J Child Fam Stud (2012) 21:533-544
DOI 10.1007/s10826-011-9506-8

ORIGINAL PAPER

Parent Perspectives on Community Mental Health Services
for Children with Autism Spectrum Disorders

Lauren Brookman-Frazee - Mary Baker-Ericzén -
Nicole Stadnick - Robin Taylor

Published online: 15 May 2011
© Springer Science+Business Media, LLC 2011

Abstract The community mental health (CMH) system
provides treatment for behavioral and psychiatric problems
in children with autism spectrum disorders (ASD).
Although parent stakeholder perspectives are important to
improving care, these perspectives have not been system-
atically examined for this population in the CMH sector.
Twenty-one semi-structured qualitative interviews were
conducted with parents of children with ASD who received
services in CMH clinics. Themes related to child clinical
histories, service access and experiences with the CMH
system revealed a specific trajectory of service need iden-
tification, obtaining a diagnosis, and experience with ser-
vices. Each trajectory stage was marked by high parent
stress. Results provide information about the characteristics
of children with ASD served in community mental health
clinics and direction for targeted improvement efforts.
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Introduction

Children with autism spectrum disorders (ASD) may
receive services in the community mental health (CMH)
system for treatment of emotional and behavioral symp-
toms related to ASD and for a number of overlapping or
co-occurring psychiatric problems that frequently occur
with ASD. CMH services are designed to address psychi-
atric problems through psychosocial and pharmacological
interventions. The current study examines the perspectives
of parents whose children have received outpatient therapy
in CMH clinics. Although there is significant variability in
the estimated prevalence rates of co-morbid psychiatric
disorders among children with ASD (Lainhart 1999),
recent research suggests that approximately 70% of chil-
dren with ASD meet criteria for at least one additional
psychiatric disorder (Leyfer et al. 2006; Simonoff et al.
2008). These high rates of psychiatric problems for chil-
dren with ASD underscore the importance of the CMH
system in caring for children with ASD. A closer exami-
nation of CMH services for children with ASD is clearly
indicated.

Several research-based intervention methods aimed at
addressing behavioral and psychiatric problems for chil-
dren with ASD have been developed and tested in con-
trolled laboratory settings. For example, there is increasing
empirical support for child skills training and parent-
mediated interventions based on principles of applied
behavior analysis (National Autism Center 2009; National
Research Council 2001) and cognitive behavioral therapy
methods (Chalfant et al. 2007; Wood et al. 2009). How-
ever, there is little known about how these interventions or
treatment strategies are used in routine care and the nature
of CMH services more generally. Detailed research on
usual care service contexts and treatment for childhood
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disorders 1is critical to bridge the gap between what is
known about research-based and community-based prac-
tices (Bickman 2000; Hoagwood and Kolko 2009;
McLennan et al. 2008; Westfall et al. 2007).

The current study primarily focuses on care provided in
outpatient CMH clinics that serve a broad range of child-
hood disorders (i.e. do not specialize in any specific dis-
orders). Although providers in these clinics do not typically
specialize in serving children with ASD, research indicates
that a vast majority of therapists have served a child with
ASD in this setting and children with or suspected of
having ASD represent, on average, 21% of therapists’
caseloads (Brookman-Frazee et al. 2011). Previous studies
using administrative datasets indicate that children with
ASD receive outpatient psychotherapy for similar problems
as children without ASD (e.g., disruptive behaviors) within
the same system (Mandell et al. 2005).

Based on what is known about usual care provided in
CMH clinics, care may not be as effective as treatment
provided in controlled research settings. Many CMH clin-
ics were not designed to serve children with developmental
disabilities and it is likely that CMH therapists providing
treatment to children with ASD lack specialized training in
this spectrum of disorders. Research on community pro-
viders’ knowledge about ASD indicates that providers
(including mental health professionals) hold a number of
inaccurate beliefs about ASD (Heidergerken et al. 2005).
Therapists have limited training in ASD and are highly
frustrated serving this population (Brookman-Frazee et al.
2011). Moreover, observational data of outpatient therapy
provided in CMH clinics suggest that therapists use similar
strategies with school-age children with and without ASD
and indicate discrepancies between evidence-based prac-
tices (EBPs) and usual care (Brookman-Frazee et al. 2010).
This finding is consistent with research on usual care
psychotherapy for children with disruptive behavior
problems more broadly (Garland et al. 2010), and early
intervention/education services for children with ASD
(Stahmer 2007; Stahmer et al. 2005). Improvement in care
provided in CMH clinics to children with ASD is clearly
warranted.

