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ABSTRACT

The drastic increase in the number of childrentified with autism spectrum disorders
has become a “public health concern.” Parents hrareasingly been utilized as key
components throughout the assessment and diagpostiess. Parents have also become a vital
part of the development of interventions and timplementation in their children’s education;
and with significant gains. Despite improvementgierventions and service delivery models
targeting autism and the abundance of newly diagphodividuals, services for children with
developmental disabilities continue to be diffidalt parents and caregivers to access and . A
significant portion of parents and caregivers weekshelp for their children do not follow
through with recommended interventions for a vgradtreasons. Closer examination is needed
to understand the decision making processes assoeigth parents’ difficulties, inability, or
refusal to access services necessary for thenireimls treatment#nother under-researched
factor in the treatment of ASDs that may inhibifacilitate service utilization involves parents’
perception of service characteristics. The purpdgkis study is to gain information regarding
parents’ perceptions of the multiple factors thalraffect their decision making process when
deciding which recommended services to utilizetheir children following a diagnosis of ASD.
This study primarily aims to examine reasons whyepe may voluntarily choose to decline

recommended services for their child.

This project represents the first attempt to expgmeh a previous model of help-seeking
behaviors in order to create a model of help-seegk&haviors that explains the specific and
unique experiences of parents of children diagnesddASD. The expanded theory proposes

that, overall, parents’ perceptions of the sevagittheir children’s symptoms proved to have the



greatest impact on their ability to access andzaetsgervices for their children following a
diagnosis of ASD. Parents’ resourcefulness andtybal seek treatments and interventions for
their children independently also greatly impadteelr ability to access and utilize services. To
a lesser extent, “outside influences,” such aslfareocial, and community support also affected
parents’ ability to access and utilize servicesnig social, and community influence as well as
pediatricians’ feedback appeared to have the bigggmct on parents’ decision making
processes when initiating the diagnostic process:i& providers also had an impact at this
stage in the diagnostic and treatment process. Mathe parents reported a desire for
coordinated services before, during, following thaiildren’s diagnosis as they had difficulties
“navigating the system.” Following their childrerdsagnosis, many parents had difficulties

deciding which services to access first and wheafwise providers accepted their insurance.



CHAPTER 1

INTRODUCTION

Today, approximately one in every 88 children mggiosed with autism, with prevalence
rates markedly higher for boys at an estimatedime®ery 54 boys (Centers for Disease Control
and Prevention, 2012). These numbers indicatenibag children are being diagnosed with
autism spectrum disorders than pediatric AIDS, egrand juvenile diabetes collectively. In the
United States, an estimated 1.5 million individuaads impacted by autism, with national data
suggesting that new cases of autism are increasingally at a rate of 10-17% (Centers for
Disease Control and Prevention, 2011). The drastiease in the amount of children identified
with autism spectrum disorders enrolled in educaicystems has become a “public health

concern” (Levy et al, 2009).

The term “autism spectrum disorders” is used t@ules a “spectrum of psychological
conditions characterized by widespread abnormaldfesocial interactions, communication,
interests, and behaviors” (World Health Organizat@006). The Diagnostic and Statistical
Manual of Mental Disorders™edition (“DSM-IV") and the International Classiéition of
Diseases, 10edition (“ICD-10"), include “autistic disorder,’Asperger’s disorder,” “pervasive
developmental disorder-not otherwise specified IRNOS”), “Rett’s syndrome,” and
“childhood disintegrative disorder” as “pervasivevdlopmental disorders,” although most
clinicians and researchers often use the termswausipectrum disorders” to refer to autism,

Asperger’s disorder, and PDD-NOS (Lestyal, 2009). For the current study, the term “autism



spectrum disorders” will also refer to autisticatder (“autism”), Asperger’s disorder, and PDD-

NOS.

Autism spectrum disorders (ASD) are developmentahidlities that negatively impact
individuals’ overall intellectual, adaptive, comnicative and social development. Compared to
behaviors displayed by the general population, Wehaisplayed by those diagnosed with ASD
is either excessive or in deficit, especially igaals to their social skills and communicative
abilities (Dawson, Meltzoff, Osterling, Rinaldi, Brown, 1998). Core symptoms of ASD affect
domains of socialization, communication, and betvavn order to meet DSM-IV criteria for the
diagnosis of ASD, a marked discrepancy betweerakskills and overall developmental
functioning must be observed (Filipek, Accardo, wah et al, 2000). In terms of socialization,
children with autism often exhibit “impaired useraminverbal behaviors to regulate interactions;
delayed peer interactions; few or no friendshijtde linteraction; absence of seeking to share
enjoyment and interests; delayed initiation of iatéions; and, little or no reciprocity and
absence of social judgment” (Lerman, Sansbury, Hetza Wolever, Garcia, O'Brien, &
Adedipe, 2008). According to Lerma al. (2008), their communication is often delayed in
verbal language without nonverbal compensationtaey often demonstrate “impairment in
expressive language and conversation, disturbangeagmatic language use, stereotyped,
repetitive, or idiosyncratic language, and delayeaginative and social imitative play” (Lerman
et al, 2008). Lastly, children with ASD exhibit “restted, stereotyped, and repetitive patterns
of behavior, including preoccupations with stergety or restricted interests or topics, adherence
to routines, rigidity, and perseverative behavstereotyped and repetitive motor mannerisms,
and self-stimulatory behavior, preoccupation ocifaation with parts of items, and unusual

visual exploration” (Levyet al, 2009).



These characteristics of ASD place the individligiag with these disorders at risk for
poor outcomes. Ramey and MacPhee (1986) recogtheaddividual as an “active participant
in the developmental process” who learns to devatapadapt skills through varied interactions
with the environment. Unfortunately, however, ASDften debilitating impact upon social and
communication skills qualitatively and quantitatiwémit ability of those diagnosed with ASD
to serve as active participants in the developm@nteess thus often perpetuating their

impairment (Symon, 2001).

Many studies have documented significant gainsuttipte developmental domains for
children with ASD when interventions are implemeht@en Itzchak & Zachor, 2009). Over the
years, increasing evidence has indicated thatghehthe child when intervention(s) begin is
“predictive of outcome” for children with ASD. Suhbstial progress in specifically cognitive
and educational functioning has been documentathaut 47% of children who participated in
early intensive behavioral interventions beginrnyghe age of 3. (Ben Itzchak & Zachor,
2009; Lovaas, 1987; McEachin, Smith, and Lovaa831%0verall, these children display
significantly better outcomes than children whodegeceiving services after the age of five
(Woods & Wetherby, 2003; Fenske, Zalenski, Kra&t#]cClannahan, 1985; Harris &
Handleman, 2000). More recently, research is fiéustg the “pressing need to identify and
provide intervention for children with ASD as eaaly possible,” with research findings
indicating a greater impact for children participgtin interventions before the age of 3 (Woods

& Wetherby, 2003).

Recently, parents have increasingly been utilizeklesy components throughout the

assessment and diagnostic process. Parents havgealsme a vital part of the development of



interventions and their implementation in theirldten’s education; and with significant gains.
Parent education programs, for example, have shedurctions in problem behaviors and
improved family functioning for children and fan@$ living with disabilities (Koegel, Bimbela,
& Schreibman, 1996; Symon, 2001). Many of thesgrowements have resulted from
increasing collaborations between “professionallspsls, agencies, and families in designing
intervention programs for children with special @&eto focus on the individual, the family, and
“the larger system variables that influence behayi@and then “target the development of

comprehensive support interventions” (Sheridan,71$ymon, 2001).

1.1 Statement of the Problem

At the family and community levels, researchersideatifying the barriers and
facilitators of service utilization for childrenatinosed with disabilities and their parents (Dunst,
Trivette, & Deal, 1993; Fine & Gardner, 1994; Sin§ePowers, 1993; Symon, 2001). Despite
improvements in interventions and service delivendels targeting autism and the abundance
of newly diagnosed individuals, services for cheldwith developmental disabilities continue to
be difficult for parents and caregivers to accessraavigate (Silver, 2010; Symon, 2001). A
significant portion of parents and caregivers weekshelp for their children do not follow
through with recommended interventions for a varadtreasons. Corsello (2005) reported that
while many programs for preschool aged childrem&D exist, not all are widely known or
available. In a recent poll conducted by Autisméase three-fourths of parents reported that
they are unable to access necessary medical, ezhedatind recreational services for their child
with ASD (Goodwin, 2011). Besides reporting a la€lservices, 83% of respondents said they

had difficulty finding “appropriate” recreationattavities and programs for their child with



ASD. Only 55% of parents polled reported that tleenployers had flexible work schedule
policies that enabled them to work and take catéef child (Goodwin, 2011). Lack of
knowledge on how to care for children with ASD witla family’s social network and
community can also affect the overall wellnessheffamily. The parents of children with ASD

often report difficulties finding appropriate retgand childcare services (Goodwin, 2011).

Although pediatricians, psychologists, and oth&rventionists may identify the
objections of parents and families as barrierbigoitplementation of interventions and
intervention programs for their children, parenigws of barriers or their reasons for refusing
services have not be extensively researched (Gy@@a0; Sanchez, 2005; Johnson & Hastings,
2002). Parents cite many reasons for not followingugh with recommendations or referrals
for services such as scheduling conflicts and ahiiity to afford treatment. Although
scheduling and finances are common barriers tacg=rthat can be overcome with service
planning and financial assistance, closer exanunas needed to understand the decision
making processes associated with parents’ diffiesilinability, or refusal to access services

necessary for their children’s treatment.

Unfortunately, the reasons parents may choosatbatreject a recommended treatment
are stillnot fully understood. There is stiftuch to discover about effective practices forifas
at the time of diagnosis that may increase parset¥ice utilization which, for the purposes of
this study, is defined as “the extent to which\gegigroup uses a particular service in a specified
period” (Mosby’'s Medical Dictionary, 2009). Manyctars can influence which services parents

choose to utilize for their children following aaginosis of ASD. Metz, Mulick, & Butter (2005)



postulated many factors that may influence paratdgsision making process regarding choice of

treatment and service utilization, including:

The severity of the disorder; poor prognosis amgleasis on the need for early
intervention encourages parents to find a treatrat will have a quick and
significant impact; lack of knowledge relatedhe diagnosis and evaluating
evidence-based intervention leads to ill inforrdedisions; and conflicting
information from professionals with whom theyerdct and receive services
leaves parents overwhelmed and vulnerable (Mtett, 2005; Bowkeeet al,

2011).

Another under-researched factor in the treatmeASi)s that may inhibit or facilitate
service utilization involves parents’ perceptiorsefvice characteristics. While lack of available
services is a “clear systems level barrier” to merwutilization, perceptions of services that occur
at the familial level can impact a family’s willingss to initiate or continue with recommended
services (Srebnik, Cauce, & Baydar, 1996). Attisideprofessionals, amount of cultural
sensitivity, or simply, hours of operation can havagnificant impact on service utilization.
However, in the field of autism research, littlesgarch has been conducted to measure the effect

of parents’ perceptions of service characterigiitservice utilization.

The purpose of this study is to gain informatiogameling parents’ perceptions of the
multiple factors that may affect their decision mgkprocess when deciding which
recommended services to utilize for their childi@iowing a diagnosis of ASD. This study
primarily aims to examine reasons why parents nodyntarily choose to decline recommended

services for their child. There are two researoistjons that guide the study:



1. According to parents, what factors are the mosaémitial in their decision
making process when deciding which services tazatfior their children
following a diagnosis of ASD?

2. What factors may influence parents to voluntamject recommended services

for their child following a diagnosis of ASD?



CHAPTER 2

REVIEW OF THE LITERATURE

The purpose of this chapter is to review theditare relevant to understanding the
perspectives of parents of children with ASD abxhdracteristics of services and their potential
impact on their abilities to utilize services. Thesview presents theoretical and empirical
information that serves as the framework for thespnt study. This review describes commonly
recommended treatments for ASDs as well as previeaesarch regarding level of access to
services and parents’ perception of their abiliteeaccess these recommended services. A
description of a theoretical framework for helpisaeg behaviors and service utilization is also

provided. Lastly, a summary of the literature rewend implications for the present is provided.

2.1 Treatment and Interventions

As research in neurobiology, cognition, affectieelopmental neuroscience, and genetics
have advanced, methods for early detection anthtesd have improved (Dawson, 2008). Many
different methods rooted in various concepts haentapplied to treat autism spectrum
disorders. Oftentimes, their effectiveness in a&gispecific case depends upon many factors,
such as characteristics of the child, their envirent, and level of education (Pisula, 2003).
Many forms of treatments and interventions haveobexavailable over the years, such as
stimulants, hormone therapy, vitamins, antipsychotedications, intensive behavioral therapies,
educational therapies, ancillary services, andtaiiiets. However, many parents still experience
difficulties when finding treatments that have beeientifically supported to help their children

and attempting to access them (Exkorn, 2006; Goagg2@l1). Despite these newly available



treatments, it is still unclear which treatment i@ most effective and who will receive
benefits from utilizing these treatments (Rogergi&mara, 2008). Many interventions address
core deficits, such as social connectedness, satfa, and awareness, and associated
conditions, such as anxiety and ADHD. Early scregand diagnosis is important for the
treatment of ASD as core symptoms may be best oneravhen treatment is begins in early

childhood (Wagneet al,, 2006).

As Vismara & Rogers (2008) and others have foumelyécent trend toward diagnosing
ASD at younger and younger ages has made the gewetd and evaluation of interventions for
young children absolutely crucial. As ASD has besgularly identified at earlier developmental
stages and more infants and toddlers have beeme@f® early intervention programs, empirical
research has come to demonstrate that childrerviegesuch treatment at younger ages “make
greater gains than those who enter programs at atges” (Corsello, 2005; Harris &
Handleman, 2000; Sheinkopf and Siegel, 1998; ViandaRogers, 2008). Indeed, the positive
outcomes of early intervention (EI) for childrentkvASD have been thoroughly documented
(Hume, Bellini, & Pratt, 2005; Hurth, Shaw, Izemavihaley, & Rogers, 1999; National
Research Council, 2001; Rogers, 1999, 1996; Simd€89; Woods & Wetherby, 2003)hese
and other studies suggest that the best outcorael véhere treatment beings prior to age 5

(Hume, Bellini, & Pratt, 2005; Fenske, ZalenskiaKtz, and McClannahan, 1985).

Despite these outcomes, there are still questibostavhat intervention strategies, settings,
and materials are most suitable for supportingsdimlulating growth in the social,
communication, motor, and cognitive functioning dons in preschool aged children (Corsello,

2005). Most professionals agree about the vitatiof treatment, such as “intensity” and



“family involvement,” and there is empirical evidensupporting the efficacy of some
interventions. There remains a lack of researchever, that compares the vast array of
intervention programs (Corsello, 2005). Althoughimas philosophies have formed the basis of
many different treatment programs for children #rer families affected by ASD, families, five
treatment areas have established empirical suppdrare commonly recommended by
psychologists following an ASD diagnosis: Behavipeglucational, allied health and ancillary

services, medical, and complementary and altermatiedicine (Warren et al, 2011).

2.1.1 Behavioral Treatments

When autism was first described and treated irl8#s, the distinguishing behaviors
related to it “were found to be unresponsive togtevailing psychoanalytic treatments”
(Matson, Benavidez, Compton, Pacalawskyj, & Badli@96). With increased popularity in
behaviorism in the 1960s, Ferster (1961) firstrafited to understand the behavior of “autistic
children” within a behaviorist framework. He, anith@r researchers of that time, postulated that
the distinguishing features and behaviors of datgtildren were “controlled contingently by
the reinforcers and punishers in the environmertizant & Rubin, 1999). Ferster and DeMyer
(1962) concluded that “autistic children’s” behagigould be linked to environmental changes
through modifications to behavioral consequenddsese results steered the creation of
behavioral interventions that ultimately improvée individual’s behaviors and outcomes and
thus validated the long-term, intensive, and indlinalized behavioral interventions provided by
behavioral analytic theory (Dawson & Osterling, I9Rovaas, Koegel, Simmons, & Long,

1973; Matsoret al, 1996; Prizant & Rubin, 1999).

10



Treatments very often focus on the behavioral eelbgmental expressions of core
symptoms because these are among the most nogcgabptom (Levet al, 2009). As
children are developing communication and socidlisslearly intervention utilizing a behavioral
approach appears to be the most effective formeatment, particularly when dealing with
“aggressive, self-injurious, hyperactive, hyperaayand anxiety symptoms” (Twedell, 2008).
As noted above, mounting evidence suggests “interearly intervention services” for children
who were diagnosed with autism before the agey&dss may lead to better overall outcomes.
One of the most popular and widely cited studie®eafly intensive interventions” with young
children, conducted by Ivar Lovaas (1987), repothedeffects of using “one-to-one” behavioral
training for 40 hours a week over a course of twarg. Children participating in the study had a
mean age of 2.8 years. The methods Lovaas utifaadéed on the acquirement of “compliance
behavior, imitation activities, language acquisitiand integration with peers using repeated
discrete behavioral trials to accomplish goaRR&diatrics 2001). After completing the two year
course of treatment, almost 50% of participantsewenctioning at age and developmentally
appropriate levels in intellectual and academiasrdfter five years, most had maintained their
gains (McEachin, Smith, & Lovaas, 1993). The methaskd in this study would later shape the
framework for the widely used ASD treatment intemv@n known as ABA or applied behavioral

analysis therapy.

