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Abstract
As mental health needs increase for youth across the United States, little is known about how these youth engage with emer-
gency psychiatric services (EPS) and how accessing of these services is experienced by the family caregivers. This study 
utilized interviews with 19 youth and their adult caregivers, detailing their experiences with EPS and community needs. 
Interviews were conducted in-person and over the phone, lasting approximately 45 min. Qualitative data were analyzed 
following grounded theory to elicit a potential new theoretical view of youth and family experiences and needs associated 
with EPS. Themes elicited included: (1) family and school challenges, (2) challenges for caregivers, (3) structural and sys-
tem challenges exacerbate issues, (4) family and friend supports, (5) community supports. Families in this study struggled 
with numerous family, school, and community barriers, indicating a need for targeted supports that address the family and 
community systems.
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Introduction

Estimates from the Center for Disease Control (CDC) 
demonstrate that a sizeable proportion of youth experience 
mental health issues. Data from 2016–2019 show that the 
most commonly experienced issues are ADHD, anxiety, 
and behavioral problems (i.e., oppositional defiant disorder, 
conduct disorder), which impact roughly 9–10% of youth 
between 3–17 years of age (CDC, 2023). Further, anxiety, 
depression, and behavioral problems often co-occur among 
youth, and are frequently combined with self-harming 
behaviors such as suicide or self-mutilation (Merikangas 
et al., 2011). For the adolescent population (defined as those 
10–19 by Center for Disease Control) specifically, suicide 
and depression are particularly concerning. Data from 
2018–2019 demonstrate that over one-third of adolescents 
experienced symptoms of depression (e.g., hopelessness), 

while almost 20% had considered suicide and just over 15% 
had made a suicide plan (CDC, 2023).

Although mental health issues are relatively common 
among youth, many do not receive treatment. In one study, 
only about one-third of youth received treatment for mental 
illness (Kalb et al., 2019; see also Merikangas et al., 2011; 
Chitiyo, 2014). Factors that were found to predict treatment 
included symptom severity, illness type, co-occurring dis-
orders, and race/ethnicity. While youths receiving outpa-
tient mental health services increased 13.3% in 2010–2012 
(Olfson et al., 2015), services remain well below the need. 
Individuals who do not receive treatment or disengage from 
treatment often faced increased symptoms and in-patient 
hospitalizations (Dixon et al., 2016).

While there is a large body of research that examines use 
of treatment more generally, fewer studies specifically exam-
ine families’ experiences with youth that enter emergency 
psychiatric services (EPS) (Janssens et al., 2013). This paper 
specifically examines the nexus of youth enrolled in a Wrap-
around care program who also have had emergency psy-
chiatric visits while engaged in treatment. Wraparound is a 
community-based program with a team-based approach that 
provides a care plan individualized to the youth’s specific 
needs and family support (Olson et al., 2021). Understand-
ing the challenges that this population faces is particularly 
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important to improving systems of care that utilize Wrapa-
round programs.

Types of Services in Systems of Care

Emergency psychiatric services, often called emergency 
mental health departments or psychiatric crisis systems, are 
often the first touchpoint to the mental health systems of care 
for families of youth with mental illness. Common path-
ways to use of EPS include school referrals (Molteni et al., 
2021) and family members calling for law enforcement dur-
ing a crisis (Hirschi, 2022). Community-based treatments, 
such as Wraparound programming, may be recommended 
depending on the severity of symptoms, yet not all youth 
who visit emergency services engage in these treatments. 
Other research suggests that use of EPS for those engaged 
in community-based treatment may be due to receiving 
inadequate lower-level services (Janssens et al., 2013; Leon 
et al., 2017; Walter et al., 2006). In fact, this research fur-
ther finds that these youth tend to have a significant history 
of mental health treatment (Leon et al., 2017; Walter et al., 
2006; Worsley et al., 2019). While many youth who visit 
emergency psychiatric service have not previously received 
treatment, others have been frequent users of community-
based treatment, yet that treatment was inadequate.

One of the key components to systems of care for youth 
with behavioral health needs is Wraparound program-
ming. Developed in the 1980s as part of the systems of 
care approach to severe behavioral health needs of youth, 
Wraparound utilizes a teams-based approach to coordinate 
community-based care, support families, and provide indi-
vidualized treatment plans with a strengths-based approach 
(Olson et al., 2021; Winters & Metz, 2009). The goals of 
this program include reducing reliance on in-patient treat-
ment, negative mental health symptoms, school problems, 
and juvenile justice contacts. A recent meta-analysis of 17 
empirical studies demonstrates that the program is effective 
at achieving these outcomes, while fidelity to best practices 
increased the magnitude of impact (Olson et al., 2021).

