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Abstract

Background: Families with autistic youth utilize emergency services (e.g., police, emergency
department) at greater rates than neurotypical peers. While research has recently explored this
phenomenon, unknowns remain in how pharmaceutical, therapeutic, family (e.g., caregiver
strain), and child factors (concurrent challenging behaviors) may influence the likelihood of this
population resorting to emergency care. Method: The current study recruited caregivers (N =
55) of youth with autism and co-occurring challenging behaviors (ages 2 — 22) to complete an
online survey regarding their use of emergency services, child medication and therapy, and
caregiver strain. Caregivers were compensated for their time. Results: Outcomes revealed no
significant relations between medication and emergency service use. Most caregivers reported
pursuing treatment for disruptive behaviors and that those services (e.g., therapies, school
services) were accessible and affordable in their community; however, no significant relation to
emergency service use was found. Lastly, no association was found between caregiver strain and
endorsement of emergency service use. Conclusions: Emergency services are by definition
public organizations that respond to and deal with emergencies. Further work should be done to
understand why families of autistic youth experience higher rates of interpreted emergencies.
Furthermore, future studies may benefit from qualitative explorations of family challenges and

supports.
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Assessing Treatment Access, Intervention Use, and Emergency Services in Families of
Youth with Autism

Autism spectrum disorder is a neurodevelopmental condition characterized by atypical
social communication and restricted and/or repetitive interests and behaviors (APA, 2022). The
current prevalence rate of autism is about 1 in 44 children, and research over the past decade has
suggested a considerable increase in diagnoses each year (CDC, 2020). Youth with autism and
their families will often utilize a wide range of medical and therapeutic services throughout their
lifetimes (Farmer et al., 2014). For many, these services may include emergency interventions
such as the emergency room and police services. In fact, an estimated 20% of youth with autism
will interact with police by age 21 (Rava et al., 2017) and are four times more likely to visit the
emergency room compared to neurotypical peers (Liu et al., 2017). The prevalence of children
being diagnosed with autism makes studying treatment and service use, particularly acute
services used in emergency situations, of great clinical importance.

Individuals with autism often experience co-occurring mental health conditions which
likely contribute to the high rates of service use in this population (e.g., Tint et al., 2017).
Research has found that 70% of children and adolescents with autism have a minimum of one
comorbid psychological condition — with diagnoses of social anxiety, depression, and attention-
deficit/hyperactivity disorder among the most reported (Simonoff, 2008). Furthermore,
approximately 50% of youth with autism also experience challenging behavior such as
aggression, self-injury, property damage, or other dangerous behaviors (Doubet et al., 2015;
Matson & Nebel-Schwalm, 2007). Importantly, these rates are significantly higher than both
typically developing peers and peers with intellectual disability without autism (Wiggins et al.,

2015).
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Given the complex symptoms and challenging behavior that may be present among
children with autism, families of autistic youth often utilize medical and behavioral
interventions. Pharmaceutical intervention is particularly prevalent in the U.S., with around 53%
of children with autism (aged 6-17 years) taking at least one psychotropic medication at any
given time (Witwer & Lecavalier, 2005). For children with comorbid conditions, prescription
medication use is even higher. Coury and colleagues (2012), found that 80% of children with
autism and an additional psychiatric condition (e.g., oppositional defiant disorder) were taking
medication. These high rates of medication use come with important considerations. For
example, Risperidone and Aripiprazole are two of the most common medications prescribed to
youth with autism who have co-occurring challenging behavior. Despite holding approval from
the Food and Drug Administration, neither medication targets the core symptoms of autism
which may be driving the challenging behavior (e.g., sensory integration difficulties,
inflexibility, emotion dysregulation), and families report high levels of adverse side effects (e.g.,
weight gain, heart problems, tardive dyskinesia; Houghton, 2017). However, past research has
also indicated that families feel these medications are effective at managing some co-occurring
symptoms (e.g., hyperactivity, inattention) and reducing challenging behaviors (Doyle &
McDougle, 2012) In this case, it is possible that medication may serve a way to aid in situations
where families already feel overwhelmed with challenging behavior but may not alleviate the
need for emergency service use if behaviors are extreme (Hoge et al., 2022)