Applied behavioral analysis is “the process of eystically applying interventions based
upon the principles of learning theory to improweeially significant behaviors to a meaningful
degree, and to demonstrate that the interventiondayed are responsible for the improvement”
in behaviors (Baer, Wolf, & Risley, 1968; Sulzerakaff & Mayer, 1991). Applied behavioral

analysis uses different procedures, such as Desgirl Training, to teach play, social,

11



communication, and relationship building skillsahgh the use of rewards system, peer
modeling, activity schedules, inclusion support] #re breaking down of tasks into small
teachable steps that children can learn more e@Sikorn, 2006). Myers and Plauché (2007)

listed six ways ABA methods are used to suppottodm with ASD:

1. “To increase behaviors (e.g. reinforcement procedhsrease on-task behavior or social
interactions);”

2. “To teach new skills (e.g. systematic instructiowl @einforcement procedures teach
functional life skills, communication skills, ordal skills);”

3. “To maintain behaviors (e.g. teaching self-contnodl self-monitoring procedures to
maintain and generalize job-related social skills);

4. “To generalize or to transfer behavior from oneaibn or response to another (e.g. from
completing assignments in the resource room topeihg as well in the mainstream
classroom);”

5. “To restrict or narrow conditions under which irfegmg behaviors occur (e.g. modifying
the learning environment;” and

6. “To reduce interfering behaviors (e.g. self injarystereotypy).”

Many studies have demonstrated how ABA intervestiatilized by children with ASD at a
young age can improve intellectual and communiediimctioning (Vismara & Rogers, 2008;
Anderson, Avery, DiPietro, Edwards, & Christian8¥9Birnbrauer & Leach, 1993; Fenske,
Zalenski, Krantz, & McClannahan, 1985; Harris, Hanthn, Gordon, Kristoff, & Fuentes,
1991; Lovaas, 1987; Sheinkopf & Siegel, 1998; Wei999). ABA can be taught in a number

of settings, including formal one-on-one treatmssdsions at home or at school. Parents are

12



encouraged to participate in their child’'s treattrenthey can help generalize their child’s skills

to the outside world (Exkorn, 2006).

Research shows that the most beneficial type afrtrent involves the combination of
developmentally oriented treatments, parental stpand special education is likely to be most
beneficial (Rutter, 2006). Providing parents arfteofamily members of children with ASD
support and training “empowers families to advodateheir child, allows them to continue to
teach their child, improves the child’s complianaed decreases stress within the family”
(Shattuck & Grosse, 2007). The Early Start Deedel (ESDM) integrates a “relationship-
focused developmental model” and the teaching gflidd Behavioral Analysis (ABA).
Developed by Rogers and Dawson, ESDM is an “eagyextension” of the Denver Model,
defined as a “developmental play approach geanwdrts children ages 2 to 5 years, that
features naturalistic applied behavioral analytiategies; sensitive to normal developmental
sequence; deep parental involvement; focus onpetsonal exchange and positive affect;
shared engagement with joint activities; and lagguand communication taught inside a
positive, affect-based relationship” (Eikeseth, 20Rogers & Dawson, 2009; Vismara &

Rogers, 2008).

Designed to be effective for children with ASD gea 12 to 48 months across a wide range
of abilities and learning styles, (Autism Speak¥)%), ESDM has been proven effective for
children with ASD as young as 18 months and oltidden with significant learning challenges
(Vismara & Rogers, 2008). One study showed thdtidm who received 20 hours of “ESDM

therapy a week over a 2-year span showed greapgow@ment in cognitive abilities, language

13



abilities, and adaptive behavior than children wilave referred for interventions commonly

available in their communities” (Rogers & Dawsof09).

Pivotal Response Training (PRT) is also groundettiénprinciples of ABA. PRT, previously
called the Natural Language Paradigm (NLP), wasldged by Koegel and Koegel and is used
to increase primary “pivotal” behaviors, like “mwadition, responding to multiple cues, self-
management, self-initiation,” and initiation of comnication with others (Koegel & Koegel,
1988; Koegel, Schreibman, Good, Cerniglia, Murgayoegel, 1989). According to Vismara
and Bogin (2009), these skills are described agotpi” because they are the “foundational skills
upon which learners with ASD can make widespreatigameralized improvements in many
other areas.” PRT aims to improve “communicatioiisskplay skills, social behaviors and the
child's ability to monitor his or her own behavidhtough targeting individual behaviors based
on an established curriculum (Vismara & Bogin, 2009 addition to helping children increase
motivation, Koegel, Koegel, and Surrat (1992) fotdmat the implementation of PRT also leads
to decreases in disruptive behaviors and paretnesddss(Koegel, Bimbela, & Schreibman, 1996).
Incorporating pivotal behaviors into parent eduwmagprograms allows parents to become “active
intervention agents” in their child’s rehabilitatiprocess, which aids in the creation of an ideal
learning environment for the child and decreasesntal stress (Koegel, Koegel, & Carter,

1998).

PRT’s objective is to provide children with ASD &lsocial and educational skills to
participate independently in enriched and meaningfes in inclusive settings” (Vismara &
Bogin, 2009). PRT has been utilized in a varietynaituralistic settings” in large part to PRT’s

emphasis on training parents, family members, stadiftypically developing peers as

14



“intervention agents.” PRT’s use of diverse anturaistic teaching environments has also been
found to encourage the generalization of skillss(Wara & Bogin, 2009). Studies have indicated
that children with ASD from 2 to 16 years of age t@nefit from PRT interventions. However,
the most significant gains have been shown in ofrildvho receive PRT interventions before the
age of 5. Research has shown that PRT techniqoedsfisally motivational techniques, can lead
to the development of verbal communication as anmade of communication in 85-90% of

children Koegel, Camarata, Koegel, Ben-Tall, & Smith, 199&mara & Rogers, 2009).

Floortime is a developmental therapeutic technigreeinded in the ideals of Developmental
Individual Difference Relationship Model (DIR) ddwped Stanley Greenspan. Floortime is
based on the premise that an adult can help a ‘@hjohnd their circles of communication” and
move more increasingly towards complex interactimpseeting the child at their
developmental level, entering their activities sd@build on the child’s strengths, and by
sometimes following the child’s lead. (GreenspaWé&der, 1997). Instead of addressing
cognitive, speech, and motor development separdtkdgrtime addresses cognitive, speech, and
motor skills “through a synthesized emphasis ontemal development” (Greenspan & Wieder,
2005). Emotional development and intellectual giois achieved through the attainment of six
developmental milestones: “Self-regulation andriggéein the world; intimacy or a special love
for the world of human relations; two-way communi@a; complex communication; emotional
ideas; and, emotional thinking” (Greenspan & Wied®&97). Greenspan and Wieder (2005)
reported that 16 teenage boys who participatediRifdoortime therapy during early childhood

had “healthy peer relationship[s] and solid acadeskills” ten to fifteen years later.
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Cognitive behavioral interventions commonly usetteat typically developing children can
also be used to ameliorate anger and anxiety symgptdten comorbid with symptoms of ASD.
(Chalfant, Rapee, & Carroll, 2007; Reaven, Blakekemith,et al, 2009). Other challenging
behaviors, like defiance, tantrums, self-injuryd aggression can be targeted using parent
training protocols to teach behavior preventiotenvention, and management strategies and
enable parents to act as “co-therapists” who cégmdtepe their children’s behaviors to reduce
negative behaviors in daily life. Parent trainingerventions have also been shown to improve
parents’ “feelings of self-efficacy and decreagpagental stress” (Reaven & Hepburn, 2003).
Neurofeedback and sleep interventions have also bssd to target specific behaviors
associated with ASDs by remediating abnormal brairewactivity and improving difficulties

associated with sleep respectively (Muris, Steearerivierckelbaclet al, 1998).

2.1.2 Educational Treatments

One area where parents often advocate for thddrehiis in the area of education. Most
children with ASD receive at least some treatmeran educational setting, beginning with
preschool (Warrest al, 2011). Special interventions that target childretth ASDs in the
classroom are not only necessary in helping themmlacademic subjects and acquire reading
skills. According to Myers & Johnson (2007), edumadl interventions help children with ASDs
“improve functional communication, enhance sockdlssuch as joint attention, gain cognitive
skills such as symbolic play, reduce disruptivedwadr, and generalize learned skills by
applying them to new situations.” Several educatiamervention models have been developed,
such as “early intervention services, low studeatther ratio, family involvement and parent

training, interaction with neurotypical peers, sture that includes predictable routines and clear
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physical boundaries to lessen distraction, and imggmeasurement of systematically planned

intervention” (Myers & Johnson, 2007).

The combination of “intensive, sustained specialcation programs and behavior therapy
early in life” has increased children’s abiliti@sacquire self-care, social abilities, and joblskil
in previous studies. It has also been shown toavgpoverall functioning and reduce “symptom
severity and maladaptive behaviors” (Howlin, Maigi& Charman, 2009; Myers & Johnson,
2007; Rogers & Vismara, 2008). In one study, e¢kitddwith ASDs whose parent received a
home-based training program for the Treatment ahdc&ion of Autistic and Related
Communication Handicapped Children (TEACCH) expwresd significantly greater educational
achievement than those children with ASDs whoserarreceived no such training (Ozonoff &
Cathcart, 1998). Previous studies have indicatatiitbhavioral management in the classroom
must be combined with “structured teaching of skitb prevent the development of undesirable
behaviors and improve adaptation. It has also bmamd that integrating children with ASDs
into child care centers, classrooms and other ilegqrenters where typically developing
children participate effectively reduced the incide of undesirable behaviors because, it is
believed, the typically developing children serga@e-models for the children with ASDs

(Shattuck & Grosse, 2007).

Recently, early intervention services have attethpieprovide more “naturalistic
educational experiences.” Federal law and the ©fficSpecial Education Programs have
followed suit with regulations stating “To the madim extent appropriate to the needs of the
child, early intervention services must be providedatural environments, including the home

and community settings in which children withousahilities participate” (Part C of the
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Individuals with Disabilities Education Act, 34 CHRrt 303, Early Intervention Program for
Infants and Toddlers with Disabilities, section 3@b). This approach often includes educating
children with disabilities and integrating spedatil services in the classroom alongside same-
aged typically developing children. Classroom- aedter-based approaches include a blend of
teaching strategies that rely on principles antr&pies of ABA including reinforcement-based
procedures such incidental teaching, discretetmaaing, and Pivotal Response Training.
Computer-based programs can be used in the clasgoodeliver behaviorally-based teaching in
areas like language acquisition and reading siarrenet al, 2011).

TEACCH is and internationally renowned special edion programs for children with ASD
(Eikeseth, 2008). Developed in 1966 by Eric Schof@ehopler & Reichler, 1971), TEACCH
seeks to “address multiple problems, such as conuation, cognition, perception, imitation,
and motor skills and emphasizes teacher in mulgpténgs with the involvement of several
teachers” (Eikeseth, 2008). TEACCH interventioostain five components: “Structured
Teaching, strategies to enhance visual processamymunication systems based on gestures,
pictures, signs, or printed words, pre-academikdsskand parent involvement” (Eikeseth, 2008;
Mesibov, Shea, & Schopler, 2005; Schopler &Mesild®85). TEACCH interventions are
designed to be “meaningful” to the child with ASBdacapitalize on common strengths shared
by many individuals with ASD, such as visual andonakills and enjoyment of routine
(Boswell & Gray, 2011; Corsello, 2005.) The ressila highly structured environment that
supports learning, increases independence aneéselm, and reduces behavior problems,
confusion, anxiety, and stimulation (Boswell & Grap11).

Another comprehensive curriculum that uses pragficen popular developmental

behavioral interventions is SCERTS. Developed byryRrizant, Amy Wetherby, Emily Rubin,
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and Amy Laurant (2003), SCERTS an evidence-basettuolum most concerned with helping
children with ASD enhance their communication andi@&emotional functioning and improve
family interactions and support in a variety oftisefs (Walworth, 2007). The acronym SCERTS
refers to the three specific areas the interverfbonses on: &ial Communication, Emotional
Regulation andTransactional SupportSocial Communication is divided into the devel@mntal
domains of joint attention and symbol use. It fauen helping the child develop functional
communication, emotional expression, shared attenteciprocal interactions, and the ability to
repair communication breakdowns (Walworth, 2007)okomal Regulation, divided into self-
regulation and mutual regulation, refers to thditglio maintain a “well-regulated emotional
state,” respond to social and sensory experiengbstiviferentiated emotions, and ability to
respond appropriately to feedback (Prizant, WetheRobin, & Laurant, 2003; Walworth,
2007). Lastly, Transactional Support contains tleasof interpersonal support and learning
support and refers to “the development and impleéatem of supports to help partners respond
to the child's needs and interests, modify and tth@penvironment, and provide tools to
enhance learning” (Autism Speaks, 2005; Prizanthé&fdy, Rubin, & Laurant, 2003;

Walworth, 2007) .

LEAP, which stands for “Learning Experiences - Aitefnative Program for Preschoolers
and Parents,” is a “developmentally-integrated gires|” program for typically developing
children and children with ASD (Strain & Bovey, 201 Typically developing peers as young as
36 months are taught to facilitate the social amdjuage skills of children with ASD (Goldstein
& Wickstrom, 1986; Strain & Danko, 1995; Strain &®&ey, 2008; Strain & Bovey, 2011). Peer

facilitated strategies result in higher rates ahomunicative interaction and increased social
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participation for preschoolers with ASD (Goldst&iwWickstrom, 1986; Strain, 1987; Kohler &
Strain, 1999; Strain & Bovey, 2011).

LEAP also utilizes multiple other evidence-baseacpices, such as “Conscious Discipline”
and ABA techniques, which are embedded into tygacaschool routines each day and allow for
teachers to address problem behaviors by teacbhimgatible, more adaptive and pro-social
skills (Bovey & Strain, 2011). Transdisciplinaryrgiee delivery is used to encourage the
generalization of skills throughout settings anstemic, daily data collection on children’s
progress on IEP objectives is used to determinedunstructional plans (Strain & Bovey,
2011).

2.1.3 Allied Health and Ancillary Services

Children with ASDs often receive specialized amacitiservices in both school and
private settings. These can include speech thepygical therapy, occupational therapy,
sensory integration therapy, and auditory integeatinerapy (Baker-Ericzen et al, 2005). Speech
and language therapy is essential in helping @& ¢bhitcommunication more effectively both
verbally and nonverbally. With the help of speenld language pathologists, children learn how
to form words, develop a system of communicatioocess information, and express
themselves. Speech and language pathologistseasb thildren the pragmatics of language

how to read body language and facial expressiartspeganize their thinking (Exkorn, 2006).

Case-Smith and Arbesman (2008) note that “childvigh ASD often have a range of
motor and performance problems that interfere widir full participation in school, home, and
community activities.” Physical therapy is ofteregeribed for children with ASDs to enhance

their physical abilities by treating low muscle ¢ppoor posture, balance, and coordination.

20



Physical therapists can assist children with ASbistrease endurance, develop motor control

and motor planning, and facilitate body awaren&s&dgrn, 2006).

Occupational therapy provides support for younigdobn with ASDs who have
difficulty with “sensory, motor, neuromuscular, @dvisual functioning” by focusing on the
enhancement of sensory processing, sensorimotfmrpemce, social-behavioral performance,
self-care, participation in play, balance, and appate response to touch. In older children and
adolescents, Case-Smith and Arbesman note thapational therapy goals “may focus on

social and behavioral performance, transition tokwand independence in the community.”

Sensory integration is specialized occupationatme based on the premise that the
brain’s response to basic sensory input must bealared before higher order processes can be
addressed (Baron-Cohen, Ashwin, Ashwin, Tavas&dhakrabarti, 2009). Sensory integration
therapy focuses on tactile, auditory, vestibulad proprioceptive senses and involves “taking
information through the senses,” organizing, andgrating this information in the brain
(Exkorn, 2006). The approach anticipates that llatino is better able to process, modulate,
and integrate sensory information will then bedxedible to acquire higher order skills (Warren

et al, 2011).

2.1.4 Medical and Related Interventions

A 2009 Minnesota study found that parents are Baggmtly more likely to follow
medical recommendations than they are to follonalbairal treatment recommendations (Moore
& Symons, 2009). Medical treatments for ASDs cosga variety of interventions including

medication, supplements, and other treatment masaliAlthough there is no pharmacologic
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cure for autism, psychotropic medications have hesnto combat aggressive behaviors, self-
injurious behaviors, affective instability, hypetigity, hyperarousal, and anxious behaviors
(Twedell, 2008). Medical treatment for symptomA&Ds comprise a variety of pharmacologic
agents including antipsychotics, psychostimulaautsl serotonin reuptake inhibitors (SRIs) that
are generally intended to treat common comorbslinieASDs, such as hyperactivity,
aggression, and obsessive preoccupations (Exk0@6; 2Varreret al, 2011). McDougleet al.
(2006) reported the use of methylphenidate, atoretixe, and the alpha-adrenergic agonists
clonidine and guanfacine to address motor hypefiacand inattention. Fluoxetine and
risperidone have been helpful in treating interfgniepetitive behavior and reducing and treating
aggression, self-injurious behaviors, tantrums, iamdbility (Twedell, 2008). Exkorn (2006)
notes that medication can “help increase the bisnefiiother interventions” that specifically
target ASD symptoms that hinder a child’s overhlligy to function in “educational, social, and

family settings” (Exkorn, 2006).

