) % (N)
Child gender 1.00
Male 29.2 (14) 27.1 (13) 56.3 (27)
Female 20.8 (10) 229 (11) 43.8 (21)
Child race/ethnicity 17
Asian/Pacific Islander 0(0) 0(0) 0 (0)
Black/African American 45.8 (22) 41.7 (20) 85.4 (41)
White 4.2(2) 2.1(1) 422
Hispanic/Latino 4.2 (2) 6.3 (3) 6.3 (3)
Other 0(0) 4.2(2) 422
Mean child age 10.7 (3.7) 10.0 (4.0) 10.4 (3.8) .50
Child insurance status .65
Public 34.2 (13) 42.1 (16) 76.32 (29)
Private 79 (3) 53(2) 13.1(5)
Both 53(?2) 0(0) 52(2)
Uninsured 2.6 (1) 2.6 (1) 52(2)
Caregiver relationship to child 23
Mother 43.8 (21) 47.9 (23) 91.7 (44)
Father 6.3 (3) 0(0) 6.3 (3)
Other 0(0) 2.1(1) 2.1(1)
Caregiver education .69
Did not complete high school 6.5 (3) 4.4 (2) 10.9 (5)
High school graduate/GED 17.4 (8) 17.4 (8) 34.8 (16)
Some college/post high school 17.4 (8) 21.7 (10) 39.1 (18)
College graduate 10.9 (5) 44 (2) 15.2(7)

CPAP child psychiatry access program, FN family navigator, GED general educational development test

had indicated that the barrier or facilitator was something
perceived to be an issue for families broadly (coded as “com-
munity” access barrier or facilitator) or something perceived
to be an access barrier or facilitator for their individual
family (coded as “personal” access barrier or facilitator).
While about a third of families described their own per-
sistence and prioritization of help-seeking (i.e., value [or
lack thereof] caregivers place on accessing mental health
services, particularly in relation to other competing priori-
ties, perseverance/motivation [or lack thereof] in trying to
access resources) to be both a community (34.3%) and a
personal (34.3%) access barrier, over half of participating
families (54.3%) expressed their persistence and prioritiza-
tion of mental health issues as a facilitator in their access
to care. One family described their persistence in obtaining
mental health care stating, “All I know is I guess I was on
top of it and they see that it was a problem also and instead
of letting it get worse, we addressed the needs so it could
get better.” The majority of families (67.1%) noted they had
personal difficulties related to the mental health provider’s
availability (e.g., not offering evening or flexible times) and
other characteristics of services provided (e.g., long wait-
lists, not accepting new patients, limited patient age range).

@ Springer

More families perceived education and knowledge of mental
health issues to be a community access barrier to mental
health care (37.1%) than to be a personal barrier (17.1%) that
they had experienced. Families also cited external factors,
such as financial status (20.0%), insurance issues (20.0%),
and transportation/distance from resource (20.0%) as obsta-
cles to their own personal access to care. In qualitative inter-
views, almost all families (88.6%) discussed favorable views
about their PCC, expressing feelings of support, trust, and
comfort. One family reported that their experience with their
PCC was “very positive, and she reassured me that it's not
an isolated situation. That many children have those types of
issues, so she let me know that I wasn't alone.”

Overall, the majority of families discussed positive expe-
riences receiving either FN (84.2%) or CPAP care (87.5%)
during their interviews. Although the majority of families
expressed positive experiences with both groups, over half
(52.6%) of the families in the FN group expressed at least
one unfavorable experience with the program (e.g., incon-
sistent access to the Navigator). Families in the CPAP group
did not express any negative experiences with the program.
Furthermore, the majority of families receiving CPAP ser-
vices described a positive perception or experience with
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Table 2 Pre- and post-study differences across groups: child and caregiver well-being

Variable

Overall sample median (IQR)

Difference in overall
sample baseline to
month 3

Difference between change in
CPAP and FN—baseline to
month 3

Baseline Month 3 P P

Overall child mental health 4: Fair (1) 3: Good (2) Signed Rank Test Fishers Exact Test
Excellent (1) to Poor (5) 071 32
Child mental health changes 3: About the Same (2) 2: A Little Better (1) Signed Rank Test (S): Fishers Exact Test
Mouch better (1) to Much worse (5) .023* .50
Parent concern about child mental 3: Worried (1) 3: Worried (2) Signed Rank Test (S): Fishers Exact Test

health .35 .86
Not at all worried (1) Very worried

(5)