Factors related to use of community-based treatment 
include access, types of programming available, stigma, rec-
ognition of symptoms, and family support (e.g., Barksdale 
et al., 2010). Although there are multiple components to 
treatment in systems of care for youth, research has demon-
strated differences in utilization of community-based treat-
ments like Wraparound compared to relying on emergency 
psychiatric treatment. Specifically, several studies have dem-
onstrated Black youth are less likely to utilize community-
based treatment due to negative perceptions of services and 
providers and restricted access to these services (Lindsey, 
et al., 2013); reliance on emergency psychiatric treatment 
alone diminishes the underlying principles of systems of 
care and continuity of care (Barksdale et al., 2010; Das et al., 

2020). Additionally, research has demonstrated that Black 
youth are more likely to re-enter emergency psychiatric 
treatment after disengagement with treatment (Snowden 
et al., 2009). Further, some research specific to Wraparound 
programming has found that Black youth are more likely to 
disengage with programming (Yohannan et al., 2017) and 
that Black families report negative perceptions with how 
staff treat them (Stenersen et al., 2022). Taken together, prior 
research suggests challenges in access and engagement with 
community-based treatment lead to continued reliance on 
emergency psychiatric crisis services, with poorer outcomes.

Family Challenges in Supporting Youth with Mental 
Illness

Caregivers play a central role in youth accessing and engag-
ing in treatment, yet they often experience challenges in 
navigating systems of care. Research has demonstrated 
that caregivers often face barriers in access to care, such as 
financial burdens (e.g., insurance coverage, Medicaid, treat-
ment costs and co-pays) (Barker et al., 2012; Mendenhall 
& Mount, 2011; Song et al., 2018; van Vulpen et al., 2018; 
Walter et al., 2006), waitlists (Markoulakis et al., 2020), and 
limited availability of services (Walter et al., 2006). Further, 
transportation challenges may create additional barriers in 
access and engagement (Walter et al., 2006). Even for those 
youth already engaged in treatment, caregivers continue to 
experience challenges within care systems. They express 
negative experiences in navigating these systems, with the 
lack of information provided, poor interagency communi-
cation, and disconnect in the continuity of care (Champlin, 
2009; Hirschi, 2022; Walter et al., 2006). Caregivers often 
feel like their concerns are not taken seriously, listened to, or 
validated—particularly for those who utilized EPS (Hirschi, 
2022; Walters et al., 2006).

In addition to barriers in accessing care for their youth, 
caregivers often face additional challenges in their lives that 
can be compounded by caring for a youth with mental ill-
ness. Some are involved in the child welfare system (Duong 
et al., 2021), have housing instability (Copeland & Heile-
mann, 2011), and additional legal issues (Hirschi, 2022). 
Others face employment and financial concerns due to the 
increased time commitment in providing care and respond-
ing to crises for these youth (Markoulakis et al., 2020; Song 
et al., 2018). The emotional toll of caregiving can create and 
exacerbate mental health concerns for caregivers (Champ-
lin, 2009; Farinelli & Guerrero, 2011; Green et al., 2019; 
Hirschi, 2022; Mendenhall et al., 2011; Molteni et al., 2021) 
and lead to physical health concerns (Song et al., 2018). 
Finally, family relations are often strained, whether between 
partners or with other children in the household (Barker 
et al., 2012; Hirschi, 2022; Katz et al., 2015; Mendenhall 
et al., 2011). Taken together, the research demonstrates that 
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caregivers face a myriad of challenges in seeking treatment 
for their youth, and that caregiving for this population cre-
ates additional challenges for caregivers to navigate.

Youth Challenges in Access and Engagement 
in Treatment

Less research has focused on challenges youth experience 
in accessing and engaging in treatment, as well as other 
broader challenges they experience. Some of the key factors 
that foster or hinder access to treatment are family recogni-
tion of mental health concerns and initiating contact with 
treatment providers (Cohen et al., 2009; Hall et al., 2016; 
Markoulakis et al., 2020; van Vulpen et al., 2018). Further, 
family involvement and commitment to treatment is central 
to continued engagement in treatment (Green et al., 2019; 
Hall et al., 2016; Richardson et al., 2007). As such, Wrapa-
round care is a community-based treatment that utilizes a 
team-based approach to break down silos between different 
social services in supporting youth and their families (Bruns 
et al., 2010; Olson et al., 2021). It involves incorporating 
strengths-based approaches for building family and youth 
support systems, while also developing individualized care 
plans and continued contacts for monitoring and adjusting 
plans as needed (Bruns & Walker, 2010; Olson et al., 2021).

Youth who are aware of their mental health symptoms 
may avoid seeking help for mental health concerns, or pro-
long treatment (Cohen et al., 2009). When they do seek help, 
they often seek out informal services (e.g., family, peers, 
church leader, etc.), rather than professional care (Hall et al., 
2016). Further, prior poor experiences with mental health 
professionals reduces the likelihood they will seek formal 
help (Hall et al., 2016), as well as family members’ negative 
perceptions or prior experience with mental health treat-
ment (Cohen et al., 2009; van Vulpen et al., 2018). Finally, 
stigma surrounding mental health and treatment creates an 
access and engagement gap (Hall et al., 2016; Markoulakis 
et al., 2020).