Modalities such as therapeutic diets, suppleméotsnonal supplements, and
immunoglobin also have been employed to treat AgDptoms (Warrert al, 2011). The most
popular diet for children with ASDs is the glutered/casein-free diet. There is evidence that
children with ASDs may be deficient in some vitamand minerals; and have difficulties
digesting gluten, casein, and certain proteinsy®re also more likely to suffer from food
allergies, increased levels of yeast, and othdrgatestinal problems that may exacerbate
symptoms of ASD, such as lack of focus and irrligb{Exkorn, 2006). Multiple studies have
reviewed the efficacy of vitamin B6 and magnesianthie treatment of ASD. Pfeiffer, Norton,
Nelson, and Shott (1995) reviewed 12 studies oretleetiveness of megavitamins, specifically

vitamin B6 and magnesium, and found that combin@@Bd magnesium treatment “may be a
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promising adjunct to the treatment of autism.” Péeiet al. (1995) also noted an amelioration of

autistic behaviors during treatment with vitamin && magnesium.

Other medical treatments, such as hyperbaric tlyeaag chelation therapy have also
been used to treat ASD. However, little is knowowthow efficacious these therapies are in
treating ASD. Hyperbaric therapies have shown pssiffects in chronic neurological
conditions, but they have only undergone prelimyrexploration in treatment for ASDs
(McDonagh, Morgan, Carsoat al, 2007; Warreret al, 2011). Chelation is a treatment that is
administered either orally or intravenously to remanwanted metals, specifically mercury,
from the bloodstream (Exkorn, 2006). Although neaclevidence suggests that mercury or
ability to remove mercury from the body is involvedASDs, researchers are still evaluating the

ability of chelation therapy to affect ASD sympto(@®scolo, Antonucci, Volpest al, 2009).

2.1.5 Complementary and Alternative Medicines Inteventions

Complementary and alternative medical (CAM) treats are utilized by more than
thirty percent of children and families living witkSD. CAM is defined as a “range of
treatments and their theories outside of traditiomedicine” (Levy & Hyman, 2002).
Acupuncture and acupressure, a component of taditiChinese medicine, is based on the
balance of energy flows in which imbalance is tigioto result in disease (Warrehal, 2011)
Acupuncture has been used to treat symptoms ofragipaty, sleep disturbances and touch
aversion (Exkorn, 2006). Massage has also beentasedeliorate imbalance in the energy

fields of the body and improve sensory difficult{&#arrenet al, 2011).
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The variety in the development of treatments, affdrénces in the symptomatology and
comorbidity among children with ASDs has limite@ tavailability of novel intervention
methods (Shattuck & Grosse, 2007). Most resear@dwee that intensive intervention can
reduce or alleviate ASD’s symptoms but little reshahas focused on which specific
interventions work best for different groups ofldhen (National Research Council, 2001;
Rogers and Ozonoff, 2006). Most research, howédwer specifically focused on autism (as
opposed to the broader spectrum of ASDs) and, thneam has examined the efficacy of
treatments within tightly controlled, small samplees with wide variations in individual
treatment outcomes (Rogers and Ozonoff, 2006). veswalt, there is a lack of certainty as to
whether intensive intervention would benefit evelnyld diagnosed with ASD. This makes it
difficult for policy makers to respond to growingrdand for specific interventions (Atkies al.,
2005; Lomaset al, 2005). Before they can properly allocate limitedources, policy makers
need to know what interventions work best, whiahraost readily adopted by caregivers, and
how they are best delivereide(, at home or in more inclusive environments) (Sitkti&
Grosse, 2007). Unfortunately, data answering thjeestions is scarce especially on a larger

scale.

In conclusion, research has shown that early ietgran for children with ASDs can
improve their overall development, especially ia #teas of speech development and social
skills. Research supports that gains in cognitedqumance, academic achievement, adaptive
skills, and language can be mostly attributed ttyeetensive developmental and behavioral
interventions (Warren et al., 2011). Other edwreti and ancillary services are often used in
conjunction with developmental and behavioral me@tions to create a “complete treatment

program” for children diagnosed with ASD (CDC, 2p12ome dietary treatments and
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medication have been used to treat related symptd&ASD, such as high energy, difficulties
focusing, and repetitive behaviors. While some paraave observed positive changes to their
children’s behaviors when dietary changes and na¢idit management are implemented, many
of the treatments do not have the empirical supportarrant widespread recommendation
(CDC, 2012). Complementary and alternative treatmeithough utilized by a report 1/3 of
parents of children diagnosed with ASD, are oftesspribed and/or utilized without the advice
or supervision of pediatrician and other healttegaofessionals. These may include special
diets, the use of hyperbaric chambers, or cheldhierapies (CDC, 2012, Warren et al., 2011).
These treatments also lack empirical support angpuogentially be dangerous (Warren et al.,

2011).

2.2 Use of Services for Autism Spectrum Disorders

The prevalence and complexity of ASDs have put ldeyeands on evaluators and
therapeutic service providers (Ruble & McGrew, 200CZhildren with ASDs and their families
require and utilize the services of multiple seevégencies, professionals, and funding sources.
Typically, the youngest patients and their familieseive the widest array of such services
(Liptak et al, 2006; Thomast al, 2007; Young, Corea, Kimani, & Mandell, 2010). The
National Health Interview Survey conducted by Nelweak and Halfon (1998) found that
children with disabilities reported three times thte of physician contacts when compared to
children without disabilities. These findings wemroborated by Croeet al. (2006) who
demonstrated that, “in comparison to the generpufadion and to other children with special
health care needs, children with autism spectrigorders use services at a significantly higher

rate” (Young, Corea, Kimani, & Mandell, 2010). Sgieally, Croen et al. (2006) and Young,
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Corea, Kimani, & Mandell (2010) found that childréiagnosed with ASDs “have a higher
annual mean of total clinic, pediatric, and outpaitivisits” and a higher percentage inpatient and
outpatient hospitalizations.

Thomaset al. (2006) surveyed 383 families with a child diagrtbsgth ASD 11 years or
younger. Results indicated that many of the sesvibat children with ASDs and their families
utilize are provided from outside the child’s scheggstem €.g, “medical intervention,
biomedical treatments, speech and language thevapypational therapy, behavior
intervention, respite care, social skills therdawily counseling, and case management”).
While behavioral interventions have been foundeadhe most effective treatment for ASD,
many families commonly use other treatments anld skernatives to commonly recommended
treatments (Bowker, Angelo, Hicks, & Wells, 201 XgiGKochelet al, 2007; Greert al,

2006). Croeret al. (2006) found that children with ASDs “were nealyimes more likely to use
psychotherapeutic medications and twice as likelyse gastrointestinal agents.” Goin-Koactiel
al. (2007) found that children diagnosed with ASDsereed four to six different treatments
simultaneously. In a 1999 study, Kohler found thainy of the families participating in the
study interacted with multiple agencies to recee@mmmended services. On average, families
“received approximately 37 hours of interventioweek comprising of six different services
from four or more agencies involving seven or nfna&fessionals” (Kohler, 1999). Treatment
use also differs by age. Goin-Kocletlal. (2007) found that younger children often utilizens
behavioral, educational and alternative treatmetige older children were found to utilize
more medication managment.

Despite the large number of intervention hourslusgidence suggests that children with

ASD do not receive the full amount of services raptended. In a national survey of children
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with special health care needs, Krauss, Gudkegl. (2003) found that over a third of children
with ASD had difficulties utilizing “needed cared the previous year. Parents reported
difficulties receiving referrals and finding apprately trained providers. In comparison to
children with other disabilities or health care d&echildren with ASD were more likely to
experience overall access problems (Krauss, Getley, 2003). Kohler (1999) identified
several problems with service utilization for ASBdatments and interventions including
difficulties accessing services, limited involverhehparents and other family members in
intervention, and reports that providers were ulmyglto engage in interagency collaboration. A
survey of 383 families with a child with ASD foutitht” access to care” was limited for
individuals with ASD living in racial and ethnic nority families. “Access to care” was also
limited for individuals with ASD whose parents Had levels of education, were living in
nonmetropolitan areas, and for individuals who westutilizing a major treatment approach
(Thomas, Ellis, McLaurin, Daniels, & Morrissey, Z00These barriers to service utilization
create complications in addressing questions apeatment effectiveness (Makrygianni &

Reed, 2010).

With recent estimates from the CDC indicatingt tthe number of children diagnosed
with ASD is increasing from 1 in 150 children in@2Z0to 1 in 88 in 2011(CDC, 2007; CDC
2012), the states’ capacity to provide childrerhvASDs and their family related services and
supports has been limited due to budgetary conssrdack of qualified practitioners to deliver
evidence-based services, inconsistent health insareoverage, lack of standardized training for
screening, and lack of accurate and localized métion for parents (Finneman, 2010; Young,
Corea, Kimani, & Mandell, 2010). Ruble, HeflingBenfrew, and Saunders (2005) found that,

over time, more and more children are receivingises but that the rate of utilization was only
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one-tenth of the projected amount based on theajgeee of ASD diagnoses. Among children
with a mean age of 8.9 years (SD = 4.4 years,htimber of service days each child received
declined by approximately 40%. The most prevalennt of treatment have also changed. Day
treatment programs have declined drastically wihieuse of medication and case management
has grown disproportionately to the number of agleiidserved (Rublet al, 2005). Stahlmer and
Mandell (2007) suggested that that state policieisevinajor contributors to these changes. They
found “an absence of uniformity among states ingeed and practices regarding the
identification and care of infants and toddlerswattism” (Young, Corea, Kimani, & Mandell,
2010). Drastic differences in criteria for theghasis, assessment, and care of infants and
toddlers with ASD were found in a national studystates’ policies and procedures for El
services. Only a few states have guidelines andipslin place to provide services to children
with ASD, with 20% of states having “diagnostic delines” and one fourth having “treatment
guidelines.” Only 7% of states require that prof@sals use a specific discipline for diagnosis

(Stahlmer & Mandell, 2007; Young, Corea, KimaniMandell, 2010).

Once a child receives a diagnosis of ASD, theeeseil many difficulties accessing
recommended El services. Only 15.9% of familie®reaccess to social skills development
curricula or inclusion support in preschool progsafidurthet al, 1999). Meanwhile, only
25.6% of families strongly agreed “that integratagportunities were provided for their
children” (Hume, Bellini, & Pratt, 2005; Hur#t al, 1999). Though family involvement is
strongly encouraged in El services, only 21% otpts of young children diagnosed with ASD
reported receiving parent training (Hume, Bell&iPratt, 2005; Hurtlet al, 1999).

Surprisingly, 66% of respondents in the Hugtlal. (1999) study reported that they received less

than the recommended number (25) of service harsvpek.
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In a 2011 study conducted by Bowker, D’Angelo, kdicand Wells, 23% of the 281
children and families participating in the studpaoged that they had never received treatment
for ASD. The factors surrounding their lack of seewtilization was unclear. However, specific
diagnosis of the child and where the individuaétivaffected the likelihood of the child
receiving treatment (Bowker et al, 2011). Informatregarding discontinuation of services was
also provided, with nearly a third of families peigiating in the study discontinuing at least one
type of treatment for their child with ASD. Medigats, alternative diets, and physiological
treatments were found to be the most commonly dismoed, with parents citing that their child
was not benefiting from the services (Bowkeal, 2011). In situations where parents believed
that their child was benefiting from services, tls#ill reported instances where they had to
discontinue services because the services werenged available to them (Bowket al, 2011).
These findings support the findings of Goin-Kocéidhl. (2007) who concluded that, often, the
parents of children with ASDs simultaneously uélizoth empirically-supported treatments, and

those treatments for which little scientific eviderhas been amassed (Bow&eal, 2011).

Overall, while parents of children diagnosed WAtBDs accessed and utilized more
services, on average, than the parents of typidaiseloping children or children with other
special health care needs, parents of children A8Bs reported more difficulties accessing and
utilizing services for their children. Although semesearchers have postulated a number of
reasons why parents of children with ASDs mightehdificulties accessing and utilizing

services, the factors surrounding parents’ lacken¥ice utilization is unclear.
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2.3 A Theoretical Framework for Help-Seeking Pathways and Service Utilization

“Individuals’ beliefs affect their decision makimgd their behavior” (O’'Brien &
Daggett, 2006). This same sentiment rings tru@doents of children diagnosed with ASDs.
Parents’ beliefs about ASDs and its causes arectefl in how they approach the diagnostic
process; which recommendations they choose toviplvhich interventions they consider
effective; their satisfaction with these serviced ¢heir providers; and how best to respond to
their children’s behavior (O’Brien & Daggett, 2008)any theoretical frameworks have been
created and adapted to identify and explain facfiecting help-seeking behaviors and service
utilization. However, none of them conceptualizetpkseeking behaviors and service utilization
within a familial context. The first help-seekingdel was created by Anderson and Newman
(1973) and later reformulated by Goldsnathal. (1988) and Adagt al. (1993). In 1996,
Srebnik, Cauce, and Baydar adapted Anderson andandats (1973), Goldsmitht al.s (1988),
and Adayet al’s (1993) theoretical frameworks to create a mdalehelp-seeking pathways and
service utilization for children and adolescent ithcluded the family context. Given the
importance of family centered care in the earlgiméntion system, it may make more sense to
view service utilization “from the perspective betfamily” (Arcia, Keyes, Gallagher, &
Herrick, 1993). The theoretical framework illus&e below describes factors and stages along a
“help-seeking pathway” that include “problem recibigm,” “decision to seek help,” support and
service utilization. According to Srebnik, CauceBé&ydar (1996), “movement” along these
stages is associated with “iliness profile variabl@edisposing factors, and barriers and

facilitators to care” (Srebnik, Cauce, & Baydar96}
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STAGES IN THE
ILLNESS PROFILE HELP-SEEKING PATHWAY

Clinical assessment of need (child & parent/family)
- disability/role functioning, symptoms/behaviors, diagnoses

Perceived (subjective) need (child and parent/family)
- well being, disability/role functioning, symptoms/behaviors
- definition of behavior as a mental health concemn

F: racteri

" m elarist ™ Problem recognition
- family size

- parental education

- Relational

- warmth, cohesion, dis/forganization, family/marital conflict
- abuse/neglect, parental psychopathology, criminality

PREDISPOSING CHARACTERISTICS

Demographic characteristics
- age, gender, ethnicity
Sociocultural values/beliefs (child and parentfamily)

A

- values/attitudes/knowledge concerning health and illness
- ethnic identity, acculturation =g Decision to seek help
- help-seeking desirability (e.g., scientific orientation) 1]
- coping strategles
- religion
BARRIERS/FACILITATORS
Community and social networks
- residential mobility
- network strength, helpfulness, openness to outsiders,
knowledge about and use of services
- congruence of network attitudes toward use of services
Economic factors Support network and service
- income, heatth insurance |_w | utilization patterns
— - Informal support network
Service characteristics ————== | - Ethnic/traditional service
- availability per population base providers
- access (hours, physical access, daycare, location) - Collateral service
- grganization (e.g., staffing, programming available) providers.
- attitudes of providers - Mental health service
providers
Policy

- federal, state, and local heaith-care palicy
- eligibility requirements
- financing methods and incentives

Figure 2.1: Youth help-seeking and service utilamodel (Srebnik, Cauce, & Baydar, 1996;
Adayet al, 1993; Anderson & Newman, 1973; Goldsnettal, 1998).
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The lliness Profilencludes tlinically assessed needd “subjectively assessed need.”
Clinical Assessment of Negegfers to “symptoms, diagnosis, and functional impant likely to
be related to problem recognition” (Srebnik, Cac®&aydar, 1996). Clinical diagnosis and
symptom severity have been shown to be powerfuligi@'s of help-seeking behaviors that
distinguish between children who attain “formal naémealth services” from those who attain
assistance from “informal support networks” (Srébdauce, & Baydar, 1996; Freemeinal,

1992; Rickwood & Braithwaite, 1994).

Subjective assessment of neecklated to “problem recognition,” which leadshelp-
seeking behaviors (Costello & Janiszewski, 1990¢riical component to the help-seeking,
service selection, and service utilization behavafrparents is their interpretation of their
child’s behaviors and functioning and its impacttbair overall well-being (Burns, Angold, &
Costello, 1992; Combs-Orne, Kager, & Chernoff, 1,9@dtticket al, 1992). Goldsmitlet al.
(1988) postulated that the relationship betweeamnadi assessment of need and perceived or
subjective need would improve “understanding ofréesons underlying the extent of unmet

need as well as of the early stages of help-segiattyvays.”

In order to create a theoretical model more appeigto the needs of children, Srebnik,
Cauce, and Baydar (1996) adapted extant theoreticdels by includingfamily
characteristics”related to “family structure and relations in tieess profile.” Over the years,
researchers and their theoretical models had fi@dttention to examining the social impacts--
and impacts on the family unit, in particular--siildren with illness or disabilities. An available
and expanding body of research suggests, howéarchronic illness and disability adversely

impact family functioning (Sanders & Morgan, 199Cpnversely, family characteristics, such
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as “marital or family conflict, family disorganizan, or large family size,” can impact both
clinical interpretations of a child’s symptoms aradegivers’ ability to recognize and report

symptoms and functioning (Srebnik, Cauce, & Baydag6).