Improving the quality of CMH care requires compre-
hensive approaches that include the integration of EBPs.
An important component of efforts to implement EBPs is
gathering information about the community context and
needs (Chorpita et al. 2002). This includes gathering the
perspectives of relevant community stakeholders on their
needs and preferences (e.g., Brownson et al. 2009). It also
includes information on the clinical characteristics of the
children served in the community context. Our previous
research has examined therapist perspectives on serving
children with ASD in CMH clinics (Brookman-Frazee
et al. 2011). As mentioned previously, results indicate that
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most therapists practicing in CMH clinics have served
children with ASD and few have specialized ASD training.
Therapists primarily serve children with Asperger’s Dis-
order and PDD-NOS referred for behavior problems and
other co-occurring psychiatric problems. Understanding
parent perspectives on their children and community-based
services also has important implications for improving care
for children with ASD because parents are involved in
initiating and continuing treatment for this population, and
parent groups have been particularly influential in driving
ASD research, treatment funding and policy (Singh et al.
2009), and parents are considered key stakeholder’s in
children’s mental health services (Hoagwood 2005; Huang
et al. 2005).

Despite growing data on parent perspectives of com-
munity care, generally, for children with ASD (Dymond
et al. 2007; Kohler 1999; Montes et al. 2009), no study to
date has thoroughly examined parent perspectives
regarding the CMH service system specifically. Detailed
information on parents’ perspectives of CMH services,
particularly related to access, utilization and effectiveness
is important to design relevant programming to increase
access to services and improve the implementation of
evidence-based interventions in these settings. Further,
little is known about the clinical histories of children with
ASD served in CMH clinics. This study was designed to
gather in-depth information about the CMH system from
parents’ standpoint and examine specific factors related to
access and perceived treatment effectiveness as part of a
larger study aimed to improve CMH services for children
with ASD. The current study specifically examines parent
perspectives on: (1) clinical histories of children with
ASD involved in CMH clinics, (2) their experiences
accessing these services including pathways into services,
barriers to care and service utilization histories, and (3)
the impact of CMH clinic services on child and parent
functioning.

Methods
Design

The current qualitative study examining parent perspec-
tives was conducted as part of a larger mixed-methods
research program aimed to gather information about the
clinical needs of children and their families, and the
training needs of CMH providers to develop targeted
improvement efforts. Specifically, this information was
sought to develop and test an intervention protocol and
corresponding therapist training model that integrates evi-
dence-based intervention strategies in CMH clinics.
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Qualitative methods were used because of the explor-
atory nature of the aims and because they are particularly
well-suited for gathering in-depth information about par-
ents’ subjective experiences about care for their children
(Marshall and Rossman 2006). The focus was purposely
broad in nature to elicit meaningful themes, gathering in-
depth information to fully grasp the complexities of CMH
care for this unique population.

Participants

Twenty-one semi-structured interviews were conducted
with 23 parents (two parents were present for two of the 21
interviews) of children with an ASD who had received (or
were currently receiving) outpatient therapy in CMH clin-
ics. One parent had two children with ASD and described
her experiences with both children. Parents were recruited
through fliers posted in CMH clinics and on local ASD
websites and through parent support groups. Participants
ranged in age from 29 to 78 years, were 83% female and
78% Caucasian, 9% Multi-racial, 4% African American,
4% Hispanic/Latino, and 4% Asian American. Their chil-
dren ranged in age from 6 to 19 years, were 59% male and
64% Caucasian, 23% Multi-racial, 9% Asian American/

Table 1 Participant characteristics

Pacific Islander, and 5% African American. Characteristics
of individual parent participants are reported in Table 1.

Procedures

Informed consent was obtained from all participants.
Interviews were approximately 90 minute in length and
were conducted either at the families’ homes or in an office
at our research center. Parents received a small compen-
sation for their time. The study procedures were approved
by the relevant Institutional Review Boards. A semi-
structured, interview structure was used to obtain infor-
mation on child clinical histories (e.g., diagnostic history,
psychiatric co-morbidity), service use history, pathways to
mental health services, barriers to accessing effective
mental health services, and perceptions of the impact of
mental health services. The questions were open-ended so
that interviewees could elaborate on their experiences.
They were presented in a broad to specific sequence.