Youth with serious, complex mental health issues often 
face additional challenges in obtaining access and engage-
ment in treatment. These youth are often involved in other 
social service systems, such as child welfare and juvenile 
justice systems (Duong et al., 2021; Miller et al., 2012). 
Further, these youth often have issues at school, such as 
limited peer support, bullying, and externalizing behav-
iors (Lee & Korczak, 2010). In fact, school referrals are 
one of the most common referrals for EPS (Molteni et al., 
2021; Walter et al., 2006). Involvement in juvenile jus-
tice and school systems of care often stems from under-
lying symptoms and behavioral disorders (Lindsey et al., 
2010; Zajac et al., 2015). These youth who are involved 
in multiple systems of care have more difficulty accessing 
care. This may be the result of poor transitions and lack of 

communication among the various systems (Markoulakis 
et al., 2020), as well as long wait times, contingencies in 
access to certain treatments (e.g., receiving an additional 
type of care, completing one level of treatment, insurance 
restrictions).

The Current Study

Although there is some research that examines barriers in 
accessing treatment for youth with severe behavioral health 
needs, there is less research that focuses on strengths for this 
population. Further, prior research is limited on qualitive 
descriptions of the characteristics of youth with significant 
mental health needs, and how these needs impact their fami-
lies. This is a critical gap given the high level of involvement 
by family caregivers in youth mental health care, coupled 
with the lack of services and program targeting family car-
egivers. The current study seeks to fill this gap by provid-
ing a thick description of the lives of this under-examined 
and uniquely vulnerable population—identifying the needs, 
challenges, and supports. It examines the following research 
questions that broadly assess the challenges and supports 
experienced by families of youth with significant behav-
ioral health needs: (1) What are the needs and challenges 
that caregivers and their youth face across the domains of 
school, family, and the community? (2) What supports do 
these families have in navigating mental health challenges 
and building resilience?

Methods

Sample

The population of interest included families of youth 
enrolled in Wraparound, a community mental health pro-
gram, who also received services though a county emer-
gency psychiatric facility. This county’s mental health divi-
sion offers behavioral health services, and is located in an 
urban, Midwestern County. Families with youth served by 
the emergency psychiatric facility who were also actively 
enrolled in Wraparound between January 2019 and June 
2020 and between the ages of 8 and 22 were eligible for 
interviews. The research team was provided with a list of 
eligible families by staff from the mental health division; 
caseworkers from Wraparound assisted in the recruitment 
process, referring clients served through their organizations. 
Research oversight was provided by the authors’ university 
Internal Review Board (IRB). All participants under 18 
signed assent, while all parent/guardians signed consent for 
youth under 18 participation.
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General Emergency Psychiatric Service (EPS) Population
A total of 1521 youth had an emergency psychiatric service 
visit in 2019, representing 2357 unique visits within the 
county emergency psychiatric facility. The average age of 
youth in this population was 16.15 years (SD = 3.45); 51% 
identified as female, and the most common racial/ethnic 
groups were Black (approximately 59%), followed by White 
(approximately 25%), and Hispanic (approximately 11%) 
with less than 5% identifying as Asian, Alaskan Native/
American Indian, or Native Hawaiian/Pacific Islander. Most 
youth were residents of the county where the emergency 
psychiatric facility is located, with the highest density resid-
ing in north-central areas of the county, which is known to 
have higher concentrations of socioeconomic disadvantage. 
Finally, approximately 51% of youth with an emergency 
psychiatricvisit in 2019 did not have a previous admission 
in 2019; a small subset of the population had three or more 
visits within 2019 (approximately 10%).

Wraparound EPS Population  A total of 212 youth enrolled 
in Wraparound had an emergency psychiatric visit in 2019 
within the county emergency psychiatric facility. The aver-
age age of youth in this population was younger than the 
general EPS population, 14.13 years (SD = 2.72), approxi-
mately half identified as female, and the most common 
racial/ethnic groups were Black (approximately 75%), fol-
lowed by White (16%), and Hispanic (approximately 11%) 
with less than 1% identifying as Asian. Most youth were 
residents of the county where the county emergency psy-
chiatric facility is located, with the highest density resid-
ing in north-central areas of the county, which is known to 
have higher concentrations of socioeconomic disadvantage. 
Finally, a substantial subset of the Wraparound population 
had three or more visits within 2019 (i.e., high-utilizers, 
approximately 32%).

Study Sample  A total of 19 participants were interviewed, 
including 11 youth and eight caregivers. The average age of 
youth interviewed was 15.9. The race/ethnicity/gender dis-
tribution included eight Black and three White youth. The 
sample was predominately female (n = 7), with most youth 
(n = 8) having only one visit to the emergency psychiatric 
crisis facility in the last year. Finally, caregivers who partici-
pated were most commonly mothers (n = 6), with one grand-
mother and one grandfather also participating.

Interview Process  As part of a larger study, the interview 
guide, developed in collaboration with the EPS and Wrapa-
round staff, included questions on three overarching areas: 
(1) experiences in the emergency psychiatric department 
setting, (2) Wraparound care and team communication, 
and (3) challenges and supports that youth and caregivers 
have within school, family, and the community. Partici-

pants were also asked about psychiatric crisis plans and 
what could be helpful or improved for current services. 
The focus of this study is on the challenges and supports 
that these families face.