Mean (SD) p p

Caregiver stress 1.2 (1.1) 1.2 (1.3) Signed Rank Test (S): Wilcoxon Rank Sum Test
Possible range: 0—4 .82 .18
Caregiver depression 3.6 3.92.2) Signed Rank Test (S): Wilcoxon Rank Sum Test
Possible range: 2-8 45 92
Social support 55.43 (22.08) 57.67 (21.15) Signed Rank Test (S): Wilcoxon Rank Sum Test
Possible range: 7-84 92 91
Self-efficacy 7.02 (2.56) 6.62 (2.26) Signed Rank Test (S): Wilcoxon Rank Sum Test
Possible range: 1-10 31 .85

CPAP child psychiatry access program, FN Family navigation

*p<.05; ***p<.01

Table 3 Pre- and post-study differences across groups: help-seeking variables

Variable

Overall sample median (IQR)

Difference in overall
sample baseline to
month 3

Difference between change in
CPAP and FN from baseline to
month 3

Baseline Month 3 P Table Probability (P)
p

Got the professional help you 3: Usually (2) 3: Usually (2) .59 .36

wanted
Never (1) to Always (4)
Given information about treatment 1: Yes (1) 1: Yes (1) .096 .83

options
Yes (1) to No (0)
Information to manage 1: Yes (1) 1: Yes (0) .014* 1.00
Yes (1) to No (0)
Care responsive to child’s needs 1: Yes (1) 1: Yes (0) .16 1.00
Yes (1) to No (0)
Efficacy of treatment (How much 3: Somewhat (2) 3: Somewhat (1) Signed Rank Test .89

child was helped) .66
Not atall (1) to A lot (4)
How difficult to get treatment 2: Small Problem (2) 2: Small Problem (1) .28 1.00
Big problem (1) to Not a problem (3)
Barriers to help-seeking: Intangible 2 (3) 1(3) Signed Rank Test Wilcoxon Rank Sum Test
Possible range: 12-72 .016* 45
Barriers to help-seeking: Tangible 24 0@ Signed Rank Test Wilcoxon Rank Sum Test

.054 .69

CPAP child psychiatry access program, FN Family navigation

#p<.05; **%p < 01
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Table 4 Post-study differences between groups: experiences with FN and CPAP

Variable Median (IQR) Test statistic
Fishers exact
FN group CPAP group test (P)
p
Relationship 5: I felt heard understood and respected ~ 5: I felt heard understood and respected .045

1 do not feel heard, understood, respected 2)
(1) to 1 felt heard, understood, and
respected (5)

Goals and topics 4(2)
We did not work on or talk about what 1
wanted to work on and talk about (1) to
We worked on and talked about what [
wanted to work on and talk about (5)

Approach or method

The [care coordinator/navigator]
approach is not a good fit for me (1) to
The [care coordinator/peer specialist]
approach is a good fit for me (5)

Overall 43)

There was something missing in my work
with the [care coordinator/ navigator]
(1) to Overall, my work with the [care
coordinator/navigator] has been right
for me (5)

I was satisfied with [navigator/care
coordinator]

Strongly disagree (1) to Strongly agree
(5)

5: Strongly Agree (2)

5: The approach is a good fit for me (2)

Y]
5: We worked on and talked about what I .0066

wanted to work on and talk about (2)

5: The approach is a good fit for me (1) 11

5: Overall, my work has been right for 12
me (1)

4: Agree (1) .037*

CPAP child psychiatry access program, FN family navigation, /QR interquartile range

*p <0.05; ***¥p <0.01

help-seeking (81.3%) during the interviews. Speaking on
their experience with the program, a family in the CPAP
group stated, “T appreciate her ... following-up, the contact-
ing, kind of checking-in here and there, seeing how every-
thing goes, do I need anything, anything like that.” Only
about half (57.9%) of the families receiving FN services
described a positive experience with help-seeking. Many
CPAP families cited service or provider availability (56.3%)
and good coordination or follow-up (68.8%) as a facilitator
to receiving services. In contrast, fewer FN families cited
both service and provider availability (21.1%) and good
coordination (31.6%) as an access facilitator.

Discussion

This study focused on ways to improve connection with
mental health services following referral from primary care.
The findings overall demonstrated the potential benefit that
either phone-based care coordination or family navigation
can play in accessing services. Follow-up connection rates
in the present study (78% overall) were higher than prior
literature on unassisted follow-up (48—62%; Harrison et al.,