While parenting, in general, can be a stressfukgagpce, research indicates that
parenting a child with a disability leads to ined risk of experiencing elevated levels of stress.
In particular, parents of children with autism dpem disorders report “higher stress levels,
lower parenting competency,” and significant imgam parental and family functioning than
parents of children without disabilities (Fisman/golf, 1991; Rao & Beidel, 2009; Rodrigue,

Morgan, & Geffken, 1990).

Children diagnosed with autism spectrum disordéen represent constant sources of
stress on their families. Parents and other icawdit caregivers are not the only family members
affected; siblings and the relationships within féwily unit are also affected (Sanders &
Morgan, 1997). Various specific sources have haentified as causes of such family stress.
Among those identified, the “extremely antisocdisruptive behaviors” associated with autism
spectrum disorders, such as “self-injurious, tantrand obsessive-compulsive behaviors”
appear to be the primary cause (Gray & Holden, L992ruggling with the many burdens of
caring for a child expressing such behaviors pasagnificant threat to--and often deteriorates--
the psychosocial well-being of parents and caregjygarticularly in their “self-confidence and
self-“ (Higginset al, 2005). As a result, parents and other caregechildren with autism
spectrum disorders often experience “helplessiiesings of inadequacy and failure, anger,
shock, guilt, frustration, and resentment” (Jod&87; Powers, 1989; Tommasone and

Tommasone, 1989).
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Additional, related sources of family stress redai® having a child with an autism
spectrum disorder include the possibility of “onggpdependency,” and difficulties participating
in respite activities as a family (Koegslal, 1992). Other sources psychological problems such
as are depression and anxiety that too often seaaoibng the parents of children with autism as
a result of the emotional upheaval they experi€¢Beistol & Schopler, 1984; Hoppes & Hatrris,

1990).

Predisposing factomsnd characteristics are “stable conditions of aividual that
influence one’s readiness to seek help” (Srebndyde, & Baydar, 1996). Effects of
“demographic characteristi¢ssuch as gender, age, and ethnicity are consigtereasured in
the help-seeking and service utilization literat{8esbnik, Cauce, & Baydar, 1996). In general,
“minority ethnicity,” “young parental age,” “low el of parent education,” “family
composition,” and “large family size” have all befactors associated with the underutilization
of services (Allen, Affleck, McGrade, & McQueend@84; Butler, Winter, Singer, & Wenger,
1985; Fergusson, Dimond, Horwood, & Shannon, 1882Donald & Coburn, 1988; Neighbors,
1984; Rudolph & Porter, 1986; Singer, Butler, &g}, 1986; Stein, 1983, Wolinsky, 1982).
Similarly, “sociocultural values and beliefsif children and their families affect their expeace
with “illness, perception and definition of the ptems, beliefs about the desirability of
symptoms, the manifestation of symptoms, and metlbkddoping — including whether or not to

obtain help and from whom” (Rogler & Cortes, 1993).

Barriers and facilitatorto help-seeking behaviors and service utilizatian be defined
as “social and environmental pressures that canr@tdhe individual, community, or broader

political level.” Srebnik, Cauce, and Baydar's thetwal model (1996) includestmmunity and
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social networks characteristi¢s' economic factors”, “service characteristi¢sand “policy”
issues as potential “external influences” that edimer enhance or impede help-seeking
behaviors and service utilization. Because commamtl social network characteristics and
service characteristics are a variable in the otistudy, they will be discussed in their own

sections later in the paper.

The importance of the impact of community and dawédworks on parents’ ability to
utilize services for their children with ASD is higghted by Bailey’s (2001) observation that
research is needed to study the relationship betwarental involvement and family support
programs and how the practices that service provigemote produce the outcomes sought by
the families of children with ASDs. Understandirgahthe community and social networks
impact parents’ abilities to access services ferrtthildren with ASD will be critical to
designing effective intervention strategies. Howetleere is paucity in autism spectrum
disorders literature regarding the impact of themcwnity and social networks on service
utilization. Most of the literature focuses on thek of social support and service utilization
amongst individuals diagnosed with severe mentask, such as schizophrenia, bipolar
disorder, and major depression. For the most fratiterature indicates that those with smaller
social networks or who receive less social supmante frequently require hospitalization than
those with larger networks or who receive greata@tipport. The literature, however, does not
appear to have established the existence of aometaip between the size of social networks or
degrees of social support, and the utilizationtbéotypes of services (Albert, Becker, McCrone,
and Thornicroft, 1998). The literature does givensansight into how the community and social
support networks are oftentimes the first stophenpath to help-seeking and service utilization

when children and families experience health care€Coheret al, 1991; Potticlet al, 1992).
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For example, Ruble, Heflinger, Renfrew, and Saumn@005) found that community-based early
intervention services are a very common sourcedi¥idualized family service plans for
children with ASDs. Twoy, Connolly, and Novak (20@6und that 68% of their sample of 55
parents of children with autism sought “generalpgufy from their social networks (Banach,
ludice, Conway, & Couse, 2010). However, 93% sotigiiormation and advice from families
with a similar diagnosis,” and 80% sought inforroatfrom professionals (Banach, ludice,
Conway, & Couse, 2010; Twoy, Connolly, and Noval)@). These findings indicate that
support from professionals and families with spedthowledge and experience with ASDs is

especially desired by the families of children wathtism.

The autism literature offers limited researchagyning the influence of community and
social networks on the parents and family membechitdren with ASDs. A recent literature
review found that only one prior study had examingether support groups were effective for
parents whose children were recently diagnosed avitlsm (Banach, ludice, Conway, & Couse,
2010). Parents have reported that a diagnosis atiasm spectrum disorder can limit the
amount of community and social support they, thkildren, and their families receive.
Sharpleyet al, (1997) reported that, along with the permaneridh® condition, the “lackof
acceptance of autistic behavior by society andlfamembers and the low levels of support
provided by health care serves and other socigicgs”" were two of the greatest causes of stress
for parents raising children with an ASD. HiggiBsiley, and Pearce (2005) described “a lack
of understanding from the wider community of bebawviassociated with ASD.” They reported
that the families of children with ASDs tend to kdwmited contact their natural social networks
because the parents felt that their communitigg, (mily, friends, teachers, etc.) did not

understand how children with ASDs behave and whyaitt the way they do. (Higgins, Bailey,
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& Pearce (2005). Similar findings were reporte@ istudy of 14 parents of children with ASD
by Woodgate, Ateah, and Secco (2008). Parentcjeatiing in this study described feelings of
“extreme social isolation” and a “lack of understang from others” (Woodgatet al, 2008).
Interviews by Midence and O’Neill (1999) found tlpatrticipant families felt they did not
receive the support they needed after their chdd diagnosed with ASD. Subsequent
interviews by Boullieret al. (2008) with 10 families corroborated Midence aritl€ill’'s (1999)
conclusions regarding the “need for improved folop/services after diagnosis.” Drake,
Couse, DiNapoli, and Banach (2008) concluded, basethse studies, that families were left to
fend for themselves in multiple service arenasudicig their children’s schools. Building on
these findings, a 2010 study by Banach, ludice vayn and Couse found that parents
participating in support groups following their ldien’s diagnosis with ASD felt empowered to
support their children thanks to improved advocsigils, better understanding of their
children’s individualized educational plans (IEB)d information about the best way to secure
services for their children. These findings sugdjest “one of the greatest needs for families
coping with a diagnosis is finding acceptance amgpert from others” (Banach, ludice,

Conway, & Couse, 2010).

Economic factors have long been described in thealure as having the potential to
facilitate or inhibit service utilization. Many rearchers have concluded that the socioeconomic
status (SES) of families with children with autiamd their utilization of formal services reflect
a curvilinear relationship (Cohen & Hesselbart,3;9Qoot & Verhulst, 1992). Greater access to
Medicaid or private insurance has meant that faswvith “very low or very high SES
backgrounds” are more likely than those with medmmomes to utilize formal health services.

Despite the efforts of Federal and State legigtat@and the high rates with which children with
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autism spectrum disorders demand and receive ssr\8everal studies have demonstrated that
children with autism spectrum disorders have difties accessing recommended services.
Patrick, Padgett, Burns, Schlesing, & Cohen (198@hd that service utilization decreases when
insurance coverage is reduced or insurance copdgraemincreased. When compared to
children with other disabilities, data suggest ttfatdren with autism are underinsured. The
parents of children with autism are more likelyrtiihe parents of children with other disabilities
to report that their health plans have refusedatpfpr service or that they cannot afford the out-
of-pocket expenses either are not covered in theurance plans or go toward their deductibles
(Krausset al, 2003; Rubleet al,, 2005). In fact, when compared to families ofdign with

other special health care needs, families of childvith ASD have been found to be twice as
likely to report difficulties receiving “serviceferrals” and an “adequate number of service
visits” (Young, Ruble & McGrew, 2009; Krauss al, 2003). Data from a state-wide Medicaid
managed care program indicated children with AS@&2eanted for less than 10% of service
utilization by the program’s members. The data adsealed that, over a six-year period,
utilization rates had significantly declined amantgildren ASDs (Young, Ruble & McGrew,
2009; Ruble et al, 2005). According to a surveydieted in several states, 37% of children
with ASD had difficulties obtaining “needed carediin doctors in the previous year (Liptek

al., 2008; Krausst al, 2003).

Policies and programs mandated by the Individuaith Wisability Education Act
(IDEA) face many barriers to the delivery of inteas intervention. These include, most
notably, the significant costs associated with netee intervention and the law’s failure to
clearly state program’s legal obligations to previsuch intervention. The legal uncertainty

regarding programs’ obligations has been dominbyetthree issues: The “type of intervention to
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be provided,” “the intensity and duration of intengion,” and the “setting” (Mandlawitz, 2002).
IDEA mandates that schools must offer a “free appabe public education.” IBoard of
Education of the Hendrick Hudson Central Schooltfiisv. Rowley 458 U.S. 76 (1982), the
United States Supreme Court held that serviceseuffursuant to IDEA must offer some
“educational benefit” but are not obligated to pdav“optimal benefit.” Despite not having to
provide “optimal or maximal benefit,” the averaggltime intensive intervention program for
students with ASDs costs approximately $40,000yeer per child (Ganz, 2006). Outside of
full-time programs, intensive intervention programesorporated into a more typical educational
environment also add significant costs to the ayeraducation costs. By way of illustration,
during the 1999-2000 school year, the national ayerexpenditure on autism special education
was $18,790 per student. This amount was almose tiimes as high as the $6,556 average
expenditure per student not receiving special ditucdChamber®t al, 2003). Although such
cost estimates are specific to public-school predigrograms, privately intervention programs
are similarly expensive.

In response to these barriers, former Presidentgged’. Bush signed into law the
Combating Autism Act of 2006, which authorizes “rig@ne billion dollars in expenditures
over five years to ‘combat’ autism spectrum disesdbrough screening, education, early
intervention, prompt referrals for treatment an/es, and research.” The legislation
increased federal spending on autism spectrumadbseby 50% and stated that the law’s

purpose regarding autism education, early detectidkSD, and intervention was:

“(1) to increase awareness, reduce barriers t@sorg and diagnosis, promote evidence-
based interventions for individuals with autisnecjpum disorder or other developmental

disabilities, and train professionals to utilizdigt and reliable screening tools to diagnose
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or rule out and provide evidence based intervastfor children with autism spectrum
disorder and other developmental disabilities; and
(2) to conduct activities under this section vatfocus on an interdisciplinary approach
(as defined in programs developed under sectidie(®) of the Social Security Act)
that will also focus on specific issues for chéldiwho are not receiving an early
diagnosis and subsequent interventions” (PL 108-4

In general, the law seeks to:
“(2) provide information and education on autigmectrum disorder and other
developmental disabilities to increase public @mass of developmental milestones;”
“(2) promote research into the development anatlgabn of reliable screening tools for
autism spectrum disorder and other developmergabdities and disseminate
information regarding those screening tools;”
“(3) promote early screening of individuals agher risk for autism spectrum disorder
and other developmental disabilities as earlyrastjizable, given evidence-based
screening techniques and interventions;”
“(4) increase the number of individuals who abdesto confirm or rule out a diagnosis of
autism spectrum disorder and other developmergabdities;”
“(5) increase the number of individuals able toypde evidence-based interventions for
individuals diagnosed with autism spectrum disoateother developmental disabilities;”
and
“(6) promote the use of evidence-based intenadifor individuals at higher risk for
autism spectrum disorder and other developmergabdities as early as practicable”

(PL 109-416).
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The law also expanded and intensified “biomedieakarch on autism, including an essential

focus on possible environmental causes” (Autismagpe2006).

On May 20, 2008, State of Florida Governor Chatliest also signed into law the
“Window of Opportunity Act” whose efforts sought éxpand services and coverage for autism

spectrum disorders by:

“authorizing the Agency for Health Care Adminisiva to seek federal approval
through a state plan amendment to provide homecamimunity-based services
for Autism spectrum disorder and other developmedisabilities; specifying
eligibility criteria; specifying limitations on pxasion of benefits; requiring
reports to the Legislature; requiring legislatiyegpeoval for implementation of
certain provisions; creating s. 624.916, F.S.; tangathe "Steven A. Geller
Autism Coverage Act"; directing the Office of Inance Regulation to establish a
workgroup to develop and execute a compact relaingoverage for insured
persons with developmental disabilities; providifgr membership of the
workgroup; requiring the workgroup to convene withi specified period of time;
directing the office to establish a consumer adyisgorkgroup and providing
purpose thereof; requiring the compact to contpatsied components; requiring
reports to the Governor and the Legislature; angasi 627.6686, F.S.; providing
health insurance coverage for individuals with smti spectrum disorder;
providing definitions; providing coverage for centascreening to diagnose and
treat autism spectrum disorder; providing limitasoon coverage; providing for

eligibility standards for benefits and coverageghpbiting insurers from denying
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coverage under certain circumstances; specifyiggired elements of a treatment
plan; providing, beginning January 1, 2011, tha thaximum benefit shall be
adjusted annually; clarifying that the section nmt be construed as limiting
benefits and coverage otherwise available to amrémsunder a health insurance
plan; prohibiting the Office of Insurance Regulatiorom enforcing certain
provisions against insurers that are signatoriethéodevelopmental disabilities
compact by a specified date; creating s. 641.31698,; providing coverage
under a health maintenance contract for individuaith autism spectrum
disorder; providing definitions; providing coverader certain screening to
diagnose and treat autism spectrum disorder; pirmyitimitations on coverage;
providing for eligibility standards for benefits drtoverage; prohibiting health
maintenance organizations from denying coveragestupdrtain circumstances;
specifying required elements of a treatment plaayiding, beginning January 1,
2011, that the maximum benefit shall be adjustatialty; prohibiting the Office
of Insurance Regulation from enforcing certain @Bmns against health
maintenance organizations that are signatorieh@¢odevelopmental disabilities
compact by a specified date; providing an effectilate” (Florida Senate Bill

2654, 2008).

As illustrated above, issues resulting from vasitacal, state, and federal health-care

policies often affect children with ASDs’ access@vices (Combs-Ornet al, 1991). Health-

care policies and manage care initiatives affeconty individuals’ eligibility to receive

services but also the nature of the services thegive after they have been deemed eligible for

services and the degree to they are financiallyaesible to pay for those services. As such,
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policies may lead to increased access to servisesoine and a decrease of services for other
groups (Ehreth, 1996).

“Poor availability of services” is a clear “syste#level barrier” to formal treatment and
intervention services, “just as an inadequate soeavork is a barrier to informal support”
(Srebnik, Cauce, & Baydar, 1996). “Lack of suffitily trained staff members,” “high staff
turnover,” “negative staff attitudes,” and “usengfgative practices” is also a widespread barrier
to supporting families at the systems level. (Ruiefnball, Turnball, & Postdon, 1999). Other
barriers to formal services can include “lack ahgportation,” “long waiting lists,” “inflexible
hours,” “lack of childcare,” “distance to serviceand “poor match between services and a
family’s language and/or culture” (Combs-Oreteal, 1991; Goldsmitlet al, 1988; Meinhardt
& Vega, 1987; Srebnik, Cauce, & Baydar, 1996; S1988). Service providers’ attitudes
sometimes also stand in the way of service utibmat This is especially true where those
attitude conflict with the beliefs of children wikSDs’ families. For example, providers have
been known to sometimes consider a families fatlor&tend services or their underutilization
of services as the families’ being “resistant”lte services. The families, meanwhile, may
refrain from attending services because they peecgystem barriers of which service provider
are oblivious (Trupiret al, 1993). In their investigation of the 2005-2008&iNiaal Survey of
Children with Special Health Care Needs (NS-CSHQM)ri and Warfield (2011) found that
families of children with ASD were significantly meas risk for having “unmet specialty and
therapy care needs.” Parents reported “providdr ¢dskills” to treat their child as a barrier to
obtaining necessary and recommended services &Nfarfield, 2011). The result of these
differing points of view can greatly reduce botlfessionals’ and families’ motivation to reduce

barriers to service utilization (Srebnik, CauceB&ydar, 1996).
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In the autism literature, service characteristies often defined in terms of how closely
they match aspects of “family-centered care.” Adany to Dunst (2002), a family-centered
approach is characterized by “practices that tagatlies with dignity and respect; information
sharing so families can make informed decisionsilfachoice regarding their involvement in
and provision of services; and parent/professiocnlidborations and partnerships as the context
for family-program relations.” In this model, s&® characteristics must include “practices that
are individualized, flexible, and responsive to figmoncerns and priorities, and which involve
informed choices and family involvement in achigyaesired goals and outcomes” (Dunst,
Trivette, & Hamby, 2007). In their meta-analysisrist,et al. (2007) found that family-centered
practices influenced “parents’ judgments of théifds behaviors.” Although family-centered
practices did not relate to “child development omtes” directly, it did so indirectly by
increasing parents’ self-efficacy beliefs. As aulegparents felt more confident and capable and
tended to offer their children more and betternesy and development opportunities (Teti &
Gelfand, 1991;Colemaet al, 2002). Unfortunately, there is no research that is able to
illustrate a direct relationship between family-tsrd practices, service characteristics, and
child development outcomes.