Interviews were conducted in the community, with no 
set period of time after experiencing the EPS visit. The 
interview process was forced to undergo changes as the 
result of COVID-19. Initially, interviews were conducted 
within the community at preferred locations of the par-
ticipants (e.g., homes, libraries, fast food restaurants). 
In March 2020 interviews transitioned to telephone. The 
research team interviewed caregivers and youth sepa-
rately, often simultaneously, if needed. Interviews were 
typically 30–60 min long, with breaks offered if the par-
ticipant expressed emotional discomfort. Adult caregivers 
and youth were compensated in the form of gift cards. 
All interviews were audio recorded to ensure participants’ 
responses were accurately preserved and transcribed by 
research assistants. Transcriptions were reviewed for 
accuracy before being imported to Max-QDA software 
for qualitative analysis.

Analytical Procedure  Based on the principles of grounded 
theory (Glaser & Strauss, 1967), the coding process was 
iterative in developing categories and refining until themes 
emerged. Analysis for each group of participants occurred 
simultaneously. The researchers developed a coding scheme 
through an iterative process, reviewing the transcripts for 
codes before beginning the coding process. Initial coding 
was conducted line-by-line, while also examining sections 
of text for keywords based on the interview questions as 
well as commonly occurring phrases. Next, the authors used 
axial coding to identify initial patterns in phrases and terms 
used, as well as relationships between codes. Finally, themes 
were identified from creating axial codes and superordinate 
ideas from the existing categories (e.g., community support, 
family disruption). The researchers examined connections 
between themes and categories to identify commonalities 
among participants’ perceptions and experiences with chal-
lenges and supports in their lives, as well as experiences 
with behavioral health services. Additionally, the research-
ers assessed commonalities and differences between youth 
and caregivers.

The authors undertook several steps to enhance meth-
odological rigor. First, the authors identified their own posi-
tionality to increase awareness of any bias and engaged in 
reflexivity throughout the analysis (Padgett, 2016). Second, 
the authors met to discuss any possible discrepancies in the 
interpretation of the data, finding congruent interpretations. 
Lastly, negative cases, or a lack of consensus on ideas, were 
compared to overall emerging patterns, and are acknowl-
edged in the findings below.
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Results

Youth in our study described a mix of mental health 
concerns including anger, depression and suicidal idea-
tion, and schizophrenia and/or psychosis. Behaviors that 
triggered an emergency psychiatric crisis facility visit 
included self-harm and suicidal ideation, violence or 
property damage, and less commonly psychosis. Youth 
reported facing considerable challenges with respect to 
family and school, while caregivers articulated the impact 
of their youth’s mental health concerns on employment, 
family functioning, and overall health. Further, several 
families reported structural and system stressors that com-
pounded with these challenges. Youth and caregivers iden-
tified family and friends as key sources (or lack thereof) 
of support, while community organizations were also 
offered at times as supports for both parents and youth. 
This section delineates the ways in which challenges are 
intertwined for many families and youth, as well as the 
varied types of supports in their lives.

School Challenges

One of the most common sources of conflict for youth was 
school problems, which often escalated into triggering an 
EPS visit. Some youth engaged in self-harming behaviors 
or suicidal attempts in response to bullying, including the 
youth above, while others would act out at school, cre-
ating further school-related problems. One female youth 
demonstrated this response to bullying, noting, “Like if a 
boy mess with me or something. Or if somebody want to 
fight me. Or if I’m skipping or something like that.” Other 
youth described school problems related more toward han-
dling anger, such as fighting with classmates, while others 
resisted following directions from authority figures (i.e., 
teachers). This is particularly true for some of the male 
youth in the study who were characterized by their car-
egivers has having anger issues. One parent described her 
child as exhibiting this type of school-related problem, 
“He walks the hallway and he’s been suspended a couple 
of times because he refused to go into the classroom and 
stuff like that. So, he has been suspended. Other than that, 
he gets into small fights—it’s what he do. He get angry and 
he walk out the classroom.”

Some parents described school staff as helpful and 
receptive to the challenges their youth face, while others 
noted that teachers and administration were unhelpful, par-
ticularly in response to bullying and peer interactions. One 
parent describes the challenges of working with school 
staff, “the interaction in the various schools have been kind 
of like worse, and then a little better, a little better, a little 

better, but they were still pretty bad because she would 
struggle with peer interaction. She [the youth] would 
struggle with staff interaction. She would struggle with 
just how to handle stuff or how to deal with stuff when she 
was feeling unsafe or when she was feeling like she might 
be unsafe towards others.” This parent went on to state 
that the virtual nature of schooling during COVID helped 
alleviate some of the challenges her child faced with peer 
interaction, isolation, and self-harm. Given that many 
youths experienced problems with bullying or fighting at 
school, it is not surprising that several youths attended 
multiple schools over the past few years, as described by 
this parent, “in the past year and a half she’s gone through 
four different school scenarios based on her need.” Some 
parents reported that some of these school transitions were 
due to finding better care for their child, while others were 
due to fighting and safety concerns. One parent noted it 
was difficult to keep her child enrolled in a school setting 
due to fighting, “we have been strapped for schools, as a 
matter of fact; for him and the other students because he 
likes to put people in head locks and choke-a-holds and 
things of that nature when he fights.”