Data Analysis

Data were analyzed using a coding, consensus, and com-
parison methodology (Willms et al. 1990) which followed an

Participant Gender Age Race/ethnicity Marital status Relationship Highest level Child’s
to child of education age
la&b Male 78 Caucasian Married Adoptive High School 14
Female 74 Caucasian Married Adoptive High School
2a&b Male 46 Caucasian Married Bio Bachelor’s 13
Female 43 Hispanic Married Bio Bachelor’s
3 Female 42 Caucasian Married Bio High School 10 & 13
4 Female 29 Caucasian Single Bio High School 9
5 Female 42 Caucasian Single Bio High School 8
6 Female 29 African American Married Bio Associate’s 10
7 Male 52 Asian American Married Bio High School 13
8 Female 39 Caucasian Single Bio High School 12
9 Female 44 Multi-racial Single Bio High School 7
10 Female 47 Caucasian Single Bio Associate’s 15
11 Female 52 Caucasian Married Adoptive Bachelor’s 15
12 Female 35 Caucasian Married Bio Bachelor’s 6
13 Female 48 Multi-racial Married Bio Bachelor’s 14
14 Female 45 Caucasian Married Bio Master’s 13
15 Female 36 Caucasian Single Bio Master’s 16
16 Female 44 Caucasian Married Bio Master’s 10
17 Female 35 Caucasian Single Bio Bachelor’s 14
18 Female 45 Caucasian Single Bio Bachelor’s 19
19 Male 61 Caucasian Married Adoptive Doctorate 12
20 Female 41 Caucasian Married Bio High school 14
21 Female 46 Caucasian Married Bio Doctorate 11
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iterative approach rooted in grounded theory (Glaser and
Strauss 1967). First, audiotapes of all interviews were tran-
scribed. Several transcriptions were then independently
coded by the research team at a very general level in order to
condense the data into analyzable units. Transcript segments
ranging from a phrase to a paragraph were assigned codes
based on emergent themes (i.e., themes that arose from the
interview data). Disagreements in assignment or description
of codes were resolved through discussion and enhanced
definition of codes. The final list of codes, constructed
through a consensus of research team members, consisted of
a list of themes, issues, and attitudes that related to parents
perspectives on CMH services.

Five research team members coded the transcripts. For
the two instances in which two parents were present, both
caregivers’ responses were transcribed and coded. For the
interview in which the parent described her experiences
with two children with ASD, responses about each specific
child were coded separately. General comments about
service navigation or service system were only coded once.
The transcripts were then assessed for coding agreement
among the research team. The codes were categorized into
two levels: general (codes at the broadest level of themes),
and subthemes (codes at the second level of themes).
Transcripts were then entered, coded, and analyzed in
QSR-NVivo 2.0, a software package that is widely used to
support qualitative research (Tappe 2002). This program
was used to facilitate the process of axial coding by
organizing data within a tree-like structure of nodes/cate-
gories. Finally, using a process of constant comparison
(Glaser and Strauss 1967), taxonomies of codes were cre-
ated for the interviews and compared with one another to
identify themes and subthemes related to parent perspec-
tives on mental health services for children with ASD.

Results

Responses are reported in the categories identified in the
initial aims of the study. These include child clinical char-
acteristics and clinical histories, service access and experi-
ences with mental health services. Each category represented
aspecific stage in an illness trajectory (Garro 1992) beginning
with illness genesis, realization of illness disruption on life,
search for a diagnosis, and experience with treatment. Par-
ticipant verbatim quotes are presented to illustrate examples
of important themes. Two to four themes were identified
related to each category. Themes are summarized in Table 2.

Child Characteristics and Clinical Histories

Overall, parents described their children as clinically
complex as reflected by the children’s clinical profile,
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diagnostic history and process, co-occurring problems, and
impact of ASD on family. These characteristics are
described below.

Clinical Profile

Almost all parents reported that their children had high
functioning (Asperger’s Disorder) or non-specific ASD
diagnoses (PDD-NOS; i.e., few had “classic” autism). Few
parents reported intellectual disability which was supported
by few children qualifying for MR/DD services. All par-
ents reported that their children had difficulty in commu-
nication, social interaction, and restrictive and repetitive
behaviors and interests, suggesting that their symptoms
were consistent with an ASD diagnosis.