2.4 Summary of the Literature Review: Implicationsfor the Present Study

In 2006, Croeret al. conducted a comparison of health care utilizaéiod costs between
children diagnosed with ASD and not diagnosed WBD. Results of the study indicated that
the utilization and cost of health care are sigatffitly higher for children with ASD. However,
as previously stated, evidence suggests that A3Breh do not receive the full amount of
services recommended. Several problems with sentitzation for ASD treatments and

interventions have been identified including difites accessing services, limited involvement
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in invention efforts by the children’s families,dareports that providers were unwilling to

engage in interagency collaboration.

Evidence strongly suggests that parents and camegof children with ASD are critical
to their children’s treatment. This is particwjesb where specialty mental health resources are
limited. Unfortunately, the intensive care thatldten with ASDs require can are major causes
of stress and strain on their family’s resourc8sach financial and psychological strain too often
leads to the underutilization of services. Idsfmtij what encourages or discourages parents
from seeking more help with theses stressors ahzing ASD treatments is therefore critical to
helping the parents of children with ASDs and, tigto the parents, the children themselves.

(Pottie, 2008).

Despite the mounting quantitative research anafygpecific barriers to service
utilization, paucity in the literature still remairLittle research has been conducted that
examines the decision making process families goutih when deciding which services they
will utilize for their children following a diagnas of ASD. In particular, no research exists that
gualitatively examines why parents may voluntacityose to reject recommended services for
their children following a diagnosis of ASD. Asesdllt, it is vital that research be conducted in
order to gain greater insight into why childrengtiased with ASD are not receiving all the

necessary and recommended services.
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CHAPTER 3

RESEARCH AND METHODOLOGY

While there are multiple theories that addresgise utilization, there are no theories
that describe parents’ experiences accessing drmhgtservices for their children following a
diagnosis of ASD. Specifically, there is no reshagamining why parents may voluntarily
choose to reject recommended services for thelidrem following a diagnosis of ASD. This

study will examine reasons why parents may chomsejéct recommended services.

The most appropriate methodology to utilize fostbiiudy is a mixed methods approach,
in particular Concurrent Nested Strategy, becauseetis paucity in the literature regarding
parents’ experiences accessing and utilizing sesvior their children. The concurrent nested
strategy allows the researcher to “gain broadespgemtives” by using both qualitative and
guantitative methods. In this particular study, mitative methods will be embedded into a
primarily qualitative design in order to “enrichetidescription of sample participants” (Morse,
1991). A qualitative design will be primarily usidthis study as there are aspects of parents’
experiences that cannot be quantified (Morse, 1¥dgdan and Biklen (2003) described
gualitative methods as being more concerned “wititgss rather than an outcome or product”

while Patton (2002) described it as a “facilitattd”examining issues “in depth and detail.”

This methodology allowed for the researcher tomkieonceptually the theoretical
framework first described by Srebnik, Cauce, angdda (1996) by asking parents to provide
first- hand accounts of their experiences throlghuse semi-structured interview questions

based on the youth help-seeking and service utdizanodel (Srebnik, Cauce, & Baydar, 1996).
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This methodology allowed for the researcher to begiderstanding parents’ experiences when
choosing which services to utilize for their chddrfollowing a diagnosis of ASD. In addition,
parents were asked to identify which treatmentgandterventions have been recommended to
them and by whom. The interviews were transcrilbed)yzed, and coded using the directed
content analysis approach, which allowed for tlseaecher to use the key concepts or variables
found in existing theory or prior research as atitioding categories (Hsieh & Shannon, 2005;
Potter & Levine-Donnerstein, 1999). Interviewstwpiarents of children diagnosed with ASD
were analyzed to expand upon existing theory irotol help explain parents’ experiences
choosing which recommended services to utilizeHeir child following a diagnosis of ASD.
This expansion aimed to address the specific araied facilitators to service utilization faced
by parents of children with ASD as well as othetdas that impacted their decision making

process when choosing which services to utilizeteir child.

3.1 Setting

Participants in the study were allowed to chobgsddcation of the interview in order to
ensure their convenience, comfort, and privacy wdtering their experiences with the
researcher. Five of the nine parents participatirtpe study chose to be interviewed in their
homes. Two parents chose to be interviewed in filade of work. Two parents chose to be

interviewed in public restaurants.

3.2 Procedures for Protecting Participants’ Confientiality

The researcher provided each participant with & catgnber that was used to identify the
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participant throughout the study. Any documentsectéd for the study were stored securely in a

locked file cabinet.

3.3 Participants

Participants were recruited for this study usimugooseful sampling technique in order
to ensure that the issues being examined werecaredired by a range of families. Patton (2002)
described stratified purposeful sampling as a “damjithin a sample” that can be utilized to,
not only identify a “common core,” but to capturajor variations between groups. Bogdan and
Biklen (1985) described purposeful sampling as simap“particular subjects to include they are

believe to facilitate the expansion of the deveigpheory.”

Participants were nine parents or caregivers dflidm aged 3-5 diagnosed with an
autism spectrum disorder within the last year whimgleted a semi-structured interview for this
study. At least three Caucasian, three Hispanid tlree African American families were
recruited for the study in order to compose sttiadd are heterogeneous. Informants were
recruited through their participation in the comntysvased program Parent to Parent of Miami.
Inclusion criteria for this study was as followsirficipants must be 18 years of age or more and
be the biological mother or father or legal guamché a child with an autism spectrum disorder,
specifically Autistic Disorder, Asperger’s syndrona@d Pervasive Development Disorders
NOS. Participants must be currently raising thédchith autism spectrum disorder in their
home. Participants must also reside in the Sowthdd area and be willing to complete an
interview in person and provide the researcher witlopy of the evaluation that diagnosed the
child with ASD including recommendations. Particifmmust also be able to speak and

understand English proficiently. Exclusion critefioa this study were as follows: Participants
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who have a child diagnosed with other autism spettlisorders such as Rett’s Disorder or
Childhood Disintegrative Disorder will be excludiedm participating. Persons who have a
biologically-born child with a diagnosis of an aun spectrum disorder but are not raising the

child in their home will also be excluded from ttedy.

3.4 Procedure for Soliciting Participants

A community based parent resource center, Pavdpditent of Miami, agreed to email a
copy of the recruitment flyer in a weekly email re&ge to over 5,000 families who receive their
support and services. Parents interested in gaatiog were asked to contact the primary
investigator. During the telephone conversatiomepis were asked if they met basic
participation requirements to participate in thedst If participation requirements were met, a
date and time for the interview was establishexdfoi the interview was conducted, parents
received a packet that included informed consebgtsigned and a demographic questionnaire
to be filled out and returned to the researchard the interview in order to confirm that
participation requirements were met. Additionathge consent informed parents that they would
receive a twenty five dollar gift certificate foarticipating in the study following completion of
the interview. Parents also needed to providedkearcher a copy of the evaluation diagnosis

the child with ASD and subsequent recommendatibtiseatime of the interview.

A total of twenty-two families responded to theagled flyer. Six families were excluded
from the study because they contacted the primesgarcher after the maximum number of
families participating in each stratum had beemusst Three families were excluded from the
study because they were not proficient English lsprsaand translation of the interview

guestions and measures would have been requirgéddioparticipation. Two families were
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excluded from the study because their children wesx the age of 5. Two families were
excluded from the study because they were unalpeotade the primary researcher with a copy

of the psychological/psychoeducational evaluatiwt tiagnosed their child with ASD.

3.5 Data Collection

Multiple data sources were used in this study. S&ractured interviews with open-
ended questions were conducted with parents adremilwith ASD to discover the rationale
behind which services they choose to utilize feirtichildren. Special attention was paid to
examining reasons why parents may choose notlipeudi recommended service. Additionally,
a demographic questionnaire and document analygesychological and psychoeducational

evaluations and recommendations were utilized diiadal sources of data.

3.5.1 Parent Interview

Charmaz (2006) described qualitative interviewiag@anethod that “provides an open-ended,
in-depth exploration of an aspect of life aboutebhihe interviewee has substantial experience,
often combined with considerable insight.” Becaosis in-depth nature, interviewing allows
for each participant to provide an interpretatidbtheir experience. This interpretation will “shed
light” on the topic that the interviewer seeks talarstand. (Fontana & Frey, 1994; Seidman,

1997).

Participant interviews were the primary data adlen method used in this study.
Participants completed one interview that was at@f@d and transcribed. The interview

guestions that guided initial data collection arerfd in Appendix A. A semi-structured
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interview process ensured that both participantsrasearchers were able to expand on the

guestions asked as part of the interview process.

The questions focused on the help-seeking andceantilization attitudes, perceptions,
experiences, and behaviors described by SrebnikzeZ@and Baydar’s (1996) model of help-
seeking and service utilization. A few broad, setnitctured, open-ended questions were
devised in order to encourage unanticipated stattand stories to emerge (Charmaz, 2006).
Questions were primarily devised with the gapshmresearch and the research questions in
mind. The factors listed in Srebnik, Cauce, anddgay (1996) model of help-seeking behaviors
were also utilized in order to ensure that paremie able to share the full scope of their
experiences with the researcher. Questions weoedalased using the literature describing
parents’ experiences accessing and utilizing sesvior their children as well as a number of
help-seeking surveys designed to assess parergseaxes with services and service providers
(e.g. Trivette & Dunst, 1994; Dunst, Trivette, & iday, 1996). The researcher’s experiences
working with parents of children recently diagnoséth ASDs, keeping in mind the unique
characteristics of the study’s participants, wese atilized to develop interview questions. A
few follow-up interview questions were also crediechvite for a more detailed discussion of a
specific topic. In the appendix, questions havenlmadegorized into the three categories
described by Srebnik, Cauce, and Baydar (1996 jtteatnost associated with help-seeking and
service utilization: “lliness profile variables,pfedisposing factors,” and “barriers and
facilitators to care.” Although questions were gatézed in the appendix for convenience the
order of questions and wording differed dependingh@ responses of the participant during the
course of the interview in order to explore andltake participant elaborate on their experience

(Charmaz, 1991). Additional questions were alsteddduring the course of some interviews in
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order to clarify details, obtain accurate inforroatior learn more about the participants’

experiences and reflections (Charmaz, 2006).

A pilot study was utilized in the current studyarder to ensure that the interview
guestions devised by the primary researcher majdhés of the study. Analysis of the responses
of the parents participating in the pilot study ftoned that their responses to interview

guestions were sufficient in meeting the goalsefpiroposed study.

3.5.2 Demographic Questionnaire

A demographic questionnaire was utilized as a sgaynsource of data in this study. The
demographic questionnaire was used to ensure #dnétipants have met participation
requirements. Information gathered from the demagraquestionnaire was also used to
individualize interview questions or clarify infoation gathered during the interview. Items
asked participants questions about their ethniat, level of education, income, child’s
diagnosis, and family structure. Demographic dataften utilized in qualitative research to
support thick descriptions and the triangulatioocess, techniques used to increase the validity
of qualitative inquiries. Further information redarg thick descriptions and triangulation will be

discussed later in the chapter.

3.5.3 Document Analysis

A third source of data in this study was documeratsis. Extant texts, such as psychological
and psychoeducational evaluations, can complemaiitative interviewing methods and are
often used as supplementary sources of data (Caa@@6). Such texts provided useful

statements about the participant’s experience egdidected analysis in pivotal ways (Charmaz,
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2006). Like the demographic questionnaire, docuraeatysis was primarily used to support the

triangulation process.

Participants provided the researcher with a cdpfi@psychological or
psychoeducational evaluation that provided therthag of ASD and subsequent
recommendations. The researcher analyzed the ¢ioal@and recommendations for information
related to Srbenik, Cauce, and Baydar’s (1996) mafdeelp-seeking practices and service
utilization. Specifically, the researcher will loédr information that describes (1) “clinical

assessment of need,” (2) “perceived need,” “farchigiracteristics,” (3) “demographic
characteristics,” (4) “sociocultural values/beligf®) “community and social networks,” (6)
“service characteristics,” and (7) “policy.” Addaitially, the researcher examined the specific
recommendations listed in the evaluation. All thisimation analyzed in the document was

compared with the information gathered during titerview.

3.5.4Treatment and Interventions Checklist

Each participant was asked to identify servicesweae recommended to their children and
families following a diagnosis of ASD as well ag tiirst name of the person who provided the
recommendation and their relationship to the fanfihgatments and interventions listed were
categorized within the five treatment modalitiestdd in the literature review. Participants’
responses on the checklist were utilized duringribexview to generate a series of questions
regarding community and social support, barrieraaititators to treatment, and their
experiences choosing, accessing, or utilizing sesviParticipants’ responses were used to
examine how many services were recommended toiemnilow many they are chose to utilize,

and who recommended specific kinds of services.
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3.6 Data Analysis

3.6.1 Open Coding

Open coding is conceptualizing on the first levighlostraction (Strauss and Corbin, 1998).
When an open coding procedure is used, all dateraken down into concepts that represent
ideas, acts, incidents, or events. In this stulliyntrview responses were transcribed into
NVIVO10© within a week of the interview. After traaription, interviews were examined and
dissected into sentences and phrases represergathemain ideas and concepts expressed by
the participants. These sentences and phrasedhegreoded according to their unit of
meaning. Participants received lists of the mdeas and were asked to confirm that they
accurately capture the ideas that the participdoisght to be most important. Participants’
agreement or disagreement with their individualgaipts and lists of main ideas will be

indicated in the results.

Once a list of concepts was assembled and agp®ed the concepts were assembled
into categories representing the perceptions aactipes of the participants. This second step in
the coding process is often referred to as “con@@moding” and allows the researcher to
organize open codes into groups based upon tmeilasities. Interviews were coded using the
category list generated. Coding involved two stefpisst, each interview was independently
coded by the researcher and a colleague. Thengskarcher and her colleague discussed their
category assignments and reached a consensushasctmde categories that each passage
represented. For each category created, an exaomrditthe category’s properties and

dimension was noted.
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3.6.2 Axial Coding

Charmaz (2006) described axial coding as “a typeoding that treats a category as an axis
around which the analyst delineates relationshigpspecifies the dimensions of the category.”
Axial coding is principally used to reassemble dhtt has been fractured as a result of the open
coding process (Strauss and Corbin, 1998). Thdtieghat large amounts of data are sorted,
synthesized, organized, and reassembled in new folg®ing open coding, allowing for
relationships between categories to be linked congeptual rather than descriptive level
(Creswell, 1998; Strauss and Corbin, 1998). Dutimg phase of analysis, the dimension and
properties of categories created during the opdrcanceptual coding process were examined
and grouped into “main” and “subcategories” tharesented the majority of experiences

described by the participants.

3.6.3 Selective Coding

Selective coding is a “process of integrating agfthmg categories” (Strauss and Corbin, 1998).
There are two primary goals during this step ofysis. First, the researcher seeks to develop an
overarching theoretical scheme regarding the oelatiip between the different categories. The
second goal is determine which “core category” kaptains the experiences of the participants
(Glaser, 1998). During this step, the main categocreated during axial coding were examined
for similarities and differences. These main categowere then sorted in order to create a set of
overarching theoretical categories or construBslational statements were analyzed in order to
begin linking constructs. A “diagram” and “narraiof the emerging theory was developed to
help determine if one core category existed thattesented the participants’ experiences. Lastly,

each participant’s story was reviewed in orderggeas the fit with the theory proposed.
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3.7 Trustworthiness and Validity of Data

Trustworthiness, or validity, of data is an impottaomponent of any research study
(Creswell, 1998). In qualitative studies, the methbdata collection, analysis, and
interpretation are the primary considerations wivgen determining the study’s
trustworthiness. In this study, the trustworthinasd validity of data were established through
triangulation, member checks, disconfirming evidgrtbick descriptions, theoretical sampling,

and auditing.

3.7.1 Triangulation

Triangulation is used to increase the credibilitg &alidity of data through “cross verification
from more than two sources” (Bogdan & Biklen, 20Q06) this study, two types of triangulation
were utilized in order to increase the trustwortlss of the research: Data triangulation and
investigator triangulation. In this study, datamgulation was achieved through the use of
various data sources to collect data: Participatetviews, demographic questionnaires, and
psychological/psychoeducational evaluations. Infattan obtained through interviews,
guestionnaires, and evaluations was analyzed ier dodevaluate the trustworthiness of
information sources and data collected was comparéte expanded theory to confirm the main
concepts proposed in the theory. Investigator gudation was achieved in this study through
inter-rater reliability checks. The researcheralmtirated with a colleague to achieve inter-rater
reliability on coded data. Each interview was inelegiently coded by the researcher and a
colleague. Then, the researcher and her colleagaessed their category assignments and

reached a consensus as to the code categoriesatthapassage represented.
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The colleague was a fifth year doctoral studersicimool psychology from an APA
accredited institution. At the time the researcls wanducted, the colleague was employed as a
pre-doctoral intern in South Florida. The colleaguenarily performed developmental disability

and learning disability assessments for preschged @hildren, including children with ASDs.