Outside of pharmacology, behavioral therapies are often recommended for youth with
autism. Zablotsky and colleagues (2015) found that 62% of children with autism (aged 0-17
years) received some form of intervention for core autism features or comorbid issues, including

applied behavior analysis (ABA) in addition to social skills, cognitive behavioral, speech and


https://www.ncbi.nlm.nih.gov/pubmed/?term=Zablotsky%20B%5BAuthor%5D&cauthor=true&cauthor_uid=25650952
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language, occupational, and physical therapies. These treatments often include outpatient,
school-based, and in-home interventions. Recent controversy has arisen due to child involvement
in ABA and long-term psychological outcomes (e.g., post-traumatic stress disorder; Kupferstein,
2018). Yet, strong evidence exists for alternative evidence-based behavioral treatments in
reducing behavioral crises and promoting long-term positive outcomes (Will et al., 2018).
Utilizing treatment services may greatly reduce or eliminate crisis situations that may otherwise
occur for families of autistic youth.

Despite high rates of pharmaceutical use and therapy involvement, a large portion of
autistic youth still do not have access to evidenced-based care (Zhang & Cummings, 2020).
Although strong efforts have been made to expand autism services across the U.S., accessibility
to services is not always guaranteed. Indeed, a lack of trained providers, socioeconomic
disparities in early diagnostic services, and lack of insurance coverage prevents many of these
families from getting services (Bishop-Fitzpatrick & Kind, 2017; Haller et al., 2022; Zhang &
Cummings, 2020). Furthermore, for those families lucky enough to be able to access care,
approximately 30% of caregivers report that their child’s developmental needs are still not being
met by their current treatment and services (Zablotsky, 2015). While problematic, it is still
promising that a majority of families do report significant gains in their child’s progress
(Zablotsky, 2015). Yet, one reason that services may not be adequately addressing the needs of
autistic youth for about a third of families is that many providers feel inadequately trained in
autism care but are expected to provide therapy regardless (Matson & Jang, 2014). Results of a
study which surveyed therapists from community mental health clinics indicated that they
perceived their work with autistic children as challenging and frustrating due to their limited

training in autism symptomatology (Brookman-Frazee, 2012). It stands to reason that the lack of
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accessible, quality autism services may limit treatment effectiveness for challenging behaviors
and leave families to face continued child behavioral crises.

Importantly, when these crises occur, research has demonstrated that families of autistic
youth frequently turn to emergency department (ED) services (Gurney et al., 2006; Liu et al.,
2017). Indeed, children with autism are seen for psychiatric crises in the ED nine times more
than children without autism (Croen et al., 2006; Kalb et al., 2012). Kalb and colleagues (2012)
reported that severe problem behaviors (e.g., aggression, self-injury) were the primary reason for
ED visits among children with autism thus leaving autistic youth with challenging behaviors
more at risk for emergency utilization. This is further concerning given the lack of training for
autistic youth needs by ED staff (Zwaigenbaum et al., 2016), placing youth at greater risk for
behavioral escalation and psychiatric hospitalization compared to non-autistic peers (Kalb et al.,
2012).