Diagnostic History and Process

Most parents reported a pathway to ASD diagnosis as
follows: (1) early concerns, (2) reassurance or concerning
behaviors attributed to other problems by professionals
(e.g., physicians, educators, therapists), (3) multiple pro-
fessionals involved with multiple and conflicting diagnoses
provided, and (4) an ASD diagnosis provided after age five
that finally “fit” the child. Although almost all of the
children were diagnosed with an ASD after the age of five,
parents reported being concerned at very early ages
(<18 months). Many parents reported that, in response to
their concerns, they were reassured about their children’s
development.

We noticed early on a number of her difficulties —
difficulties crawling, no inability to turn over,
inability to hold her head up. When we tried to raise
this with the doctors, we were basically told that these
children essentially grow out of these things and it’s
just the delays and the attention and nurturing will
make a difference. At times, we were made to feel as
if we had these exaggerated expectations...

Other parents reported that their children’s problems were
attributed to poor parenting or adjustment problems.

Kindergarten was a nightmare...he spent a lot of time
crying. And parents that I didn’t know... [would]
come up and tell me to take him out of school... I
took him to a therapist. They called it adjustment
reaction to my divorce, but I knew it was something
more to it because — there were just odd things about
him.

In almost all cases the diagnostic process was lengthy,
multiple professionals (e.g., pediatricians, neurologists,
psychiatrists, psychologists) were involved, and the child
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Table 2 Summary of key themes

Category/subcategory

Theme

Child clinical characteristics and clinical histories
Clinical profile

Diagnostic history and process

Co-occurring problems

Impact of child characteristics on family

Service access

Child characteristics

System factors

Experiences with mental health services
Types of services

Impact

Challenges to effective services

High functioning or non-specific ASD diagnoses (i.e., Asperger’s Disorder, PDD-NOS)
Few with intellectual disability or who qualify for MR/DD services

Symptoms consistent with ASD (communication & social interaction problems;
repetitive behaviors and interests)

Pathway:
Early concerns

Reassurance or concerning behaviors attributed to other problems by professionals
(e.g., physicians, educators, therapists),

Multiple professionals involved with multiple and conflicting diagnoses provided
ASD diagnosis given after age five that finally “fit” the child
Process confusing and highly stressful
Significant behavior problems:
Primary reason for receiving CMH services
Source of parent stress
Other common psychiatric problems—ADHD, anxiety disorders, and mood disorders
Medical problems (e.g., seizure disorders)
Positive perceptions of ASD characteristics many child strengths

Difficulties contribute to high levels of stress and disruptions in daily life

Severe behavioral escalations or significant behavior problems in the school setting
frequently triggered access to CMH services

Central role of education system in facilitating access to CMH services:
Primary referral and funding source
Distinction between the CMH and education systems unclear

Service navigation challenges:
Lack of understanding about the service system
Ineligibility for MR/DD services due to high functioning ASD diagnosis
Accessing appropriate services stressful and daunting

Impacts of service navigation and interactions with professionals:

Source of stress, family disruption and financial strain

Outpatient therapy and medication management frequently utilized

Reducing behavior problems, increasing social skills, providing emotional support to
the child or teaching strategies to the parents

Minimal, slow progress
Lack of clinician ASD training and specialized ASD services

Organizational factors (e.g. high staff turnover)

received a number of other diagnoses prior to being

diagnosed with an ASD.

He talked to her for like ten minutes and ... said,
‘Okay, here’s the deal. She’s... anxious, depressed,
ODD, and OCD, and we need to put her on these five

medications.’

receiving a diagnosis of an ASD, many parents reported
that they felt that the ASD diagnosis was the first to
accurately capture the child’s symptoms.

He was diagnosed in the third grade with Asperger’s
and... it really explained a lot of the challenges that
we had been facing since he started school.

A few parents indicated that a professional mentioned early
onset schizophrenia prior to an ASD diagnosis. After

Overall, parents consistently indicated that the diagnostic
process was confusing and highly stressful, although many
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also indicated that they were relieved once their children
were diagnosed with an ASD.

Co-Occurring Problems

Most parents reported co-occurring psychiatric problems
and all parents reported significant behavior problems that
were the primary reason for receiving CMH services. Many
also had co-occurring medical problems such as seizure
disorders. The most frequently mentioned psychiatric
problems were ADHD, anxiety disorders, and mood
disorders.

Well, the... OCD... that was what sort of led to Lu-
vox...[Child] hates germs and everything else, and
occasionally he’s done too much hand washing. But at
this stage, when he was out of control...all up his arms, it
was just all red raw from him continually hand washing.