Family Challenges

In addition to school-related problems, both youth and their 
caregivers often discussed family problems. For some youth, 
these issues were characterized by resistance to parents (and 
other authority figures) and fighting with siblings. One youth 
noted his history of fighting with siblings ended after his 
mother died, “I haven’t had a crisis since the last time I 
fought my brother. Since the last time I fought my brother. I 
was trying to kill him, [my brother]. […] But ever since my 
momma pass, we haven’t fought. It stopped when she pass, 
‘cause it ain’t worth it.” Some caregivers felt the fighting was 
related to anger issues, while others described it as resisting 
authority as their youth “don’t listen to nobody,” including 
their caregiver. Others, however, noted that parental absence 
and death of a family member prompted some of the prob-
lems at home or school. One parent noted that her youth’s 
acting out at home increased due to parental separation, “So 
I even let her go live with Dad for a couple months because 
that’s what she kept screaming, like she was missing that 
bond with Dad. It got worse.”

Caregivers often described family dynamics as strained 
by the youth’s mental illness. Parents felt other siblings were 
unable to receive the attention they needed, often due to 
increased time spent addressing their youth’s symptoms and 
crises. One parent describes, “It’s been ages—his behavior 
is outrageous. If every day, he can’t get what he wants he 
wants to holler and throw things. Everybody else’s things—
he wants to tear them up. And everybody’s sick and tired of 
it. It get very old for the whole family.”
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Another observed that she took her frustration out on the 
other children, “Now I’m yelling and taking it out on other 
kids. And then I wasn’t even paying attention that my older 
daughter has issues, you know.” Others described concern 
for siblings’ or family members’ safety within the home, 
particularly with youth who engaged in violent behaviors. 
One caregiver describes:

That was when him and my niece got into it. I had my 
niece with me. She is 18 or 19 now. Basically, I had 
both fighting for my attention. And she was throwing 
it in his face, ‘Well, I was here first. I was born first 
so, I come first.’ […] That’s when he pulled a knife on 
her. He ended up not getting what he supposed to get 
for his birthday (he was supposed to go to Dave and 
Buster’s). He ended up not getting that for his birthday. 
And so, she came, and he felt threatened by her. And 
she had something in her hand or something or she was 
in his face or something. There was a knife at the sink, 
and he took that kitchen. And at that point, I called the 
police. He’s acting up. And there’s no way I’m going 
to kind with that. And I mean he pushed on me too. He 
didn’t put the knife on me, but he pushed on me too. 
He pushed me down and onto the ground.

In situations similar to the one described here, parents 
described feeling helpless, particularly if law enforcement 
and the county behavior health services division would not 
take their youth away from the crisis.

Some families reported youth experiencing family and 
school challenges that compounded on one another. One 
youth with multiple prior visits discussed this phenomenon, 
in particular bullying and parental absence that exacerbated 
their depression symptoms:

“Well, I guess, I had some kids that used to bully me 
and stuff, and I just got upset. And really, my dad was 
not there. Really, my dad wasn’t there to save the day 
or do anything, because he was barely by my side. He 
was barely there even to stand next to me. And I just 
got really… and they said I had anti-depressant disor-
der, so I guess I just had some thoughts, and they took 
over me. I just let loose. I just try to take advantage of 
myself and just take myself out.”

Caregiver Employment Challenges

Some caregivers also experienced employment issues, which 
were often exacerbated by the strain of caregiving for their 
youth. A couple of caregivers reported employment strain 
in adjusting work schedules or employment to fit youth 
appointments and needs. One parent noted that putting her 
child’s needs first meant changing employment, “I did have 
to quit my employment and find something else that could 

work more around her schedule, be more flexible with what 
she needed.” Another noted that school problems often 
meant common phone calls to pick up her child, which led 
to work absences and frustration, “Meanwhile still trying 
to work a full-time job, but I can’t, because I keep getting 
phone calls saying come get your daughter, come get her.”

Caregiver Health Challenges

Some caregivers reported having behavioral health concerns 
themselves, while others reported physical health concerns 
made worse from stress. Those reporting behavioral health 
concerns noted that the stress of caring for their youth left 
them overwhelmed and anxious, often because they felt they 
had few formal or informal supports (e.g., friend or fam-
ily member). One parent expressed frustration over lack of 
county behavior health division support and few informal 
supports, “I’m crying out for help here, like I’m the parent, 
I’m breaking down. I’m starting to look at myself different, 
like what am I doing wrong? If I do this this way, she still 
don’t get it. I do this, she still don’t get it. And I’m starting 
to blame myself here, like is it me? Maybe I need some men-
tal help now, because you know, it’s taking a toll on me.” 
Others with existing mental health concerns described the 
stress of caregiving for their youth as exacerbating their own 
illnesses. One parent describes seeking out help for her own 
mental health concerns, “I’m looking to get evaluated to just 
get my own counseling going through [the county behavior 
health division service] as an adult. But that’s partially con-
nected to her and partially just separate issues.”