In addition to ED care, families may call police for assistance with behavioral episodes
they feel unable to manage (Lamb et al., 2002). Specifically, by the age of 21 years,
approximately 20% of youth with autism will interact with police, and an upward trend of police
interaction will continue as autistic youth age (i.e., with autistic individuals having significantly
more encounters with police in their lifetime than their neurotypical peers; Curry et al., 1993,
Rava et al., 2017). In parallel with ED providers, police receive minimal to no formal training for
interactions with autistic individuals (Gardner et al., 2019; Watson et al., 2019). Indeed,
misunderstandings between autistic individuals and police, due to social communication
challenges and lack of police accommodation, are not uncommon (e.g., Tomkins, 2020).
Therefore, police involvement during behavioral crises may place an autistic child at risk for

harsh treatment, unnecessary arrest, or even death (Tint et al., 2017; Tomkins, 2020).
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Despite plentiful evidence that youth with autism utilize emergency intervention at
increased rates, there is limited research exploring this population’s use of emergency services in
conjunction with pharmaceutical or therapeutic treatments. Previous research demonstrates a
history of aggression towards others, having private insurance, a history of emergency
department visits, and the prescription of two or more classes of psychotropic medications were
the strongest predictors of emergency service use (Lui et al., 2019). However, the individual and
family factors associated with emergency service use in the context of pharmaceutical and
therapeutic interventions remain unclear. The current study seeks to explore the intersection of
medication use, treatment access, and emergency service use in youth with autism. The current
aims of this study are as follows:

1. Assess the relation between medication use and emergency service use for
families of autistic youth.

a. Hypothesis 1: Families who utilize emergency services will have a higher
rate of medication use for their autistic child than families who have not
utilized emergency services.

2. Assess the relation between emergency service use for families of autistic youth
and past disruptive behavior treatment use, as well as access and affordability of
community-based services.

a. Hypothesis 2: Families who utilize emergency services will have lower
rates of treatment service use for their child’s challenging behaviors than

families who have not utilized emergency services.
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b. Hypothesis 3: Families who utilize emergency services will have less
access to community-based services for their child than families who have
not utilized emergency services.

c. Hypothesis 4: Families who utilize emergency services will be less likely
to be able to afford to community-based services than families who have
not utilized emergency services.

3. Assess caregiver strain as it relates to emergency service use for families of
autistic youth.

a. Hypothesis 5: Families who utilize emergency services will have
caregivers with higher levels of strain than families who have not utilized
emergency services.

4. Explore current medication use for autistic youth in the sample.

a. Hypothesis 6: Participants will report a range of medications used to treat
comorbid psychological conditions.

Examining the relations among medication use, treatment access, caregiver strain, and
emergency service use in youth with autism may allow further insight into the effectiveness of
pharmaceutical intervention and therapeutic services as treatments. Assessing family-related risk
factors (i.e., caregiver strain) allows us to better understand the clinical needs of families seeking
emergency service use. Finally, understanding whether higher utility of therapy-based services is
linked to less emergency service use may help spark further discussions about funding
community-based treatments in underserved areas.

Method
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The present study is a secondary analysis of a larger research project from the University
of Arkansas’s Family and Community Intervention Lab. The focus of that project was to
determine individual, family, and environmental predictors of family emergency service
utilization for children and adolescents with autism as well as satisfaction with emergency
service encounters. The present study focused instead on specific variables (i.e., child
medication, family treatment access, caregiver strain). The larger study received approval from
the University’s Institutional Review Board. Eligible participants were then recruited through
autism clinics, online listservs, and research networks across the United States. Recruitment
materials included a link to the online platform, REDCap, where participants first completed an
online consent then filled out the study survey. Data collection took place from throughout 2022.
Participants

Participant eligibility included that the participant 1) was a legal guardian or caregiver
(e.g., grandparent, stepparent, foster parent) of a youth with autism, 2) was at least 18 years of
age, and 3) could read and write in English. Families were recruited regardless of emergency
service utilization; however, if families endorsed emergency service use, it had to have occurred
in the past 5 years. One caregiver per family completed the questionnaires. Although youth were
not enrolled in the present study, caregivers could only complete the survey if their child met the
following criteria: 1) the child was aged 22 years or younger, 2) the child was previously
diagnosed with autism, and 3) that the child currently exhibited aggressive symptoms or other
problem behaviors in the past month. If multiple children in the family were eligible to
participate, caregivers were directed to complete the survey for only one child.