Parents also reported that their children exhibited sig-
nificant challenging behaviors and indicated that the impact
of the child’s behavior caused significant stress. Many
parents described their children as aggressive and indicated
that their children’s behaviors resulted in being expelled
from multiple school placements.

Positive and Negative Impacts of Child Characteristics
on Family

Parents reported both positive and negative impacts of
having a child with ASD. Multiple parents reported that it
was “fun” to have a child with autism and shared their
appreciation of their children’s unique perspective.

I don’t wish... for her to be any other way than she
is... I think my daughter is just so cool. And, it’s
actually really fun [laughs] to have a kid with aut-
ism... I think the way her mind works and a way a lot
of the kids’ minds work ... is wonderful and... to be
so free and so honest that it’s just, it’s almost
admiring. You know, you wish you could be that free
and that honest...

Parents also readily described their children’s strengths
including intelligence, high energy and sense of humor.
Further, while some parents reported feeling embarrassed
by their children’s behaviors, others described positive
responses.

I used to be concerned about what other people
thought and how they felt, and, like going to the mall
with her, going to the grocery store. And then I got to
that point, “You know what? I really don’t care.” You
know, if she decides that she wants to dance in the
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middle of the mall, you know, it’s like, ‘Okay, let’s
dance.’

As above, many parents reported considerable stress
related to their children’s symptoms, particularly the
challenging behaviors, and the diagnostic process. Further,
they indicated that children’s behavior resulted in disrup-
tions in daily life. This stress appeared particularly high for
single parents.

I was a single mom. I’ve no family here and I was
struggling financially so I was losing a lot of time
from work ...I just couldn’t seem to get help for him.
He would get kicked out of school, he would get
kicked out of his daycare center, then I got to the
point where he couldn’t go to school or to daycare so
I had to stay home from work with him and then even
the neighbors would come over and tell me not to let
him outside.

Other parents described anger or resentment over their
children’s behavior.

Service Access

There were a number of themes under this category. Spe-
cifically, child, organizational and service system charac-
teristics emerged related to accessing services. Pathways to
CMH services included child behavior problems triggering
a referral to mental health services and the central role of
the education system, while service system issues were
perceived as barriers to access. Further, parents described
accessing services, generally, as a highly stressful process.

Child Characteristics (Behavior Problems)

Severe behavioral escalations or significant behavior
problems in the school setting frequently triggered access
to CMH services. For many families, referral to CMH
services occurred prior to receiving an ASD diagnosis. Due
to significant problem behaviors occurring at school,
school staff often recommended that families seek an
evaluation for mental health services.

...she was giving boys black eyes because they were
picking on her friend...so... three, four, sometimes
more a month, we were having these behavioral
meetings...then her teacher’s like,... ‘I’'m not telling
you this, but you should ask for mental health ser-
vices.” So I asked for it...and they did...the evalua-
tion with her and then they went to school to see how
she acted. And then I got a call from [school district],
saying that [Child] was eligible through AB2726
[described below].



J Child Fam Stud (2012) 21:533-544

539

Other times, the parent became well aware of the risk the
child posed for harming others which led them to seek a
mental health evaluation.

I know at school, they were concerned that his
behavior was getting so out of control...and that was
another reason why I finally... had to break down and
I had to go and do something I didn’t want to do.
Because they were concerned that he was going to
hurt somebody or would get to a point where they
would have to call in the authorities and at that stage,
it will be taken out of my hands. So, I know that was
a concern, but luckily we were able to get him help
quickly enough so that it circumvented that.

A few parents also mentioned behavior problems outside of
the school setting prompting the referral to mental health
services.

System Factors: Central Role of Education System

For all respondents, the education system played an
important role in facilitating access to CMH services. It
was the primary referral and funding source for CMH
services. The referral to CMH services was typically
facilitated through funding allocated through the California
Assembly Bill AB2726/3632 which provides state funding
for students in California whose mental health problems
are deemed to interfere with academic functioning. Inter-
estingly, most parents did not distinguish between the
CMH and education systems. This was evident as they also
responded to questions about CMH services by describing
education services or viewed CMH services as an extension
of education services.

System Factors: Service Navigation Issues

Parents reported frustration with their lack of understand-
ing about the service system and which services to use at
each point in their children’s development. They described
how their eligibility for services changed over time which
consequently forced their children to move from one type
of service to another with little information shared from
one service agency to another. Parents also reported that
their children often did not qualify for a specific set of
services funded through the developmental disability ser-
vice sector due to the child’s high functioning ASD diag-
nosis even though they felt that the child was in need of
those types of services.