@ Springer

2004; Ofonedu et al., 2017). While families in the CPAP
group (87%) were more likely to have appointments made
and completed than families in the FN group (71%), the
difference was not statistically significant and in the oppo-
site direction from what we had hypothesized. In addition,
families in both groups reported significant increases in
their knowledge of how to address their children’s mental
health problems, and both groups reported that the assis-
tance they received had reduced barriers to receiving care,
which is consistent with some other studies on navigation
(e.g., Feinberg et al., 2021; Koroloff et al., 1996). Families in
both groups reported positive changes in some key child and
family well-being factors from baseline to follow-up, such
as improvements in children’s mental health status, with no
significant differences between the CPAP and FN groups.
Qualitative findings elucidated help-seeking processes
and strengthen the limited research examining family out-
comes and satisfaction following receipt of care coordina-
tion services (Bettencourt & Plesko, 2020). Families in both
the CPAP and FN groups reported positive experiences and
high levels of satisfaction with the professional with whom
they worked via survey questions and interviews. This
compares favorably to prior studies of caregiver satisfaction
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Table 6 Family endorsement of
key themes

Code

Percentage of families
who discussed (% (N))

Thoughts/feelings about mental health and help-seeking
Perceptions/definitions of mental health
Negative attitudes/perceptions/definitions/stigma
Neutral attitudes/perceptions/definitions
Positive attitudes/perceptions/definitions
Mental health education/literacy
Community access barrier

Personal access barrier

Community access facilitator

Personal access facilitator

Non-issue

Community access barrier

Personal access barrier
Persistence/prioritization of help-seeking
Community access barrier

Personal access barrier

Community access facilitator

Personal access facilitator

Nobody’s business

External factors

Financial status

Community access barrier

Personal access barrier

Community access facilitator

Personal access facilitator

Insurance issues

Community access barrier

Personal access barrier
Transportation/distance

Community access barrier

Personal access barrier

Community access facilitator

Personal access facilitator

Experiences with mental health referrals and intervention
Effectiveness of treatment

Perception of effectiveness of treatment
Perception of ineffectiveness of treatment
Fit of therapist/referral

Community access barrier

Personal access barrier

Community access facilitator

Personal access facilitator

Trust/comfort with health/mental health clinician or agency

Community access barrier

Personal access barrier

Community access facilitator

Personal access facilitator

Experience with mental health agency
Negative experience with mental health agency
Positive experience with mental health agency

97.1 (34)
65.7 (23)
80.0 (29)
25.7 (9)
65.7 (23)
37.1 (13)
17.1 (6)
22.9(8)
20.0 (7)
22.9(8)
11.4 (4)
57Q)
91.4 (32)
34.3(12)
34.3(12)
22.9(8)
54.3 (19)
314 (11)

22.9(8)
8.6 (3)
20.0 (7)
0 (0)

0 (0)
20.0 (7)
57Q)
20.0 (7)
20.0 (7)
22.9(8)
20.0 (7)
20.0 (7)
8.6 (3)

62.9 (22)
42.9 (15)
22.9(8)
65.7 (23)
11.4 (4)
40.0 (14)
0 (0)
40.0 (14)
57.1 (20)
57Q)
14.3 (5)
14.3 (5)
314 (11)
57.1 (20)
22.9(8)
42.9 (15)
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Table 6 (continued) Code Percentage of families

who discussed (% (N))

Characteristics of the mental health system

Characteristics of the mental health system 80.0 (28)
Co-located services 314 (11)
Lack of co-located services 14.3 (5)

Good coordination/follow-up 48.6 (17)
Poor coordination/follow-up 429 (15)
Inconsistent care 34.3(12)
Services/provider availability 82.9 (29)
Community access barrier 25.709)

Personal access barrier 67.1 (20)
Community access facilitator 20.0 (7)

Personal access facilitator 37.1 (13)

Help-seeking experience

Experience with PCP 97.1 (34)
Negative experience with PCP 28.6 (10)
Positive experience with PCP 88.6 (31)
Experience with FN 100.0 (19)
Negative experience with FN 52.6 (10)
Positive experience with FN 84.2 (16)
Experience with CPAP 93.8 (15)
Negative Experience with CPAP 0(0)
Positive Experience with CPAP 87.5 (14)
Perceptions/Descriptions of Help-Seeking 68.6 (24)
Negative Perception/Description of Help-Seeking 68.6 (24)
Neutral Perception/Description of Help-Seeking 45.7 (16)
Positive Perception/Description of Help-Seeking 68.6 (24)
Psychosocial Factors

Parenting Stress 22.9 (8)
Social Support for Help-Seeking/Mental Health Needs 65.7 (23)
Community 25.7(9)
Family 37.1 (13)
School 14.3 (5)
Other 20.0 (7)
Youth Involvement 51.4 (18)
Community Access Barrier 8.6 (3)
Personal Access Barrier 14.3 (5)
Community Access Facilitator 5.7Q2)
Personal Access Facilitator 20.0 (7)
Suggestion