Structural and System Challenges Exacerbate Issues

Some families experienced external challenges, including 
housing insecurity and system involvement, which often 
compounded with family, employment, and school con-
cerns. Three families mentioned housing insecurity as a 
broader challenge. One parent stated, “we’ve been home-
less for about three months now,” and that obtaining housing 
assistance was the greatest barrier she faced. Adult youth, 
by contrast, faced housing instability when caregivers no 
longer wanted to support them. One adult youth described 
homelessness in response to his actions with smoking mari-
juana and spending time with a girlfriend, “I got kicked out 
because I was finna go to my girlfriend’s house, and he had 
a problem with it so he say he was done. And then like, I was 
like jumping from—nope, I slept at the park for a couple of 
days. And then I was jumping from hostels for two weeks 
and then I moved in with my sister, and then I came [to the 
group home].”

Finally, some families report justice and child welfare 
system involvement, which at times created additional bar-
riers in caring for their youth. Two families reported juvenile 



688	 Community Mental Health Journal (2025) 61:682–692

justice system involvement of their youth, often with youth 
placed in group homes if families are unable to address 
school truancy or other behavioral issues with their youth. 
One parent stated, “[She] was took and put in a group home. 
Since the date of September 28th, she’s been in like 30 dif-
ferent group homes. And now, she’s in the juvenile detention 
center. Between those group homes she’s been in detention 
for like a month or two weeks. She’s been there like four 
different times.”

Another two reported child welfare involvement and out 
of home placement. For these parents, the stress of dealing 
with their youth, often coupled with additional challenges, 
led to a child welfare case. One parent describes the feeling 
of helplessness and lack of support, which culminated, in 
her opinion, in the removal of her children:

when I say, hey, I need a break? I need a break. You 
know I don’t want to be crying out for help and then I 
say, hey, this is going on, you guys need to remove her 
temporarily from the home. And they tell me, oh no, 
she’s fine. Then I’m messing around having a mental 
breakdown and I snap out, and here they come, taking 
all my kids, and I’m like oh okay, see, so I asked you 
for help and now… When I ask you for help, I don’t get 
help, but then when something happens, that’s when 
they wanna come and say, oh now, you’re gonna help.

Youth removed from home had varying experiences with 
separation from a parent. One youth described living with 
her grandmother as helpful, noting her parent had her own 
mental health concerns and was unable to provide the care 
she needed. Another youth described being teased and bul-
lied at school for being in the child welfare system. Her 
mother responded, “I’m like, don’t mind that, just tell them 
how you not in foster care, you know.” For this youth, school 
problems with bullying and truancy compounded when she 
entered the child welfare system.

Family and Friend Supports

Both youth and caregivers discussed ways in which family 
and friends acted as informal supports in navigating stress-
ors. Several parents mentioned family as a main source of 
support in dealing with the stress of caregiving for their 
youth. One parent mentioned that family is helpful to talk 
to, vent, or get perspective when her youth was escalating, 
“Yeah, I definitely have the ability to lean on my sister who 
is sometimes a much more level head.” For others, tangible 
aspects of family support were viewed as more important, 
whether helping financially, offering to watch children, or 
providing transportation. One parent stated, “I’d like if they 
helped me with my rent since I don’t have a job [laugh]. But 
I been getting by, my mom, she helps me a lot, but yeah. 
I need help like that.” For this parent, unemployment and 

housing insecurity were key challenges faced in addition 
to caring for their youth. Having family support with these 
external factors may help alleviate some of the added anxiety 
and stress that caregivers experience. Some caregivers, how-
ever, had limited family and friends to call on for support, 
expressing frustration at dealing with their youth alone. One 
parent expressed, “It’s just really hard, my life is hard. I feel 
like I ain’t got no support, and it’s just me in this world by 
myself, dealing with this.” Although she mentioned that she 
does have a sister, “she got her own family too.”

Similarly, some youth felt they had support—discussing 
the role of family in helping during emotional escalation. 
One youth stated, “I’ve always had my mom and my dad 
there for me. It’s always been—they’ve always been really 
supportive.” Only one youth mentioned that friends are sup-
portive; instead, several youth described self-isolation and 
limited interaction with friends or peers at school. One youth 
noted, “I barely even talk to the kids in my class.”

Community Supports

The role of the community, whether through churches or 
local organizations, as a support system for parents and 
youth was less commonly mentioned. Although one person 
mentioned religion more as relying on personal faith, two 
caregivers discussed how church involvement was helpful 
to them in dealing with stress and offering support. One car-
egiver stated, “we talk to our pastor, our church family about 
it and our friends about it. They give us advice and every-
thing.” Another mentioned that with churches closed during 
the initial part of the COVID-19 pandemic, she missed the 
support and the sense of community.

Another source of community support that a few parents 
mentioned is structured programing for youth. Caregivers 
reported summer camp and a church community service 
program as helpful for their youth. One parent mentioned 
that summer school was helpful in a previous year to keep 
her youth from fighting and having frequent contact with 
law enforcement due to behavior. She stated that the summer 
school provided structure for her youth, which was lacking 
and contributing to his triggers, “Little bit more structure; 
he went to summer school, he had his parenting person, the 
[crisis] stabilizers.”.