...And our experience was that, once again, as if
these institutions were set up to largely to disqualify a
child from any kind of help and attention... so the
Regional Center was extremely frustrating to us. We

didn’t know what to do...But of course, as soon as
she turned three years old, she was disqualified yet
again because they told us that now the school district
would take over all over her needs and—we didn’t
even know all of her needs. We had no idea how to
approach this.

Other parents explicitly stated that CMH services were the
only services available to the child.

...it has been suggested several times to me by dif-
ferent therapists that weekly outpatient therapy really
isn’t the thing for a child with autism. And I do have
a tendency to agree with that at times, but this is all
he has right now. I wish there was something more
specific for children like him.

Stress Related to Accessing Services

Parents indicated that accessing appropriate services for
their children was particularly stressful and daunting.

We just, we were at a loss—we just struggled so
miserably for so many years. So that was our expe-
rience... Psychologically awful...The strain was
colossal, especially in the fighting over moving her to
another school. We could not understand why the
school couldn’t recognize the importance of her
needs and either provide what she needed in the
school or... change the venue...it was utterly
demoralizing. We were depressed and upset, and my
wife would weep regularly.

Many parents indicated that accessing services for their
children negatively impacted family functioning. For
example, many communicated significant marital discord,
feelings of guilt related to not having enough time for other
children, and feelings of isolation.

Related to the significant effort required to access ser-
vices, a number of parents indicated that they found
interactions with professionals in ongoing services partic-
ularly stressful.

You always have to be kind of on the defensive
because sometimes people...you don’t feel like they
take you seriously, like you’re just another case,
another kid, another...it’s so urgent to you, and it’s
just their job from nine to five and, it might go for
weeks without being taken care of. So it’s hard, it’s a
hard process.

Lastly, parents also indicated that the time and effort
required to access services for their children resulted in
significant financial strain to the family, particularly for
single parents.
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I had a lot of...financial worries which were tearing
me away and working late at night to make up for the
hours I was missing because of [Child]...All my
energy was focused in so many places but I was
fighting for all these other services for him.

Experiences with CMH Services

Outpatient therapy and medication management were the
most frequently reported types of CMH services utilized.
Although some parents indicated that these services were
helpful in reducing behavior problems, increasing social
skills, providing emotional support to the child or teaching
strategies to the parents, many parents indicated that their
children made minimal progress.

How much [Child] actually benefits is questionable...
I see that some of the people are really just trying to
figure out information and really just don’t know
what to do to help.

Other parents reported concern with the rate of the child’s
progress. Commonly reported challenges to effective
services included lack of provider training and specialized
ASD services, organizational factors, and lack of coordi-
nation across service providers.

Lack of Clinician ASD Training and Specialized ASD
Services

The most frequently reported challenge to effective CMH
services was the perceived lack of provider knowledge
about treating children with ASD. This included both PhD
and MA-level therapists and psychiatrists providing med-
ication management.

I would be concerned that some of them are with
providers that maybe aren’t as well suited to, to work
with them if they don’t have the background and the
understanding of...the condition and what kind of
supports those kids need. ‘Cause I think they are
different from a lot of other types of mental health
needs.

Some parents reported that the providers themselves
acknowledged that they were not skilled in working with
this population and would refer them elsewhere. Parents
also stated that they felt providers, therapists specifically,
needed more training specific to ASD issues and in using
parent training models so that the parents could learn
and use the effective strategies as well. The few parents
who did indicate that their children made progress
reported that the CMH providers had specialized ASD
training.
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Organizational Factors

Many parents mentioned organizational factors such as
high clinic staff turnover, especially among trainees,
impacting the consistency and effectiveness of care, par-
ticularly therapy.

The other difficulty with going with County Mental
Health is their turnover...That was really hard.
Especially [if] there was one there that was really
good...we had one that was like three months and
then another one... And I'm like, you know, this is
really too hard for him...so that was the hardest part.

Other parents noted that changes in staff are particularly
challenging for children with ASD who have a difficult
time with transitions, change and building positive trusting
relationships with others.

...every summer, he knows he gets a new teacher,
and a new therapist, and while he was on meds, a new
psychiatrist. So that’s three new people to get to
know and feel comfortable with. [That’s] just real
hard for kids with autism...so having someone that he
could see continuously...that would be, probably the
one biggest thing.