3.7.2 Member Checks

Feedback from participants is the “single most intgot way of ruling out the possibility of
misinterpretation of the meaning of what they sag the perspective they have on what is going
on” (Maxwell, 1996). In this study, participantsetved a transcript of their interview as well as
a list of main ideas as interpreted by the researdParticipants had the opportunity to review
the transcripts and lists of main ideas and confirenaccuracy of data and researcher
interpretations. Participants received lists ofrtiein ideas via mail or email. Participants were
asked to demonstrate their agreement by contatttengrimary investigator via phone or email
and stating their approval. Participants were as@aetbmonstrate their disagreement by
providing the primary investigator with a correctet of main ideas. In the current study, all
participants approved of the list of main ideasegated by the researcher. None of the parents
participating in the study offered any edits oreaskor any information regarding their
transcripts or the lists of main ideas to be cae@or changed. Participants were asked to
consent to the use of the data and informatioruded in the results. All parents participating in
the study returned the transcripts and lists ohndeas and consented to the researcher’s use of

their data and information in the results.
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3.7.3 Disconfirming Evidence

After preliminary concepts and main ideas wereldistaed, the researcher looked for evidence
that is inconsistent with these themes. Inconsistéarmation will be coded as outlying

information and will be included in the results (84 & Huberman, 1994).

3.7.4 Rich Data and Thick Descriptions

Charmaz (2006) described thick descriptions artudata as “detailed, focused, and full
material that reveals the participants’ views, ifeglintentions, and actions as well as the
contexts and structures of their lives.” In thigdst, rich data and thick descriptions were
obtained through the writing of extensive field @®bf interview observations and the compiling

of detailed narratives through transcriptions oéiiews.

3.7.5 The Pilot Study

A pilot study has been defined as “a small-scalthouological test conducted to prepare for a
main study and intended to confirm that methodsl®@as would work in practice” (Jariath al,
2000; Prescott and Soeken, 1989; van Teijlingentaunttliey, 2002). Conducting a pilot study
gives researchers an opportunity to make adjussraard revisions to their design prior to
conducting their main study, specifically in regatd data collection methods, sample
recruitment strategy, and overall “proposed resgeprocess” (Muoict al, 1995; Perry, 2001;

Prescott and Soeken, 1989; van Teijlingen and Hyn@002).

In the proposed study, the pilot study was usddt@assess the acceptability of the

interview, observations, document analysis, andéhemmended services/interventions
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checklist; (2) help the researcher assess andngreéparview and observation techniques as well
as self-evaluate readiness, capability, and comemtras a qualitative researcher; (3) help the
researcher uncover and resolve any ethical anghitaeyical issues that may hinder the proposed
study; and (4) help the researcher idensfyeci c methodological issues so that the resesarch
can “af rm, sharpen, or revise how to pursue andiee the goals of the proposed study” (Kim,
2010). Overall, piloting the proposed allowed floe tesearcher to “focus on, expand, or narrow
the proposed research topics and gain a clear pturatzation of the focus of the topic” (Kim,

2010).

The goal of the pilot study was to test the redean's ideas and methods. The pilot study
was designed to provide an opportunity to createraerstanding of the concepts, beliefs, and
experiences held by the parents participatingeénstandy. According to Maxwell (2008),
conducting a pilot study in qualitative research peovide the researcher with “an
understanding of the meaning that these phenomeha\eents have for the actors who are
involved in them, and the perspectives that infther actions.” Therefore, a pilot study was
necessary to ensure that interview questions peovide information necessary to answer

research questions.

In the pilot study, three families, one familyrmeach stratum (one Caucasian, one
Hispanic, one African American), who met the papttion requirements of the study were
asked to participate. The methods used to cadiedtanalyze data in the pilot study are
described in the “Data Collection” and “Data Anadysections. Once data was collected and
analyzed, the results of the pilot study were neeig by the professor directing the dissertation,

Dr. Steven Pfeiffer, in order to ensure that theéhmoes for data collection and analysis utilized
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allowed the researcher the meet the goals of thggged study. After consultation with Dr.
Pfeiffer, it was agreed that the sampling frame twednethodologies were sufficient in meeting
the goals of the proposed study and would remars#ime for the main study. Therefore, results
of the pilot study and the main study will be rapdrtogether in order to increase the efficiency

and power of the study overall.

3.7.6 Treatment and Interventions Checklist

Each participant was asked to identify servicesweae recommended to their children and
families following a diagnosis of ASD as well ag tiirst name of the person who provided the
recommendation and their relationship to the fanfihgatments and interventions listed were
categorized within the five treatment modalitiestdd in the literature review. Participants’
responses on the checklist were utilized duringriterview in order to generate a series of
guestions regarding community and social suppartjdrs or facilitators to treatment, and their

experiences choosing, accessing, or utilizing sesvi

3.7.7 Auditing

All documentation created by the researcher, inolydterview transcriptions and field notes of
observations, were reviewed and stored securadyder to ensure that any theory generated is

grounded in the data and that qualitative methagloleas adequately followed.

3.8 Risk / Benefit Analysis
No risks were reported for participants involvedhis study. Anticipated benefits
include the possibility of participants’ perspeesvinfluencing policy decisions. Multiple

participants reportedly enjoyed sharing their eigreres in a safe, confidential, and non-
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judgmental environment. Many parents also repdtiatithey hope their experiences could help

other parents of children diagnosed with ASDs.
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CHAPTER 4

RESULTS

In this chapter, findings from the study will beasid. The purpose of the current study is to
examine the decision making process families gaouiin when deciding which services they
will utilize for their children following a diagnas of ASD. The current study also examines the
reasons why parents may voluntarily choose to reggommended services for their children
following a diagnosis of ASD. A concurrent nestéategy was used in an effort to extend
conceptually the theoretical framework first delsed by Srebnik, Cauce, and Baydar (1996) by
gaining broader perspectives of parents’ expereaceessing and utilizing services for their

children following a diagnosis of ASD using bothatjtative and quantitative methods.

Table 4.1: Demographic information for pilot styarticipants

FAamiLY 1 FAmMILY 2 FAmILY 3
AGE OF MOTHER 42 31 39
AGE OF FATHER 41 45 42
AGE OF | DENTIFIED 4 5 4
PATIENT
AGE OF SIBLING N/A N/A 2
OCCUPATION OF Realtor/Small Business Paralegal Unemployed
M OTHER Owner
OCCUPATION OF FATHER Realtor County Employee Lawyer
M OTHER’ SHIGHEST Bachelor’s Bachelor's Associate’s
DEGREE EARNED
FATHER'SHIGHEST Bachelor’s Associate’s Juris Doctorate
DEGREE EARNED
ETHNICITY Caucasian Hispanic African-American
L ENGTH OF TIME SINCE 4 months 12 months 11 months
DIAGNOSIS
MEDICAID RECIPIENT No No No
PARENT INTERVIEWED Father Mother Mother
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Three parent interviews were conducted during 2002. Interviews took place in a setting
chosen by the parents. Two participants chosentoiriterview to be conducted in their homes
and one participant chose for the interview to txedeicted at his place of business. Interviews

lasted approximately 60 — 90 minutes.

The pilot study aided the investigator in testihg parent interview protocol and evaluating
potential methodological issues that might neeoetonodified or adjusted prior to initiating the
study. Analysis of the pilot interviews indicatdwht the parent interview provided the
information necessary to examine which factorstlagemost influential in their decision making
process when deciding which services to utilizetheir children following a diagnosis of ASD
and what factors may influence parents to volulytagject recommended services for their child
following a diagnosis of ASD. Questions appearesyé¢a understand and parents were able to
respond to questions appropriately and candidli wansiderable and detailed sharing of
information. The pilot study also allowed the ra@sbar to gauge the appropriateness of
interview questions as well as her own ability emduct interviews. After analysis of the pilot
study indicated that the same methodology utilineithe pilot study would also be utilized in the
main study, the results of both the pilot and tlemstudy were combined and analyzed.

Interviews with the six remaining families partiatpg in the study were conducted in
August and September 2012. Three parents askéatéoviews to be conducted in their homes.
Two parents asked for interviews to be conductes paiblic location of their choosing. One
parent asked for the interview to be conductedeaplace of business. Interviews lasted
approximately 60 — 180 minutes. Demographic infdromafor the six families participating in

the main study is as follows:
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Table 4.2: Demographic information for main studytipants

D

FAMILY 4 FAMILY 5 FAMILY 6 FAMILY 7 FAMILY 8 FAMILY 9
AGE OF 33 32 29 43 35 26
M OTHER
AGE OF N/A 40 34 44 38 N/A
FATHER
AGE OF 4 4 3 3 5 5
| DENTIFIED
PATIENT
AGE OF N/A 6 1 17 10 N/A
SIBLING
OCCUPATION Self- Unemployed | Unemployed/R Unemployed | Receptionisit Teacher's
OF M OTHER Employed/

Jewelry N Assistant

Maker
OCCUPATION N/A Teacher Architect Computer | Accountant N/A
OF FATHER Programmer
MOTHER'S High School Bachelor's Bachelor’s Bachelor’s High SchgolAssociate’s
HIGHEST Diploma Diploma
DEGREE
EARNED
FATHER’S N/A Bachelor's Master’'s Bachelor's Master’'s N/A
HIGHEST
DEGREE
EARNED
ETHNICITY Caucasian Caucasian African- African- Hispanic Hispanic
American American

LENGTH OF 10 months 11 months 11 months 12 months 10 months 0 mahths
TIME SINCE
DIAGNOSIS
M EDICAID Yes No No Yes No No
RECIPIENT
PARENT Mother Mother Both Both Mother Mother
INTERVIEWED

Of the nine families participating in the study Biterviews were conducted solely with the

mother of the identified patient; two interviewsr&@e&onducted with both parents of the

identified patient; and one interview was conductdth the father of the identified patient. All

of the parents participating in the study were lgghool graduates. One parent reported that she

had completed her Associate’s degree, while ninerpgg had reportedly completed their

Bachelor’s degree. Three parents reported thatliedycompleted graduate programs. Two
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parents participating in the study also reported they were Medicaid recipient, while the other
seven parents reported they received coveragegrivate insurance agencies. The length of
time since their children had been diagnosed witA&D ranged from 4 months to 12 months.

After conducting interviews with all nine familiggrticipating in the study, Strauss and
Corbin’s (1998) grounded theory method was usexhtdyze the interview transcriptions.
Following the analysis, a list of 19 open codes daeloped. The 19 open codes were
incorporated into one or more of six conceptuaggaties which formed the foundation for three
themes and one core category.

Table 4.3: Factors influencing parents’ decisiorkimg process when choosing or rejecting
recommended services

FACTORS INFLUENCING PARENTS’' DECISION-MAKING PROCESS
WHEN CHOOSING OR REJECTING RECOMMENDED SERVICES
= leaDr.ents Rerceptlon of Predlspo§|r!g Barriers / Facilitators to Treatment
T iagnosis / lliness Characteristics
|_
|
)
& o] Diagnostic Parents : Outside | Economic .
| ) Perceived Self-Reliance Services
@) Experience Influences | Factors
P Need
@)
10
Formal
Services
Svmptom | Need for Community- Informal
ympror . \ Social Services and
recognition| assistance Support Interventions
W before Finances
a . . .| Resourcefulness
o || Perceived | diagnosis Eamil Service
O [ Knowledge y Policy )
Z 1 of the Need for Values and | Support Providers/
o . . Beliefs Characteristic
o | disorder assistance Work Insurance
. . fo_IIowmg Voluntary
Diagnosis | diagnosis Internet Refusal of
Services
Education
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The core categoryactors Influencing Parents’ Decision Making Pros&¥hen Choosing
or Rejecting Recommended Serviesnmarizes parents’ experiences deciding whiohcas
to utilize for their child following a diagnosis &SD. Regardless of the race, ethnicity,
socioeconomic status, occupation, or child’s diaggdhere was an overwhelming sense of
parents’ self-reliance and parents’, ultimatelyaking decisions regarding their child’s
treatment that reflected their perception of tlekitd’s need and their values as a family.
Overall, while all the parents participating in #$teady acknowledged the influence of family,
community, and service providers in their decisiwaking processes, parents often relied upon
their own knowledge of their children and of th&mptoms when picking and choosing
appropriate services and providers. Additionallynee families acknowledged a lack of
assistance regarding coordination of services padific behavioral interventions. All nine
families expressed that, while they received gdnefarmation regarding services or service
providers from family, friends, service provideasd community support groups, it was
necessary for them to individually find more spiedrfiformation regarding their child’s
symptoms, recommended treatments, services, avides@roviders using the internet. The
result was that parents’ decision making proceg®es mostly influenced by how they
perceived their child’s symptoms and how closebythelieved the services aligned with their
beliefs about what was best for their child.

4.1 Themes, Categories, and Open Codes

The research questions regarding which factorsnaxst influential in parents’ decision
making processes when deciding which servicesilimeubdr reject for their children following a
diagnosis of ASD are addressed at the level of #tiemodes, and within the underlying

categories and codes, findings will be exemplifiide following sections will describe the
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following three themedarents’ Perception of Diagnosis/lliness, Predispgharacteristics,
and Barriers/Facilitators to TreatmeniVithin the description of each theme, the indiabdu
conceptual categories contained within these thexaegell as the open codes that form each
conceptual category will be broken down. In ordemiake clear which areas were most
influential in parents’ decision making processbik and rich descriptions of findings will also

be provided.

4.2 Results of the Study

4.2.1 Theme 1: Parents’ perception of symptoms/dimosis

Parents’ perceptions regarding their child’s il&sas one of the most influential factors in
parents’ decision making processes regarding wéechices to utilize for their children

following a diagnosis of ASD. The current finding® slightly different from the Srebnik,
Cauce, & Baydar’s (1996) findings, which stated tha child’s diagnosis and symptom severity

were the most “powerful predictors” of help-seekiehaviors.

Diagnostic experienceThis category refers to the parents’ experiencgarteng their
child’s ASD diagnosis. This category contains tperocodesymptom recognition, perceived

knowledge of the disordeanddiagnosis.

Many of the parents participating in the study réga that they identified symptoms
related to ASD before their children were two yeaads All nine parents also reported delayed
developmental milestones. Surprisingly, while atlenparents reported concerns regarding their
children’s developmental milestones, many also ntepahat they were discouraged from

seeking a diagnosis or treatment from family, fiignand even pediatricians. The
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discouragement they felt led them to wait longantthey wanted to address their children’s

needs. Family 2 said:

When | started to feel something wasn't right waabout 6 months. The lady taking
care of him said to me, “You know, when | lay hilown, his legs go up.” And it looked
weird, but he was kind of chubby so | thought neaittwas just that. But, now | know he
has some problems with trunk support. And thett wie speech delays. Like | said,
everything was late, but it happened. But the cipeeally got me. And | even waited an
extra 4 months longer than | wanted to beforektoim to get evaluated.

Family 1 described a similar experience:

Since he was about 2 we’ve been observing thatdsemeeting his milestones just in the
nick of time, and lack of eye contact was very ecgdble and distracting, and ultimately,
over time, we started to realize that is was somegtthat needed to be looked at. So
we’ve been monitoring since he was about 2 untivbe about 4 or 4Y2 that we went to a
neurologist to get a diagnosis. | think my wife virsituenced at the beginning because
everyone was telling her to just wait and see &edvgas just watching, watching,
watching, watching to see what would happen aheé ivould grow out of it, and now
she is frustrated she didn’t act 2 years ago.

Family 9 reported how she noticed speech delaysamkdbf eye contact in her son. However, at

the advice of her pediatrician, she waited until$en was 3 ¥z to receive a formal diagnosis:
| noticed he lacked eye contact so | took him ®gRdiatrician. So, | asked the
pediatrician and the pediatrician said, “I wantdter him to a neurologist.” So, | went to
the neurologist and the neurologist said he hald fugctioning autism. The pediatrician
noticed something but didn’t want say he was aatistcause he can’t say that. He can’t
diagnose autism so quickly. But, he noticed a dpéetay tool told him, and he told me
“Oh, it's just a speech delay.” He just told mehtd on and wait and see if it got better.
And then, when he was 3 %2, and we both realize@$n't getting better, so he referred
me to a neurologist and that's when he was diaghose

Family 7 reported that, shortly after her son’stfisirthday, she noticed his speech, attention, and

behavior regressing. However, she had no ideehtttaton had autism. In fact, she was angry

when an audiologist suggested that her son may datiem:

The next day, after his first birthday, was hiscraation. After his vaccination, it took
like 4 or 5 months, and | saw a decrease in higdpkearing, and attention. We started
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going crazy because of his lack of attention. Véetad trying to take him places to see if
people could help us. We took him to an ENT (easen and throat specialist). | even
took him to the ER at Miami Children’s Hospital bese getting an appointment to see
an ENT or a neurologist would take at least 6 mens we were trying to find him
services, | honestly thought he was becoming déafwvouldn’t answer us. We would
snap our fingers and he would look away. We rdalbyght it was hearing problems or
maybe a cold or something that was messing witleduis. So, one day, we decided to go
to the ER at Miami Children’s Hospital...So, they redvme to a room where they would
test his hearing. We had to pay another $100. tweethe room and this lady came in
and said, “Don’t get mad. | know you might thinknl’crazy. But, I've been working with
children for over 20 years and your son has alkctreracteristics of a child with autism.”
And | said, “What is autism?” And all the hair aller my body just stood up. Looking
back on it, I know what she did was a favor, buhat time, | just wanted to strangle her.
She was the audiologist. She told me he had ndgar@bwith his hearing, but she saw
how he was playing with my husband’s ears and nspand’'s hands and she said that
she saw some things that looked like autism. Senvdhe told us this, | wanted to
strangle her.