Measures

Demographics
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Participating caregivers were asked to report demographic information about themselves
and their family including their age, gender, relationship to the child, household income, and
how many caregivers live in the home. Also, caregivers reported on their child’s age,
race/ethnicity, gender, and place of residence (in the family home vs. outside of the family
home).

Medical History

Caregivers completed a 24-item questionnaire about their child’s and the family’s
medical and psychiatric co-occurring conditions, including the child’s current medications.
Questions gave caregivers the option to indicate if their if their child has been diagnosed with a
particular medical, developmental, or psychological conditions (e.g., ADHD/ADD,
developmental delay, intellectual disability). Caregivers could choose to leave the checkbox
blank if the condition did not apply to their child, or indicate “No formal diagnosis, but there is a
concern.” Caregivers were asked whether their child current takes any medication (yes or no). If
caregivers selected “yes,” they were prompted to write in their child’s prescription and dosage.
Emergency Service Use

Caregivers were asked whether their child has interacted with police or other emergency
services (e.g., emergency medical technicians, first-responders, emergency department) in the
context of a behavior episode in the past five years (yes or no). If caregivers endorsed emergency
service use, they were asked how many times their child has interacted with emergency services,
and they were prompted to select what or which year/s their family used these services (2017 —
2022). Caregivers were also prompted to select the options that best described their encounters

(i.e., “T have had to call the police or 911 due to my child’s behavior,” “Another caregiver or
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adult has had to call the police or 911 due to my child’s behavior,” or “My child has encountered
police or other emergency services due to behavior in a different way than what is listed above”).
Service Use, Accessibility, and Affordability

Caregivers were asked, “Has your child ever received treatment for challenges or
disruptive behaviors?” (yes or no). Respondents were also asked about the accessibility of
services in their community: “Are services present and accessible in your community (i.e., are
there programs for your child available and within a reasonable distance)?” (yes or no). Finally,
participants were asked if they could afford these community-based services (yes or no).
Caregiver Strain

Caregiver strain was assessed using the Caregiver Strain Questionnaire (CGSQ; Brannan
etal., 1997). The CGSQ is a 21-item measure that captures mental health, quality of life,
maladaptive coping, social support, family functioning, and child functional impairment.
Participants were asked to rate items on a 5-point Likert scale to reflect how much their family
had been struggling with that problem over the past 6 months (1 = Not at all, 5 = Very much).
Items included questions such as “Disruption of your family’s social activities resulting from
your child’s emotional or behavioral problem?” A higher score indicates greater levels of
caregiver strain while a lower score indicated lower levels of caregiver strain.
Planned Analyses

Hypothesis 1: Given the previous discussion of pharmaceutical intervention as a risk
factor for increased emergency service use among youth with autism, it is predicted that families
utilizing emergency services (group 1) will have a higher prevalence of medication use than
families not utilizing emergency services (group 2). A chi-square analysis was used to determine

if there was a significant difference between the groups for medication use.
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Hypothesis 2: Given that autistic youth are more likely to be in contact with emergency
services and that challenging behaviors may increase this likelihood (Kalb et al., 2012), it is
predicted that families using emergency services (group 1) will have children who have not had
treatment for child challenging behaviors as compared to families not utilizing emergency
services (group 2). A chi-square analysis will be used to determine this hypothesis.

Hypothesis 3: Considering previous research indicating access to services and care in the
community may be protective against emergency interactions (Tint et al., 2017), it is predicted
that families using emergency services (group 1) will have less accessibility of treatment options
than families not utilizing emergency services (group 2). A chi-square analyses was used to
assess this hypothesis.

Hypothesis 4: If services for child challenging behaviors are not affordable for families of
autistic youth, it is predicted that families who utilize emergency services (group 1) will be less
likely to be able to afford treatment for child challenging behaviors than families who have not
utilized emergency services (group 2). A chi-square analysis was run to determine this
hypothesis.