Discussion

This study examined parent perspectives about CMH ser-
vices for their children with ASD. Parents provided infor-
mation about the characteristics of their children, their
experiences receiving an ASD diagnosis, access to CMH
services, and experiences with CMH services. These cat-
egories represented specific stages in an illness trajectory
(e.g., illness genesis, realization of illness disruption on
life, search for a diagnosis and effective treatment; Garro
1992). There were common pathways to diagnosis and
CMH services and general dissatisfaction with the process
of accessing and receiving CMH services. Each stage of
this trajectory was marked by high parent stress as evi-
denced from both the content of parents’ responses and the
strong negative emotion with which parents described their
experiences.

The high levels of stress related to child characteristics
and behaviors described by families in this study is con-
sistent with the existing literature on stress in families of
children with ASD (Boyd 2002; Dunn et al. 2001; Tomanik
et al. 2004). The findings of this study extend the literature
in this area by highlighting the significant stress and neg-
ative impact manifested in psychological and financial
strain, and family disruption related to accessing services.
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Parents described many common child characteristics
and clinical histories. Specifically, children in this study
shared a clinical profile of high functioning or non-specific
ASD diagnoses, a lengthy and complicated diagnostic
history, and co-occurring psychiatric and behavior prob-
lems. The diagnostic profile and co-occurring problems
observed in the current study are consistent with a quan-
titative study (Brookman-Frazee et al. 2010) and a mixed
methods study conducted with therapists providing care in
CMH clinics (Brookman-Frazee et al. 2011). Research also
suggests that children with early psychiatric or neurologi-
cal problems are likely to be diagnosed with an ASD later
than those without co-occurring problems, suggesting that
other symptoms or disorders may be masking core symp-
toms of ASD (Levy et al. 2010).

The results from this study regarding parents’ frustration
and stress with the complicated, lengthy diagnostic process
are consistent with previous research examining parents’
experiences with the diagnostic process in general.
Osborne and Reed (2008), for example, reported that the
diagnostic process was chaotic and emotionally unsup-
portive for families and the fewer providers parents had to
interact with and the faster the process, the less stress
parents experienced. The current study adds to the litera-
ture by highlighting the role of psychiatric symptoms fur-
ther complicating the diagnostic process.

Child, organizational and service system characteristics
were related to accessing services. Behavioral escalation at
school frequently prompted referral to CMH services
(provided primarily in outpatient clinics) and the education
system also typically funded these services. As such, many
parents did not distinguish between the education and
CMH systems. Parents reported that service navigation
issues served as barriers to access CMH (and other) ser-
vices. For example, parents indicated that they did not
understand the service system and were unsure of what
types of services to use at specific times in their child’s
development. Further, due to the nature of the child’s
clinical profile, parents often struggled to obtain services
due to ineligibility. Most parents reported that their chil-
dren did not qualify for MR/DD services, which resulted in
the CMH system being the “default” system for non-
education services. Clear guidelines on coordination of
care between CMH and education providers and distinction
between the roles of each would be useful for both parents
and providers as these are the two primary service systems
for the subgroup of children with ASD receiving care in
mental health settings.

Related to experiences with CMH services, parents most
often reported that their children received medication
management and/or outpatient therapy. Although they
expected improved child behavior and social skills through
CMH services, overall, parents felt that children made

minimal progress. Parents reported a number of barriers to
receiving effective CMH services for their children. The
primary barrier to effective CMH services was providers’
lack of specialized ASD knowledge and training. Organi-
zational factors (e.g., the high staff turnover rate) were also
considered to negatively impact care. Parents’ perceptions
that providers do not tailor treatment to the needs of chil-
dren with ASD is very consistent with observational
research showing that therapists working in CMH clinics
deliver very similar treatment strategies to children with
and without ASD (Brookman-Frazee et al. 2010). It is
important to note that a small group of parents described a
reduction in stress related to their child’s behavior and
service navigation once their children received services
from a provider specializing in ASD.

Overall, the results of this study are consistent with the
qualitative research that has examined parents’ perspec-
tives of ASD-related services in general and noted short-
comings in the access of information about and availability
of appropriate ASD services, providers’ ASD knowledge,
and collaboration between parents and professionals (Car-
bone et al. 2010; Dymond et al. 2007; Kohler 1999; Renty
and Roeyers 2005; Sperry et al. 1999).