Family 6 reported that, while she had some concalosit her son’s behavior, she and her
husband were unaware that their son’s behaviors a&sociated with ASD. Family 6 and her
decided did not get treatment for their son urgil $ister pointed out that her son was

demonstrating characteristics of ASD:

We were suspicious of things that may have beemggon with him because he had
difficulties. He wouldn’t answer questions. He aigad his toys in a certain way. But, we
couldn’t make sense of it. | mean, we’re not prsi@sals. We're just parents. And our
parents said, “Oh, he’s two years old. This is patural for him.” We didn’t know any
better. Well, the issue of autism was first broughtny attention by my eldest sister
when she visited us. She said, “Seek professiaipl I it's nothing, then you’ve ruled
it out.” So, first | spoke to my pediatrician, ahe referred me to Early Steps at the
Mailman Center and, from there, they took me thiotlg process. He was in the midst
of transitioning to being a 3 year old, so he waagitioning into the public school
system since the Early Steps program ends at 3 péérAnd then, from there, they
referred me to a neurologist who diagnosed hinciatfy. Then, they referred me to a
speech and occupational therapist, which he cossibai get to this day.

Like Family 6, Family 8 reported that she noticeti@erning behaviors in her son at eighteen
months, but did not associate them with ASD urid started to learn more about the disorder

when her son was approximately two years old:
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| didn’t really know what autism was until he wasBut, at a year and half, he started
lining up stuff. He liked looking at the fan. H&eid using switches. Very repetitive stuff.
That was at a year and a half. And he would screamverything. He would never ask
for things.

Family 4 also started noticing concerning symptamiser son at eighteen months old and

immediately took him to see his pediatrician:

At 18 months, he started to show weird behaviospoke with a physician about him
and she would just say, “Oh he’s fine. He’s veryagnand has a lot of energy. Take him
to Gymboree or swimming class and he’ll get béttgut nothing happened. Then, she
said, “Oh, he’s just going through the “Terrible dsy’ but it just started early in him. At
that time, what concerned me the most was thatdwédabang his head against the wall
and beat his hands on the floor. He was runningrat@ lot. His behavior was terrible. |
couldn’t take him anywhere because he wouldn’t sehAnd the tantrums were out of
control and | kept taking him to the pediatriciamdanothing. So, | changed to a different
pediatrician because | was so concerned becausemguld go on and his behavior
would not change. So, the new pediatrician refemedo early intervention and she said
that he needed to be evaluated.

However, all nine parents reported that they, aadly, sought a diagnosis, services,
and support from different providers. Family 5 redpd how she described her concerns to the

school psychologist at her son’s school and howrdferral led to her son’s diagnosis:

| was worried about his communication skills. Thlbaol psychologist suggested | take
him to the neurologist. When she suggested thelicked. | just knew he was on the
spectrum. | knew that would be it. As soon as lkedlinto the neurologist, she told me
she saw some autism traits. She did the testsamab diagnosed with PDD-NOS. He’s
very talkative, but he has trouble communicating.hds difficulty finding the words and
he needs to hear things a lot before he’ll undedstihat was why | was having so much
trouble in his schools.

Family 2 described her experience as follows:

He just always hit his milestones very late. Likght when | would start to get very
stressed out about something, he would hit thestaifee. And the doctor told me, “No,
let's wait. Let's wait and see b/c | didn’t staatking until | was three.” But, | don’t
know, that’s just my personality; | wouldn't letgb. And everyone thought | was
hysterical. Like, this is just something | had iy hread and | wouldn't let it go. But, |
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didn’t care. That was just the point that | honesit not care. So, we kept on fighting
and they finally gave us an OT eval.

Family 2 went on to report that it was through $@n’s occupational therapist, not his
pediatrician, that she received a referral to Beenkeurologist that eventually diagnosed her son

with PDD-NOS.

While all parents participating reported that thegognized symptoms consistent with
ASD, parentsperceivecknowledge of the disordenay have also impacted how quickly they
initiated the diagnostic process and subsequewicesr Family 6, for example, noticed
concerning behaviors in her son, but did not asge¢hem with ASD until her sister made her
aware of ASD. Family 3 reported that, even afteenang a referral from her son’s pediatrician
to see a neurologist, her lack of knowledge regarthe symptoms and treatment of ASDs led

to her postponing a visit with a neurologist.

First, I wish | could have done it before. | betd waited too long to take him to the
Neurologist. I never thought he had Autism, yoowf This was my first child. | had no
experience and no contact with anybody who haid akh autism. So, | took him to the
doctor because he wasn'’t really looking at melamdnted to know what was going on
and the pediatrician was the first to notice. Hiels“You know, why don’t you take him
to the neurologist,” because he still wasn't tadkiyou know, and that’s what | did, but it
took so long.

Family 2's knowledge of ASD symptoms led her totamre to seeking evaluations and services

for her son until she believed he had receivedcanrate diagnosis.

First, we went through the whole early interventibimg. They told us he had some
delays but not too bad; that he just needed spbechpy. But, | always thought that
there was more to it. As a matter of fact, whenefethere, me and my mom both said,
“Thank God. | thought they were going to tell uatthe was autistic.” We were relieved
that they said he just had a speech delay. Buitmaswent on, he was evaluated at 20
months, as time went on, | kept saying, “There’serto this than just speech.”
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Family 5 reported how her older son’s diagnosiaugfsm led to her recognition of her younger

son’s PDD-NOS symptoms:

It was easier since we already had one previouerexe. | already knew what to do. |
took him to the pediatrician because | saw some&ms in his communication. She
recommended Early Steps, but he was too old fdyEdeps. So | took him to the school
system for a psychologist evaluation. The psychetagentioned | should take him to
the neurologist after | mentioned that my oldest sad autism. So, | took him to the
neurologist and that's how he got diagnosed wittbFNIDS.

Family 9 reported that her former job working acaool put her in contact with a young boy
diagnosed with Asperger’s. Her experience with thigd helped her to notice symptoms of
ASD in her own son. The experience also helpedbéter work with her son following his

diagnosis:

Well, | used to work at a school and there wasyadiagnosed with autism or
Asperger’s. And, there is a little bit more chalierbut | never had a problem with him
and | knew my way around. | had a picture of whaisan was because | had worked

well with this little boy. A lot of people had trble with him, but he always behaved well
with me.

Family 7 reported that, shortly after an audiologisggested her son had autism, she began

researching autism and starting the process dhgditm formally diagnosed and treated:

And then, | took him to his yearly checkup with gediatrician and I told them that | felt
he was losing his verbal skills. She referred ma speech therapist and he started
speech therapy, right before he turned two. | mkeanysed to say things. He used to say
things in Spanish and ask for him and now he wsisljabbling and making noises. So,
we started putting him in speech and | would sthimwaiting room and | would see all
the kids with autism in the waiting room and | wabtrly to ask the parents questions but,
| was told by the staff, that it was wrong of meagk the parents questions, like it was
unprofessional or something. So, | called Miamil@ein’s again for another evaluation
and | got an evaluation for 7 months later, butlhit want to wait that long. So, | called
every day and | would cry to this lady to seedbuld get an appointment, and they got
the appointment moved up. So, by the time he wetitd evaluation, he was about 2 %2
and they diagnosed him, But, before that, | took to another audiologist up north b/c |
didn’t believe what the first audiologist had taiet. They told me he had nothing wrong.
Just a little wax and they cleaned it up. So, ktalbthe paperwork they gave me and |
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took him to Miami Children’s because | wanted lees¢e that | was really trying to get
him services and that | was really serious abotiirgghelp for him and that | had
already started him in speech therapy. So, she ‘Saidn tell you are trying to do a lot
for him and | can tell you are strong.” And shdexlthe psychologist on the third floor
and she sent us up there because she could sée tieatlly needed help. She said that
the earliest intervention gave the best resultttsad,day, | went upstairs and | got an
evaluation and | left with a diagnosis.

Despite Family 8’s lack of knowledge of ASD andkad support from her son’s pediatrician,
Family 8 initiated both formal and informal sensder at least a year before her son was

formally diagnosed with PDD-NOS:

| had raised some concerns to my pediatrician. lBetause he was so young, the doctor
kept on insisting to wait until he gets older. Buljdn’t want to wait. | figured that if |
thought something was wrong now, | should justa@mething about it. | did everything
on my own in the beginning, without the recommeiuafest or approval of my
pediatrician. | found out about Early Steps domiginet searches. | started him in
Speech and OT. | also started him in play therdqutatwice a week, where someone
would just come to the house and play with himsbatarted him on speech therapy b/c
he wasn't talking. He was screaming and stuff tha. To this day, it's hard, trying to
get to the right place. So, before he even haagndisis, he was getting services for
about a year. And | brought it up to the pediatimcand she said that, if | was really
concerned about it, | should go to the neurolo@st.she referred me to a neurologist
and he did a general evaluation and diagnosed hiimhigh functioning autism because
of the repetitive stuff he was doing and his larmggudifficulties. He asked me to do
further testing, like scans and blood work anddhkihke that, and that threw me back
again. That was very scary for me because | digdaitt to put him to sleep and stuff like
that. So, | delayed the process for about anotimeoths, but | kept on with the speech
and OT. Then, the neurologist referred me to FDIbR&use he was getting ready to
finish his time at Early Steps. Early Steps toolea# all the paperwork for me to
transition him into FDLRS and he started in thelmudchool system, a LEAP program,
from there. After all that, just recently, | wentd psychologist to do a formal evaluation
because the neurologist never gave him a formaliatran and diagnosis, and he was
diagnosed with PDD-NOS.

Like Family 8, Family 4 did not receive supportrfrdner son’s pediatrician. Her concern for her
son’s behaviors led her to learn more about ASEherinternet. After gaining some knowledge

of the disorder, Family 4 decided to change pediatrs and found a pediatrician that offered
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her the support she was seeking for her son. Hawdespite finding a psychologist to finally

diagnose her son, Family 4 expressed concernsdiagahe authenticity of the diagnosis:

| started trying to do things for my son after bkp with the first pediatrician and she
told me that there was nothing wrong. | didn’t be& her. | knew there was something
wrong. | would see my son and he would be on thelt@nd he would be rocking. He
wouldn’t do anything else. He didn’t want to plajtwvme. Nothing. So, | went on the
internet and started looking around and they gais Autism. So, | knew before he got
a diagnosis that he was on the spectrum. There avisw websites that had checklists
and lists of red flags for possible autism. Saisk jkept pushing for his diagnosis. |
changed to a different pediatrician because | wasacerned because time would go on
and his behavior would not change. So, the newapedan referred me to early
intervention and she said that he needed to beiaeal. So, we started that process and
we looked at all the results of the testing | reedithrough Early Steps. They
recommended us to a speech pathologist and artbgrapy to address his behavior.
They diagnosed him with Pervasive Developmentabidisr, but there was no
psychologist there that provided the diagnosis, Bkihew | needed to find a
psychologist in order to get the formal diagnosisider to get the medical and insurance
coverage | needed. The psychologist only took aboutour to diagnose him. And, |
don’t blame her for it because | told her aboutli@bavioral difficulties in advance. And,
she said to me, “Well, it's almost impossible t@gdim in a room for an hour to
complete the evaluation.” And | told her it wasfidiiilt for me too. So, | was OK with
that. She sent me a lot of forms to fill out arfdléd them all out and sent them back to
her and then she met with him for the evaluatiom, &ke | said, it only took an hour for
her to make that distinction and diagnosis. |, somes, don’t think the diagnosis is
accurate. I've heard about other institutions thkeé at least a few sessions in order to
make the diagnosis, but they don’t take my insugaard | don’t have the money to
afford that. And this lady only charged me $250 #rat was all | could pay at the time.
But, on his report, it says that she performed BXOS, but | know she didn’t give him an
ADOS. Her report is inaccurate. She said she did @f things on the report that she
didn’t actually do. But, | don’t know what | can .dbhat was really all | could afford.

I've tried calling other psychologists, but | haltdseen able to find anyone else that |
could afford or that would take my insurance.

All nine parents reported that tdeagnosis although “overwhelming” and “emotional,”
acted as a catalyst for action where their pridsggame finding the most suitable and
appropriate treatments for their children. Despaging another child previously diagnosed with
an ASD, Family 5 also reported initial overwhelmieglings regarding her younger son’s

diagnosis with PDD-NOS:
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You know, | said, “Not again.” But then, | felt rel because it was something | already
knew about and | knew how to deal with it. ThankdGowvasn’t something else that |
knew nothing about because | wouldn’t have hadithe to learn about it and deal with
it.

Family 9 reported similar overwhelming feelingsttimpacted her entire family:

It broke my heart. | didn’t know what to do. Butetminute we found out, we started
researching everything, we tried to find everythiogry to move forward so he has a
normal life. And it really impacted the family al&Ve all cried. We didn’t know if to be
sad or what to do, or what can be done to help him..It's just hard. But, now we are
doing better and he is doing better.

Family 7 reported that, while she was initially angnd in denial, she was able to learn more

about autism so that she could better help her son:

| thought it was the end of the world. The wholeriavas falling apart on me. | just
wanted to strangle that first woman that told na tie had autism. And | remember that
| turned to my husband and | said, “Is this womeazg?” And | remember that | even
made fun of her and | would go around my house ngakin of her to my husband. And
then, after he was diagnosed, | just kept asking ©8dorgive me because she was right.
But, | wanted to be in denial. I've seen these mtmas have kids that are like 9 years old
and they've never gotten their children help beeabsy say that their children don’t
have a problem. | saw myself going down that platit,| had to snap out of it. | saw that
God gave me a gift in diagnosing my son as earlyeadid. | thought, “I have to be
strong enough to help myself because maybe my dbheathe person who changes the
world.” You always see people who have overcomeessaont of adversity to achieve
something great. Maybe that will be my son. Buivats a very harsh experience. | didn’t
know what | was doing. | didn’t know anything abauttism. | never had anyone close to
me that had autism. It was very harsh for me td &int that my baby, my last baby, was
diagnosed with autism. That was hard. | had torcatgself. | had to do a lot of research
and | started to learn that children with autism jast like us, but smarter. They live in
their own special world and we just have to bringnh to us.

Like Family 7, Family 6 reported that she was atsdenial when her sister first mentioned to
her that her son may have autism. In fact, Famigp®rted that she did not even want to attend
her son’s first Early Steps appointment out of that he would receive a diagnosis of ASD:

| just remember that | didn’t want to go to the Ig&teps appointment. | don’t know

why. | don’t know if I knew what was going to happéut | didn’t want to go. The
strange part was that, once he was diagnosedn't diave a problem with it. | didn’t
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have a problem accepting it. | knew he would gethtblp he needed. But, that first
appointment, it was just really hard for me gavéis hard for me to admit that he may
have a problem. And | was scared he would be ldbéldidn’t want that for him. | think
that’s why | didn’t want to go.

However, after her son was diagnosed, Family 6 idiately began researching interventions

and services for her son:

| tried to inform myself as much as possible. élik education myself as much as
possible. | like to go and see and try. | brougitlball the information Early Steps gave
me in regards to his development and activitiesula try with him at home. And, in the
meantime, | would Google certain websites and theyld say, “These are certain things
you can do at home while you wait for a formal diegjs because it could take a long
time.” So, | was googling and just, in generalirtgyto get more information and get a
handle on it. | would google activities on diffetevebsites and he would give ideas like,
“Practicing communication skills by using a toyetghone and try to label things as you
go along a daily routine so they can practice thpéaech.”

Family 4 reported that, although the diagnosis arm%motional” process, it was also a relief as

she could now start getting help for her son:

| felt relieved. | felt like a release. | knew framy research through the internet that he
had autism. | mean, | felt bad. | cried a lot a&tttime. And | was alone during the
process, so that was hard. But, | already knewhbdtad autism and | was
psychologically prepared for it. And now, | had silng to go on so that | could get
him help and get him the services he needed. | haga involved in some parent groups
for parents of children with autism and all of frerents have told me that they felt the
same way when their children were diagnosed. Whemldctor's gave the diagnosis,
they felt like me. They knew before also.

Family 2 reported:
So, right there, he told us that he had autism. ilmcs a shock. But, at the same time, it
was a relief because | felt like, now | know whasi Now | can do something. Yes, it

was devastating. Yes, | cried. And you cry and cBut.then | had to start working.

Family 3 described a similar experience:
You can’t understand this experience until youeéhachild with autism. You can have an

idea. But, until you hear that diagnosis, you wédver know.. But it's completely
different to have a child who is diagnosed witktisa. You just have to keep working
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hard and doing the best you can...You just havetorg To not stop anywhere. Go on
and do what you have to do. If he needs themg@wnd fight for it because you're
covered by the law. Fight your insurance or find best insurance that will give your
child what he needs. Go on the internet and rekearerything and get into contact with
people who already have experience with theimdcérl.