Some caregivers report having limited community sup-
port systems, expressing frustration on caring for their youth 
alone. One parent stated that she and her children kept to 
themselves in the community, noting that she did not want 
her children involved in “stuff that’s been going on” in her 
neighborhood. This is an important caveat for the role of 
community—many of the families served by this behavioral 
health system are located in areas of concentrated socio-
economic disadvantage, high crime rates, and limited com-
munity resources for mental health (Clancy et al., 2022). 
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Finally, some caregivers noted that the system was unsup-
portive at addressing the needs of their youth. One parent, 
whose child had attempted suicide in response to name-
calling by a sibling expressed her frustration over lack of 
support, “I just didn’t know what to do at that point, because 
I’m just a parent here and I have been crying out for help. It 
was just real disturbing to me.” One parent suggested a peer 
support group or specialist could help show caregivers that 
they are not alone and provide a source of support if family 
and community are lacking. She felt that others too would 
be helped having “somebody to talk to, so I can know that 
I’m not in this boat alone by myself.”

Discussion

Community-basedpsychiatric services are critical to youth 
with mental health issues, particularly youth in low socioec-
onomic areas, with high crime and few additional supports. 
Services like Wraparoud programming are built upon the 
systems of care model, with the goal of connecting fami-
lies with the variety of needs they may have around child 
welfare, mental health, juvenile justice, and substance use 
treatment (Stroul et al., 2021). While there have been empiri-
cal studies identifying challenges to access and engagement 
with treatment, few studies have examined the lived experi-
ences of families of youth with severe mental health needs 
in navigating these systems of care and the strengths they 
draw upon.

This study highlighted the high need for psychiatric cri-
sis services in this population, how and why youth engage 
with these services, and how their family caregivers either 
receive or do not receive support in dealing with the com-
plexity of mental health. While much of the literature on 
community psychiatric care focuses on the youth alone (e.g., 
Lindsey et al., 2013), the inclusion of the adult caregiver 
in our study is critical towards a broader understanding of 
the needs and future development of community-based pro-
gramming. Indeed, Miller et al. (2012) noted the importance 
of addressing the family unit in providing systems of care 
for youth with mental illness. Although a common com-
ponent in Wraparound programming, family supports may 
not always be present or function as intended (Olson et al., 
2021). Given the additional challenges in our study sample 
caregivers’ lives, referrals and assistance that is applicable 
to their needs is timely and necessary.

Data from this study highlighted the often-extreme 
need for services, yet underscored the gaps in provid-
ing them, particularly in the school setting. Many youths 
experienced bullying, which was a major contributor to 
continued mental health issues. Bullying by classmates 
often affected youths’ academic performance and at times 
led to truancy, which had an unintended domino effect for 

parents. Parents discussed being pulled from work, miss-
ing appointments, and sometimes losing their jobs because 
they had to intervene in situations at school. In fact, bull-
ing sometimes exacerbated situations that had been man-
ageable, into crises. Prior research supports our findings, 
with school-related problems affecting caregiver employ-
ment (Stefanidis et al., 2023).

The issue of job loss and stressors for the caregivers 
was described throughout the interviews as a major issue. 
Among other social needs, these families live in low social 
economic areas, with few employment opportunities. More-
over, work at home options are not available to many of 
these families who work low pay service industry jobs. Thus, 
missing shifts, showing up late or constantly being called to 
the school burdens the families and exacerbates the potential 
for further involvement with the county services, includ-
ing removal from home into foster care. These findings are 
consistent with a larger body of literature on the impact of 
children with mental health needs on employment stability 
(e.g., Sellmaier, 2022; Sellmaier et al., 2020).

The potential for removal of children from the home 
loomed large for many families, underscoring the tenuous 
nature of their everyday life in living with mental health 
issues of their youth. While removal can be healthful for 
some families, other families described how traumatic foster 
care was for the youth and the family, and how foster care 
became an added stressor to their already overwhelming 
experiences. The fear of removal prohibited some families 
from asking for help, or prevented them from asking for 
help until mental health issues became severe, leaving them 
isolated in their attempts to care for their youth.

The desire for youth to have their parents involved in their 
care was found in all interviews yet was particularly poign-
ant in the interviews where the youth had lost a parent. For 
some, the grief of loss caused them to retreat further into 
mental health issues. Underscoring the positive role parents 
can play, parents must be supported in mental health ser-
vices, but critically, services must be offered which address 
grief and loss in youth. None of the youth interviewed stated 
they had received such services, yet the amount of grief was 
clear as was the role grief played in exacerbating many men-
tal health issues.

Support from both family and community is inconsistent 
and often fraught with stigma and inaccessibility, particu-
larly community-based mental health services. Although 
extended family may be near, they offered limited help, less-
ening the opportunity for support. The lack of consistent 
and effective community support was pointed, again given 
the low social economic areas and extreme need. Thus, tar-
geted community-based services, culturally relevant to the 
often-single family homes where parents have limited work 
flexibility, are critical to improved mental health for these 
youth and their caregivers.
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Moreover, support must be flexible. These families are 
some of the most stressed and least supported, with little 
ability to adjust work schedules and with few other adults 
to rely on. Therefore, it is crucial that community support 
be conveniently located, provide flexible hours, and provide 
an environment safe from neighborhood crime. For some 
caregivers, crime in the community led to isolation and 
decreased support systems, limiting youth engagement with 
community programming for fear of crime. These findings 
are consistent with literature utilizing the National Survey of 
Children’s Health, demonstrating that neighborhood safety 
and support systems for caregivers are important aspects for 
youth with special health needs (Radel & Bramlett, 2014). 
Community activity combined with flexible programming 
and behavioral health support services are crucial to keep 
these youth busy and receiving support, which can affect any 
emotional dysregulation which may occur. Finally, for those 
youth over 18, services drop off dramatically, including 
assistance with housing. Nationwide, housing is a growing 
issue, with costs skyrocketing, requiring high paying jobs to 
often afford any housing (Quigley & Raphael, 2010). Yet, 
in this study many youths were struggling with employment 
and were receiving limited support from family, making 
housing instability a threat to stability with mental health—
with few places to turn. Thus, as with many areas, housingis 
critical to building better mental health in these youth.