Implications

Parents in the present study viewed services provided in
CMH clinics as one of the few service options available
due to their children’s clinical profile and resulting ineli-
gibility for more specialized ASD services. Parents con-
sistently voiced their frustration and disappointment with
the process of accessing and receiving community services
and very clearly articulated the barriers they encountered in
receiving effective mental health care. This underscores the
importance of improving CMH services for these families.
Parents consistently discussed the need to train CMH
providers, especially therapists, to work with children with
ASD to improve child behavior and coordination of ser-
vices, particularly between the Education and CMH sys-
tems, for their child.

In most cases, both families and professionals had
identified problems with the child at young ages and many
children received mental health services prior to receiving
an ASD diagnosis. This highlights the potential role of the
CMH system in identifying ASD. It often took many years
for an ASD diagnosis to be assigned. In particular, better
identification for high functioning children with co-occur-
ring problems is clearly warranted within the CMH system.
In the past few decades, there have been significant
movements to educate pediatricians and even school pro-
fessionals on recognizing the signs of ASD in young
children. Similar efforts may be warranted for CMH
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providers to facilitate earlier recognition of ASD in chil-
dren with complex profiles.

In addition to training providers to identify ASD within
the CMH population, providers clearly require training in
providing intervention for children with ASD. This is
particularly important for those providing psychosocial
interventions. Parents indicated that the primary reason for
referral to CMH services, regardless of their children’s
ASD and co-morbid psychiatric diagnoses, was to reduce
behavior problems such as aggression. Therefore, training
providers to address behavior problems would be an
important starting point for training. Additionally, many
parents also voiced support for increased parent involve-
ment in treatment (e.g., learning strategies from the ther-
apist to manage child behavior). Evidence-based treatments
for behavior problems in ASD often include parent training
interventions and have the added benefit of reducing parent
stress (Koegel et al. 1996; Moes 1995). Preliminary support
exists for the effectiveness of parent training methods in
community-based settings (Baker-Ericzén et al. 2007,
Stahmer and Gist 2001). Likewise, there is also clearly a
need to provide training to CMH providers on how to better
coordinate services between the Education and CMH sys-
tems given that they are often linked (e.g., through funding
mechanisms), but not necessarily coordinated.

Limitations

A few limitations should be noted. First, the generaliz-
ability of the current study’s conclusions may be impacted
by the self-selection recruitment process that occurred
(parents responded to an invitation to participate in the
interview), relatively small and homogeneous sample.
These parents may have been motivated to participate due
to their stronger feelings regarding their experiences with
CMH providers relative to parents who chose not to par-
ticipate. Second, since the current study was conducted
with a small number of parents in Southern California, it is
not clear if results can be generalized to areas outside of
this study location. However, research that has been con-
ducted in other parts of the U.S and internationally has
reported similar findings regarding the dissatisfaction of
parents with services available for children with ASD and
the need for improved services particularly via more spe-
cialized ASD provider training (Bilgin and Kucuk 2010;
Montes et al. 2009; Osborne and Reed 2008; Renty and
Roeyers 2005). Third, no formal assessment was conducted
to confirm the parent-reported ASD diagnosis of the
children.

Input from community stakeholders, including parents
and providers, can increase the potential effectiveness of
interventions implemented in community settings. This
study was conducted as part of a comprehensive line of
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research aimed to tailor the implementation of EBPs in
CMH clinics to the clinical needs of children with ASD
served in these settings and the training needs of the pro-
viders who serve them.

Information gathered through this study was combined
with findings from an observational study of usual care
psychotherapy (Brookman-Frazee et al. 2010), mixed
method study on provider perspectives of CMH services
for ASD (Brookman-Frazee et al. 2011), and the literature
on EBPs for children with ASD (National Autism Center
2009) to develop a mental health intervention proto-
col for children with ASD served in CMH clinics and
corresponding therapist training model. The resulting
intervention protocol (An Individualized Mental Health
Intervention for Children with ASD; AIM HI) is a package
of parent-mediated and child-focused EBP strategies, based
on the principles of applied behavior analysis, designed to
reduce behavior problems in children with ASD ages 5-13
served in CMH clinics (Brookman-Frazee and Drahota
2010). Results of a recent pilot study indicate that CMH
therapists working in CMH clinics participate in ongoing
ASD training, are able to deliver the intervention with
fidelity, and perceive the intervention as useful. Meaning-
ful reductions in child problem behaviors occurred over
5 months providing promising support for the intervention.
This line of research highlights the utility of incorporating
community stakeholder perspectives from the outset to
ensure the “fit” of interventions in community settings.
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