Suggestions 97.1 (34)
Improving FN Experience 28.6 (10)
Improving CPAP Experience 11.4 (4)
Improving Mental Health Help-Seeking 88.6 (31)
Other 20.0 (7)
Other

Other 45.7 (16)
Other Code Not Captured 11.4 (4)
Other Community Access Barrier 5.7Q2)
Other Personal Access Barrier 14.3 (5)
Other Community Access Facilitator 14.3 (5)
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Table 6 (continued) Code

Percentage of families
who discussed (% (N))

Other Personal Access Facilitator

8.6 (3)

CPAP child psychiatry access program, FN family navigation, PCP primary care provider

with child mental health access programs (Cama et al.,
2020; Dvir et al., 2012). However, this is the first study to
our knowledge that examined satisfaction with direct care
CPAP coordination services specifically. Prior research has
either been limited to survey responses (Dvir et al., 2012)
or was gathered via interview but was similarly focused on
close-ended responses and did not incorporate extensive
open-ended qualitative data (Cama et al., 2020). Moreover,
prior research was focused on satisfaction with CPAPs more
broadly and not with care coordination services specifically.

While follow-up interviews with participating families
found many positive reports about both forms of assistance,
there was more variability in feedback among families in the
FN group. Given the range of navigation options (e.g., team
composition, types of supports offered), it could be helpful
to match family needs and preferences with service type
(Godoy et al., 2019). For example, some families may desire
and benefit from peer support (e.g., those who prefer more
support or who may have experienced previous difficulties
trying to access care), whereas others may prefer phone-
based Care Coordination alone. Furthermore, differences
have been found in the appropriateness and acceptability of
models of care depending on the youth’s presenting concern,
thus highlighting the need to gather preliminary information
about the child and family prior to matching families with
a coordination service type (Spencer et al., 2019). Future
research that assesses how to best match family needs and
preferences (e.g., prior experiences trying to access care,
level and type of support family desires) with navigation
services could be beneficial.

This study should be understood in light of several limi-
tations that can be addressed in future research. Our sam-
ple size was small (despite extending enrollment for seven
additional months) and underpowered to detect potentially
meaningful differences across our study outcomes. Addition-
ally, our sample was limited to families who we could reach
and enroll in the study and may therefore not generalize
to a wider spectrum of families. We were unable to obtain
endpoint data for 25% of families, including a significantly
higher proportion of families in the FN group. While there
were no significant differences in demographic character-
istics between those who completed and did not complete
endpoint data, dropout rates limit our ability to draw conclu-
sions for families who may be at most risk of not connecting
with mental health resources. The small sample size also
prevented us from examining characteristics of specific navi-
gators, nesting data by navigators, and examining potential

mediators and moderators of change, which would be impor-
tant to do in future research. Prior research with both parents
of young children (Diaz-Linhart et al., 2016; Jamison et al.,
2017) and with adults (Corrigan et al., 2017) suggests that
the potential benefits of navigation may be more robust after
the first several months. Thus, our study was limited by the
3-month follow-up period and future research that examines
outcomes over a longer period (e.g., 6—12 months) would
be beneficial.

We compared phone-based care coordination with FN
provided from a particular organization in Washington, DC.
The nature of FN services offered and the context for navi-
gating services are limited and may therefore not be gener-
alizable to those receiving services through another organi-
zation or outside of DC. Future work that includes other
FN models or looks at connection with services in other
geographic areas will be beneficial. Additionally, future
research should expand upon the use of FN models target-
ing populations with specific mental health concerns (e.g.,
autism spectrum disorder; Broder-Fingert et al., 2020). Our
study was limited to families who could respond to question-
naires and surveys in English, which limits generalizability.
Future research that includes a broader spectrum of partici-
pants and can speak to the unique challenges of navigating
mental health services when a caregiver’s primary language
is not English would be beneficial.

Despite these limitations, lessons can be learned from
these results. Many families struggle to connect with com-
munity-based mental health services following referral from
primary care settings. This study documented several ben-
efits to families working with a phone-based care coordi-
nator or family navigator, which may be helpful in efforts
to increase family connection with mental health services
and ultimately lead to improvements in child and fam-
ily well-being. Our findings suggest a benefit from either
CPAPs providing direct phone-based care coordination to
families or connection with local family navigation services.
In this study, we were unable to compare either of these
interventions to provision of a mental health resource list
alone, which is standard of care for some CPAPs. Given
prior research studies showing live navigation to be superior
to written resources in some settings (Pantell et al., 2020),
CPAPs may consider providing more intensive follow-up
support to at least a subset of families. Our findings are espe-
cially relevant as access to CPAPs continues to expand and
states may be increasingly relying on CPAPs to address gaps
in pediatric mental health care.
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