Hypothesis 5: Given that caregivers feeling overwhelmed may be indicative of needing
emergency care, it is predicted that families using emergency services (group 1) will have higher
reported caregiver strain than families not using emergency services (group 2). A one-way
ANOVA was used to determine this relation.

Hypothesis 6: Caregivers were asked to report the medication use of their child.
Medications were sorted by classification, prescription-only status, and if the main use was for
the treatment of disruptive behaviors or other psychological concerns (e.g., anxiety, depression,

emotional dysregulation).
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Results

Demographic Information

A total of 55 caregivers of youth with autism (ages 2 — 22 years; M = 10.89) consented
and completed the online survey (see Table 1). Caregivers ranged in age from 23 to 65 years (M
=40.21), and most were married (N = 42; 76.4%). Participating caregivers were largely mothers
(N = 43; 78.2%) with a household income ranging from below $20,999 to over $161,000. Many
children were male (N = 39; 70.1%), white (N = 35; 63.6%), and non-Hispanic/Latinx (N = 48;
87.3%). A majority of caregivers reported that they had pursued treatment for disruptive
behaviors (N = 36; 69.2%). Approximately half of participants reported that their child was
currently taking a medication (N = 23; 48.9%).
Medication Use

The chi-square analysis revealed no significant relation between emergency service use
and medication use, X% = 0.22, p = .64 (Fig. 1). Therefore, families utilized emergency services at
similar rates regardless of medication status.
Challenging Behavior

The chi-square analysis indicated that there was no significant relation between child
history of challenging behavior treatment and recent emergency service use, X?> = 0.004, p = .95
(Fig. 2). Therefore, families utilized emergency services at similar rates regardless of treatment
use.
Treatment Access and Affordability

Most caregivers reported the services (e.g., therapies, school services) were present and
accessible in their community (N = 39; 71%) while others reported services were inaccessible (N

= 14; 25%), with some missing data (N = 2). Most caregivers also reported that they could afford
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these services (N = 36; 65%). Of this sample, accessibility was not significantly related to
emergency service use, X?> = 0.002, p= .96 (Fig. 3). Affordability was also not significantly
related to emergency service use, X?> = 0.95, p= .33 (Fig. 4).
Child and Family-Related Factors

A one-way ANOVA was conducted to explore the relation between recent emergency
service use and caregiver strain (Fig. 5). Results of the ANOVA revealed that there was no
significant difference in caregiver strain in families who endorsed emergency service use and
those who did not, F(1, 52) = 1.75, p = .19.
Medication Exploration

When asked if their child took one or more medications, 48.9% of caregivers reported yes
(N = 23). Of these participants, 82.6% reported what medications their child is taking and that
they believe at least one medication to be effective (N =19). In terms of medication
classification, 35% of caregivers reported that their child was taking an anticonvulsant (e.g.,
Lamictal; N = 7), 40% reported their child taking a selective serotonin reuptake inhibitor (e.g.,
Fluoxetine, Prozac) or other antidepressant (N = 8), 30% reported having their child take a
central nervous system stimulant (e.g., Adderall, Concerta; N = 6), 25% reported their child
taking a cognition-enhancing medication (e.g., Guanfacine, Strattera; N = 5), 15% reported their
child taking an antipsychotic (N = 3), and 10% report taking a sedative/antihypertensive drug (N
= 2; see Table 2).

Discussion

The goal of the current study was to explore the relations between medication use,

treatment access, caregiver strain, and emergency service use in youth with autism. The study's

results found no significant association between medication use and recent emergency service
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use. Additionally, there was no significant association between a history of disruptive behavior
treatment and recent emergency service use. The relationship between service accessibility and
affordability also did not appear to be significant. Further, results revealed no significant
difference in caregiver strain among families who did and did not endorse recent emergency
service use. Though the emergency services group has a slightly higher average score on the
CGSQ, and this may be trending towards mean-level differences (Fig. 5), the current data does
not support a significant difference between the two groups. Lastly, approximately half of the
participants reported that their child is taking medication, a portion of which is psychotropic
medication, commonly used with autistic youth.