Limitations and Future Research

This study is not without limitations. Given the nature of this 
hard-to-reach population, gaining participation was a chal-
lenge. Although Wraparound staff were helpful in recruit-
ing participants, competing priorities may have meant some 
families were not approached or given full information dur-
ing the recruitment process. The smaller sample size may 
limit our understanding of this population as a whole, yet 
many of the families interviewed did reside in the areas that 
have higher concentrations of psychiatric care consumers, 
suggesting that many of the challenges identified here would 
extend to other families served by this mental health division 
in diverse, similar low sociogenic communities. Second, 
our population included youth involved in Wraparound that 
had at least one emergency psychiatric crisis visit. Families 
who are not involved in Wraparound yet also have visits to 
this hospital setting may be vastly different from those in 
Wraparound, particularly on informal and formal supports. 
Future research should examine this subgroup of families to 
determine what challenges and supports they have, as well 
as draw comparisons between groups to better inform policy 
and programming for youth with mental health issues.

Future research also is needed on caregiver and youth 
experiences with community-based mental health services. 
Given that most of the youth in this population receive 

treatment or services within the community, it is imperative 
to understand caregiver and youth experiences with these 
services to better inform social work and mental healthcare 
practice in providing holistic care and reducing the need for 
emergency and inpatient treatment.

Policy Implications

Although this study focused on caregivers in an urban, 
diverse, Midwestern County, the challenges they experience 
likely extend to other areas, particularly in urban settings 
with concentrated socioeconomic disadvantage. Therefore, 
we make several recommendations for mental health divi-
sions that serve youth. Although Wraparound programming 
incorporates systems of care approaches, the findings from 
this study found gaps in a well-functioning system of care. 
To better serve youths and there families, we recommend 
key components that are identified as best practices within 
systems of care approaches to working with youth with 
severe behavioral health needs (Stroul et al., 2021).

First, community based, culturally relevant formal sup-
ports are needed for these families, which can be built into 
mental health programming using family connection social 
workers, peer guides, and an overall holistic approach. Dedi-
cated social workers can provide connections for these fami-
lies to programming as well as connections and referrals for 
additional challenges that experience, such as housing refer-
rals and food pantry contacts. Further, by having commu-
nity-based and flexible family connection staff, involvement 
in programing may increase, as these staff are better able 
to share available programs, answer questions and speak to 
hesitations, and facilitate intra-agency referrals to increase 
follow-through by families.

In addition to family connection staff, community peer 
guides can be a particularly useful formal support for car-
egivers and youth. Older youth and caregivers who have 
successfully navigated mental health issues are best suited 
to serve as these social supports, modeling successful coping 
strategies and resilience, while also demonstrating empathy 
and shared experiences. Further, they can provide a source of 
connection to community resources and services to address 
broader challenges that families face (Najavits et al., 2014; 
Repper & Carter, 2011; Solomon, 2004).

Given that some caregivers expressed concern over a lack 
of community or family support, informal support systems 
are also needed. Stroul et al. (2021) highlight respite care 
as an example of addressing some of the needs highlighted 
in our findings by offering short periods of supervision for 
the youth while parents engage in self-care practices. One 
avenue of caregiver programming that could be particularly 
helpful is peer support groups for caregivers to share their 
frustrations and experiences, offering a sense of commu-
nity and support from adults who can empathize with one 
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another based on similar experiences. This programming 
may assist with the feelings of isolation for caregivers who 
have limited natural supports from family, friends, and the 
larger community (see Stroul et al., 2021). This support must 
be offered at various times, so as not to interfere with work, 
and it must be offered in the community—easily accessible 
leading to higher engagement. These community-based sup-
port groups, whether funded by county mental health divi-
sions, churches, or community centers, could be offered as 
an outside resource for caregivers who may not want system-
involvement. Attention to the location of these groups and 
where most consumers reside is necessary to reduce trans-
portation challenges and other barriers to access.

The families in this study are likely similar to many other 
families across the United States with a youth who has men-
tal health concerns. Therefore, we expect that the need for 
community supports to cope with the daily struggles and 
stresses these families experience are widespread. As the 
United States focuses more on mental health, the needs of 
the most vulnerable, under resourced, and high poverty 
families need to be at the forefront in developing targeted, 
community-based mental health services. It is through these 
types of services that families can begin to build support and 
a long-lasting ability to manage mental health issues within 
their family and community.
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