Contrary to our hypotheses, the results of this study did not support significant
associations between emergency service, treatment access, and family variables. Though
research in this field is limited, these findings also contrast recent literature. For example,
previous research has shown that taking medication is associated with a greater amount of
emergency service use in youth with autism (Lunsky et al., 2017). More specifically, taking two
or more psychotropic medications (e.g., antidepressants) has also been shown to predict
emergency service use in this population (Lunsky et al., 2017). Notably, there are no official
pharmaceutical treatments for autism, yet an estimated 65% of autistic youth take psychotropic
medication (Spencer et al., 2013). Consistent with our findings, antipsychotics, medications
targeting attention-deficit/hyperactivity disorder, and antidepressants are among the most
commonly prescribed in the autistic population (Jobski et al., 2017). It should be noted that these
medications are often used to treat psychiatric comorbidities associated with autism, not autism
itself. Importantly, these comorbidities frequently include challenging and disruptive behaviors

(Matson et al., 2008).
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Since our study is the first to explore a sample of youth who all endorse challenging
behavior, it is possible that medication is not a predictor of emergency service use in this acute
sample. Nevertheless, higher ED utilization has been observed in those with autism who also
present with a comorbidity (Benevides, 2020). This may account for the fact that 13% of all
emergency department visits were related to psychiatric issues in youth with autism, compared to
2% of all visits by youth without autism (Kalb et al., 2012). Even after adjusting for
comorbidities, youth with autism are hospitalized at a higher rate than neurotypical children
(Dizitzer et al., 2020). Higher rates of emergency service use, coupled with the prevalence of
comorbid challenging behavior, suggest the need for further research on treatment options that
may include medication to meet the unique needs of youth with autism. Increasing our
understanding of how these comorbidities are treated with medication and how they may present
in the emergency room setting lays the groundwork for improving the pharmaceutical treatment
of youth with autism.

Additionally, our results did not support a link between a history of treatment for
challenging behaviors (e.g., ABA, occupational therapy) or service accessibility/affordability and
emergency service use. As aforementioned, all families in this sample endorsed current
challenging behavior; therefore, it is unsurprising that most caregivers endorsed pursuing
treatment for challenging and disruptive behaviors (N = 39). Research has found that the
presence of disruptive and physically aggressive behaviors in youth with autism increased the
likelihood of hospitalization fivefold (Mandell, 2005). Further, a history of aggression has been
shown to differentiate those who did and did not interact with police in previous research (Tint et
al., 2017). Indeed, the proportion of youth in our study who endorsed recent emergency use was

higher than most other currently reported base rates. We found 43% (N = 23) of our participants
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had recent emergency service use, compared to 16 — 20% our youth reported in other studies
(Rava et al., 2017; Tint et al., 2017). Given that families in our sample were all struggling with
current disruptive behavior, this level of acute need may be responsible for the high rates of
emergency service use we found.

Exploring the potential link between disruptive behavior treatment and subsequent
emergency service use was important in the present study as past research has found service
affordability to be linked to emergency service use, with significantly more families who are
unable to afford services in their community endorsing police contact (e.g., Tint et al., 2017).
Previous research also suggests that lack of access to community services is a risk factor for
higher ED use (Zhang et al., 2017). Adequate family involvement in outpatient, school service,
and in-patient interventions can lead to positive long-term outcomes for youth with autism
(Zhang & Cummings, 2020). Additionally, research in the general population indicates youth
involvement in community services is linked to decreased involvement with police/emergency
services (Greenberg & Lippold, 2013; Thomas & Penn, 2002). Indeed, the relatively high rates
of treatment use in our sample (N = 24) may be reflective of the majority of participants
endorsing that services in their community are accessible (N = 39) and affordable (N = 36). For
many American families though, a significant shortage of providers trained to provide evidence-
based intervention to youth with autism is a substantial barrier to care (Zhang & Cummings,
2020). For families struggling with complex psychiatric and behavioral challenges who do not
have access to services for their child, emergency services may be their only option. Indeed,
individuals in the general population who do not have a uniform source of medical providers
tend to default to the emergency department as their source of primary care (Baker et al., 1994),

a statistic exacerbated in the autistic population (Deavenport-Saman et al., 2016).
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Another finding of our current study was a lack of association between caregiver strain
and endorsement of emergency service use. However, participants in the group that had used
emergency services had slightly higher scores, on average, on a measure of caregiver strain (Fig.
5). One possible explanation for this is the presence of other unexplored factors that could have
contributed to family emergency service use. For example, it is known that parents of children
with autism and intellectual disabilities report higher levels of caregiver strain (Kirby et al.,
2015), and these high levels of strain have been associated with lower well-being and perceived
caregiver ability (Burke & Heller, 2016). Importantly, there is a high rate of comorbidity of
autism and intellectual disabilities (Simonoff et al., 2008) meaning this factor, although not
explored, may have also been an important variable to consider in combination with family
emergency service utilization and caregiver strain.

An additional factor that may have differentially affected utilization of emergency
services is the family’s organization and problem-solving abilities to be able to utilize resources.
For example, a lack of ability to maintain routines has been associated with higher parental stress
and lower emotional well-being of children with autism (Alhuzimi, 2021). As such, previous
research has identified both family distress and a lack of structured daytime activities as
predictors for emergency service use (Lunsky et al., 2015; Tint et al., 2017). Further, higher
caregiver strain has been associated with lower employment engagement (e.g., hours worked per
week, days missed due to child's challenges) of these caregivers (Brannan et al., 2018). This may
result in caregivers not qualifying for insurance benefits indicative of full-time employment to
cover proper care for their child. Mothers of children with autism are also 6% more likely to be
unemployed and earn 56% less than mothers of children with no health limitations (Cidav et al.,

2012). This is significant, as families of children with autism experience higher economic
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burdens than those without. Further, youth with autism whose caregivers have higher rates of
caregiver strain and financial difficulty are more likely to have increased police involvement at
baseline (Tint et al., 2017). These factors may result in caregivers' poor ability to manage their
financial obligations, child caregiving needs, and personal lives, leading to higher caregiver
strain. As a result, families may find themselves without access to a primary care provider and
turn to emergency services when faced with a crisis. It is possible that the combination of these
factors is more indicative of emergency service utilization than when the factors are explored
independently.

The present study, though novel, has a number of limitations. The first being a small
sample size. This investigation serves as a pilot for exploring child-, family-, and community-
level factors that may be linked to emergency service use, and thus consisted of only 55
participants; therefore, it is possible that it was underpowered and could not detect a significant
effect. As the ANOVA appeared to be approaching a mean-level difference, it is possible that
given a larger sample size, outcomes may have yielded significant results. Due to the low power
of the sample and the pilot nature of the grant, more complex analyses could not be run to
determine the combined effect these variables may have played in family utilization of
emergency care. It is also likely that other factors unexplored in the current study are at play in
emergency service utilization (e.g., child with comorbid intellectual disability). Another
limitation in the present study was that caregivers were asked about the child’s current
medication use but emergency service utilization could have happened anytime over the past 5
years. It is possible that medication use today differed at the time of an emergency service

interaction in prior years and may not reflect concerns or challenging behaviors at that time.
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Considering the study’s limitations, it also had strengths. This is the first study to explore
emergency service use in a sample of families who were recruited based on the endorsement of
autistic youths’ challenging behavior. As aggression is a notable predictor of emergency service
involvement (Lunsky et al., 2015), our goal was to investigate the potential factors that
differentiate families of autistic youth with challenging behavior who do and do not utilize
emergency services. Further, while it is plausible that the results of this study are unique to this
subset of the autistic population, future research efforts should consider comparing these results
to a general autistic sample and a neurotypical sample. Research has suggested caregiver strain
should also be evaluated in the context of multiple individual, family, and community factors
(Brannan et al., 1997) which will be done at the completion of the larger study.

Future research should continue investigating the specific relations between the autistic
population and emergency service use. While we know that associations exist between
medication use, treatment access, and emergency services in prior research, it is not clear
whether this applies to high-needs families (e.g., experiencing challenging behavior). From an
individual and systems perspective, it remains important to identify factors that may help reduce
non-essential emergency service utilization. One promising direction is that research indicates
early identification of autism leads to reduced symptoms later in life and a massive reduction in
healthcare costs (Jacobson et al., 1998). Beyond improving and increasing access to early
diagnostic services, improving autism-specific training for providers in primary care and
community-based settings may reduce the need for specialists and therefore reduce healthcare
costs and allow for more accessible, evidence-based intervention (Siddiqua et al., 2022). Future
research may also want to help train police and emergency service staff who may otherwise

heighten the situation and increase the risk of harm for individuals with autism. Lastly, reduction
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of strain and development of caregiver coping strategies may help reduce caregiver burden and,
in turn, emergency service use (Osborne & Reed, 2010).

In conclusion, our study found no significant associations between emergency service use
and the factors examined. While our figures are inconsistent with previous research done in this
area, this phenomenon may be due to the subset of the autistic population we investigated.
Therefore, it is important to investigate further factors that may contribute to reducing non-

essential emergency service use, like increased access to care and reduced caregiver strain.
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TABLE 1

Demographic Characteristics

Mean Range Frequency Precent

Child Age (years) 1089 2-22

Child Gender 39 70.9
Male 15 27.1
Female 1 1.8
Nonbinary

Child Race 1 1.8
Asian American/Pacific Islander 16 29.1
Black/African American 3 55
Native American/Alaskan Native 35 63.6
White

Child Ethnicity 7 12.7
Hispanic/Latino 48 87.3
Not Hispanic/Latino

Home Type 14 25.5
Urban 28 50.9
Suburban 13 23.6
Rural

Participant Relationship to Child

Mother 43 78.1
Father 8 145
Grandparent 2 3.6
Stepparent 1 1.8
Foster Parent 1 1.8
Parent Age 40.21 23-65
Parent Marital Status
Married/Partnership 42 76.4
Divorced 5 9.1
Widowed 2 3.6
Single 6 10.9
Household Income
Less than $20,999 4
$21,000 - $35,999 3
$36,000 - $50,999 12
$51,000 - $65,999 9
$66,000 - $80,999 10

$81,000 — $100,999 3
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$101,000 - $130,999
$131,000 - $160,999
Over $161,000

Families Who Have Pursued Treatment for Disruptive Behaviors
Yes
No

Children Currently Taking Medication
Yes
No

N~

36
16

23
24

69.2
30.8

48.9
51.1

Notes. Total N = 55.
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TABLE 2

Medication Data

Frequency

Precent

Child currently takes medication
Yes 23
No 24

Of children currently taking medication...

Caregiver Reports Medication is Effective
Yes 20
No *N/A

Of participants who reported what medications their child takes...

Number of Medications Child Takes
1
2
3
4 or more

DN O

**Medication Classification
SSRI/antidepressant
Anticonvulsant
CNS Stimulant
Cognition-enhancing
Antipsychotic
Sedative/Antihypertensive
Other

CON WO N ©

48.9
51.1

86.9

35
25
10
30

Notes. Total N = 55. *Caregiver did not report. **Caregiver reported, yes.
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Figure 1

Medication and Emergency Service Use
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Notes. X?> = 0.22, p = .64
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Figure 2

Treatment and Emergency Service Use
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Notes. X?>=0.004, p = .95
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Figure 3

Accessibility and Emergency Service Use
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Figure 4

Affordability and Emergency Service Use
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Notes. X?> =0.95, p = .33
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Figure 5

Caregiver Strain and Emergency Service Use
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Notes. F(1, 52) = 1.75, p > .19
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