Family 1, whose son was very recently diagnosedoahylbegan services within the last month,

is still dealing with the effects of the diagnosis:
It was an overwhelming experience. We didn’t knelaat to do. Trying to find out what
the options are, those were really the big onest.tdying to make sure that you get the
best education possible. In the beginning, evargtls so anxiety provoking that it is
something you think you will not be able to overen But, the more you are going into
it, the more you realize it's going to be ok, Bou just don’'t know. We’'re just hoping
for the most positive outcome.

Family 8 used his diagnosis as a catalyst for acgaying that the time of diagnosis was, “Time

to start working! | had to start working with hifity to get the best education for him. Try to

make him the best person he can be.”

Parents’ perceived needsThis category contains the open codesd for assistance
before diagnosiandneed for assistance following diagnodibese codes refer to parents’
expressed needs before, during, and following thgnistic process. Parents’ views of their
child’s symptoms and diagnosis largely impactedr tweperiences throughout the diagnostic

process and when deciding which services to utilize

While all parents interviewed reported concermgrding their children’s development,
as is illustrated in the description of thymptom recognitionpen code, many of the parents
expressed different needs for their children befoey received a formal diagnosis. Family 1, for
example, attempted to implement informal serviges @arenting techniques at home to address

his son’s behavioral concerns before his diagnagide Family 2 and Family 3 chose to initiate
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formal speech services to address their childrepéech delays prior to receiving an ASD
diagnosis. Although all three parents were tolgbgiatricians to “wait and see” how their
children’s symptoms developed before receivingrenéd diagnosis or initiating services, Family
2 and Family 3, who both perceived their son’s syms as “severe,” reported being frustrated
at the lack of assistance and guidance they red¢éigeing their children evaluated or initiating
services before receiving a formal diagnosis:
So, I think that if they had, even at the pediants office, someone who could counsel
families who suspect their children have autisicalbge, once you get to the neurologist,
you already know that something is wrong. And,igiitians should be educated better.
They shouldn’t be telling families to just “wamnésee.” No. They should send families
for evals. If we would have started all the thezagearlier, we would have gotten more
progress.
Another mother reported that, despite her attetapisitiate an evaluation and services for her
son to address his speech delays and behavioratcenthrough her pediatrician, it was
necessary for her to contact a community earlywetgion system in order to receive an
evaluation and services for her son prior to hegydosis of Autism. Family 3 reported:
| wish | could have had more information on wieatlb and where | could go for more
services. | mean, if it wasn’t for my sister-imial wouldn’t have known about Early
Steps. | was lucky because | knew someone. Thuogtd have been different if | didn’t
know her.
Family 5 reported that she initiated formal sersit@ her son while waiting for his
diagnosis:
| went to this pediatrician and they sent me tdyE&teps, but he was too old for that. So,
| went through the school system. That took a wiSle, around the same time that we

were waiting for the results from the neurologistarted him in speech and OT because
| knew what they were going to say. | did everythuery quickly.
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Like Family 5, Family 8 also took her son to E&8lgps for an evaluation in order to start

receiving services prior to a formal diagnosis:

Well, the pediatrician told me to wait and see l{e8teps said he had a language delay. |
took him back to the pediatrician and they refemeglto the neurologist. The neurologist
referred me for a bunch of different tests, but thak about 6 months because | was
reluctant to conduct all those tests on him. Thiesneurologist referred me to a
psychologist. Then, the diagnosis of PDD-NOS wasally through the Medicaid

waiver. | saw a few psychologists and a social wodad, through their evaluations, he
was diagnosed with PDD-NOS.

Family 4 also expressed difficulties getting supf@m her son’s pediatrician. Lack of support
from her son’s pediatrician led her to seek a nurobérmal, informal, and educational

services prior to his recent diagnosis of autism:

| started trying to do things for my son after bkp with the first pediatrician and she
told me that there was nothing wrong. | didn’t be& her. | knew there was something
wrong. | would see my son and he would be on thelt@nd he would be rocking. He
wouldn’t do anything else. He didn’t want to plajtvme. Nothing. So, | went on the
internet and started looking around and they gais Autism. So, | knew before he got
a diagnosis that he was on the spectrum. There avisw websites that had checklists
and lists of red flags for possible autism. Saisk jkept pushing for his diagnosis. And
there was nothing that | could really do for hingidn’t know how to treat it or anything.
| just knew he needed the diagnosis so he coultgpt | tried to take him to a private
school because | thought that, maybe, his behawaotd improve in a stricter
environment with smaller class sizes where he coiéact with other children and
receive some services. But, he really proved tdhaehe had a problem when the
teachers started to also complain about his behaMey told me that he didn’t want to
participate in classroom activities. He didn’t wéamparticipate in circle time with his
classmates. He would go to the couch in the classr@nd just rock back and forth all
the time. He also has difficulties sleeping as \aslspeech delay. He also has echolalia.
That is why | wanted the diagnosis. And he wasan\ESteps until he was 3 and then
they moved him to FDLERS. We did the IEP meeting everything and, right now,
we’re in the public school system since Januarys ktea full-time, self-contained
classroom. And I've noticed a lot of improvememtdis behavior.

Family 7 reported initiating speech therapy serwisile waiting for her son to be evaluating
and formally diagnosed with autism. Even thoughtsd no accepted that her son might have

autism, she was concerned about his speech regressi
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And then, | took him to his yearly checkup with gediatrician and I told them that | felt
he was losing his verbal skills. She referred ma speech therapist and he started
speech therapy, right before he turned two. | mkeanysed to say things. He used to say
things in Spanish and ask for him and now he wsisljabbling and making noises.
Family 6 expressed a desire for education regardiévglopmental delays that begins long
before symptoms of ASD are even present:
You know, but | do wish that people would give yoore information from the
beginning. Like, maybe it's because of the stigntached to developmental disabilities
but, I wish when | was at the hospital having hirattsomeone would have taught me
about autism. Maybe not then, but early on. | wislould have known about it earlier. |

mean, when you have a baby, you’re mostly worrlemliafeeding and diapers, all the
obvious stuff. But, not the other things that weiwdd have been worried about.

After receiving a formal diagnosis of ASD, the egsed needs of the parents changed
dramatically. Although the needs of all nine pasgudrticipating in the study were different,
parents participating in the study reported a simked for immediate formal services based on
their children’s specific needs. Family 1, whose s@s recently diagnosed with Asperger’s,
expressed concerns that, while he and his wife Wappy with the services their son was
receiving, they felt that the services were tooegalized and did not address specific concerns
he and his wife had about their son’s behaviortanal they could manage those behaviors as
parents. Family 1 was primarily concerned withdog’s social skills development, but did not
perceive his son’s other symptoms as severe. Tdrerehis father expressed a need for services
that would address specific parenting and socilisskterventions:

We need guidance as parents to understand thatwehate doing is right or if we need

to do something different. Specific questions likgen he is pacing, should we explain to

him that is not appropriate to pace or should vgeniBs and re-direct him without saying

anything, should we bring to the attention so ttets aware of it, maybe he’ll set the

corrections himself. Should we tell him that hergpio have social issues at school?
Should we start communicating with him in that reet
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Family 2 whose child was also diagnosed with Aspesg perceived her son’s symptoms as
more severe than the previous parent. Becauseesbeiyed her son’s symptoms as more severe
than the previous parent, Family 2 reported utiizmany services from multiple service
providers. As a result of the many services shewtifizing, Family 2 did not express a need for

specific services or intervention. Rather, she esged a need for service coordination.

| think if there was someone who could make figdservices easier that would help...

if there was someone in the pediatrician’s offitattwas a counselor that just dealt

with helping families with delays or insurancestlsomeone who knew about the
policies...l would like to see a counselor that batp families understand developmental
milestones but also how to work with insurance pamnies to get all the services their
child needs. Like a coordinator.

Like Family 2, Family 6 also described a need fmritralized” services that would offer

assistance to families following a diagnosis of ASD

| feel like there’s something missing in terms ofmrething being centralized, like an
umbrella organization that can moderate all theéserarganizations that are being
recommended to me. | mean, there’s just so mangdws and so many websites and so
many things being recommended to me and so mangzivegs and so many
organizations and there’s nothing where | can dgolick just to see everything that's
out there for him. Just a centralized, umbrellaatmn, where | can access all the
information | need.l think it would be helpful for families to hava andividual case
manager that can help you sort through your insgamd sort through the services you
need to help refer you to services that would el child. | had one through Early
Steps, but it stopped at 3 years old and | fedt likvas left on my own.

Family 5 reported concerns regarding her son’s\aels specifically lack of eye contact and
tantrums. Therefore, Family 5’s concerns regardiccessing services were primarily focused on
accessing ABA therapy for her son:

Getting ABA — that was really hard. Everywhere yalied, someone could help you

with other services, but not ABA. Even now, nobadf people can tell you where to go.

| called UMBH and they do offer help. We calledrthand they helped with locating

providers and they told us which insurance to osevhatever you need. | also called
CARD. I went there for help for ABA, but they didrielp.
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Like Family 5, Family 4 has also had difficultiescassing ABA therapy for her son following

her son’s diagnosis:

The neurologist told me, “First, speech. Secontabm®r. Third, occupational therapy.
He doesn’t really need it, but if you can gettithight help.” So, we started speech,
behavioral, and occupational therapy. But, the lgrmols that the behavioral is not
covered by my insurance. So, I'm currently payiogthat out of pocket. The problem is
that he really needs behavioral therapy three ten@sek, but | can only pay for one
time a week. | know that it's not really workingjtthe needs something. The cheapest |
have been able to find it is $50 a session, bonltchave enough money to pay $150 a
week for him to go the three times a week thatdeds. | know there are some people
who can afford that, but | can’t. | don’t have & joght now. And it’s just me taking care
of him b/c I'm a single mom. Insurance will covemhthrough a mental health program
to receive behavioral services, but they are noAA&Brtified. | mean, they're
professional and mental health providers, but I'tdeel they have the experience he
needs. Luckily, the speech and OT are covered thres a week for 1 hour.

Family 8 also reported difficulties accessing AB¥itapy for her son as well as finding a speech
therapist that will address the evolving needsarfdon as he develops:
His speech has improved tremendously. He has &gveabulary. But, his pragmatic
skills still aren’t there, though. So, he was dagjed from therapy because they said
there was nothing more they could do for him. Imthe process now of finding
someone else because that’'s not good enough f&ousve’ll continue with the speech
therapy and we also continue with the LEAP prografnich is helping him focus on his
social skills. Therapy wise, | haven’'t done anygha@xcept for really focusing on social
skills. I'd like to get him in ABA because | heatdvould help with the repetitive stuff,
as well as the tantrums and things like that, bth my insurance, it's not covered. |
haven't gone further with that yet.
Unlike the other parents participating in the stugigmily 7 reported that she believed the
MMR vaccination had caused her son’s autism. Tleeekhortly following her son’s diagnosis,
Family 7 took her son to a “natural doctor” in artie address his body before continuing formal

therapeutic interventions. Specifically, Familyot@ised on treating her son through using

natural supplements and therapeutic diets:
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| went on the internet and started researchingtlaaics when | started reading about the
MMR vaccinations and how bad they are and | stateding all the things they do. |
just sat there and just started thinking about wdikthis started and | remembered that at
his birthday, he was fine. And then, after hishadgy, he was vaccinated. | realized these
people were right. | saw what these vaccines dhigdoody. So, | found a natural doctor
for him and that's where he gets the supplements.fSo, the natural doctor told us that
we may have had a vitamin deficiency that causathaenin deficiency in him in utero.
And, | thought that could be right since | had tulder and while | was pregnant with
him, I was going through a lot of stress. | wasatgage broker, | was losing my
properties, | was losing my job and | thought tméght explain why he had a diagnosis
of autism. All of this contributed to his problemsd then, when we gave him the MMR,
it just pushed him out of balance. All of our badae not the same. My grandson took
the injection and he’s fine. All bodies are not fagne...l also got a special scan of his
body on everything that causes allergies in theyliidd the allergies cause inflammation
that that inflammation makes it difficult for yoa focus and retain information. So, |
decided to start treating his body first becaudieli’t want to feed him things that would
continue to damage his body and make it difficoitthe therapies to work. I figured |
had to work with his body from the inside out satthis brain could start functioning
better. So, then, | met a doctor who was givingadLre on natural supplements and, |
remember just holding hands with my husband anshgakiat God had brought us here.
So, then we started giving the supplements to onir e had noticed that, over time, he
had really lost the ability to focus. | mean, hesweally getting worse with each day. He
would walk around the house on his tippy toes ggstaming all day. He never rested,
just to eat or drink. And he would just walk arousdreaming and staring at walls. And
my grandson would go looking for him to play andwwauld just push him away. He
never paid attention to anything. So, we startedthgihim the supplements and, after two
weeks, | saw that he would start following the lallen my grandson would play with it.
| saw that detail and | saw a spark. | told my famgh “God just showed me that I'm on
the right path.” So, | picked up the ball and Iwked it to him and | said, “blue ball,” and
he just ran away. But, two or three days lateragwating and he walked up to me with
the blue ball and he said, “blue ball.” I just fked out. | called my husband, | called my
family, everyone to tell them. | called my natudalkctor and she said, “We have to keep
on this treatment to kill call the candida thatishis stomach.” You know, the yeast. The
yeast absorbs all the nutrients from the food énatsupposed to be going into the
bloodstream and that keeps them from developingé¢eons they're supposed to. We
have to kill this yeast to conserve these vitam$ts.| cook a lot with garlic, lemon, and
ginger to kill the yeast. So, | think the speci@tdalong with the supplements, is
helping. After using the supplement and the dietféew months, | saw that the reports
of the therapists were showing that my son wasawipg so, | really think that he is
responding well to the natural treatments. Andriairal doctor says that he looks and
acts totally different. | noticed that he’s playimgcloser proximity to other children. He
doesn't play directly with them but, little by l#t | see him getting closer and closer to
them and paying more attention to what they aragloi
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4.2.2 Theme 2: Predisposing characteristics

According to Srebnik, Cauce, and Baydar 1996), ippesing characteristics are described as
“stable conditions of an individual that influenaee’s readiness to seek help.” Oftentimes,
predisposing characteristics refer to demograpécacteristics of the population being studied.
However, the parents participating in this study mbt cite demographic characteristics such as
gender, age, or ethnicity, as factors affectingy tthecision making processes. Instead, parents
often cited their abilities rely on themselvesself-reliance as having the greatest impact on
their ability to access and utilize services faitlthildren before and after receiving an ASD
diagnosis. These predisposing characteristicstaldaan impact on parents’ perceptions of their

children’s needs and illness as well as their besrand facilitators to treatment.

Self-Reliance This conceptual category contains two open codssiurcefulnesand
values and beliefd he ability to cope and deal with their child’agdnosis “in a quick or clever
way”, or resourcefulness, was cited by parentsaasiy a major impact on their ability to access
and utilize services for their child (Resourcefif)13). All nine parents participating in the study
cited how aspects of their character and life epees increased their ability to access and
utilize for their children, even when they were rateiving support or information from other
sources. When asked what had the most “influenndier ability to access and utilize services
for her son, Family 3 responded:

| do things by myself. | just hear about somethang | go. | go to the computer and |

research everything. | say that | can’t be laidkb@ay opportunity that comes for him, |

take it. You know, | hear, “Oh, there’s a camplion.” | check it out right away. It's

hard because | don’t always have the money, batrifsce.

When asked if anyone had an influence on her aetisiaking processes, Family 2 responded:
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People have tried. My pediatrician. Family membBrg. | don’t really care. | sometimes
second guess myself, but | do what | have to do.tfie only one who knows exactly
what is going on with him. I'm the only one who lig&nows what he needs.

Following his son’s diagnosis, Family 1 reporteavifte and his wife responded:

A lot of reading, went to the bookstore and weagobuple of books to find out exactly
what Asperger’s is; how it affects the child andaivit can affect in later life, how it
affects him in school. Then we also, at the same tve were dealing with the diagnosis,
we were also trying to find psychologists at difer places so they can help us to further
understand the extent of his disability, and findl ibthere is anything that could be done
to remedy it.

Family 5 reported that, following her first sonmgnosis with Autism, she spent over 2 years
educating herself about ASDs. This knowledge helpdo recognize ASD symptoms in her
younger son early on. Family 5 said, “Once | kneyatdest child was autistic, | did about two
years of research, just reading about it, learaingut it, and looking for services. With this one,
things were a lot easier.” Family 7 reported thaeting other mothers who had children with
autism really helped her learn more about ASD amdi$ervices for her son following his

diagnosis:

| mean, when he was first diagnosed, | really di#now anything about autism. | was
just meeting so many moms and learning about trangsnow that I'm in that situation,
I’'m seeing autism everywhere and I'm meeting maor@ more moms who have children
with autism and I'm getting a little bit of knowlgd from everyone one | meet. See, |
love to talk, and | start conversations with paseAind | see parents in denial and that’s
not me. | know my son has autism and | know he dvagnosed with it. But, | don’t look
at my son and say, “That’s all there is about hifirhis is just a little stone in my path
that | have to kick aside. So, every time | meeepss, | share with them my experience
and | learn from their experiences. | see that radibir child has a strength that my son
hasn't achieved yet so I'll ask them how they hdlgeeir child learn that skill. It's that
communication. It's that word of mouth with otheoms and also hearing about things
on the Internet.

Family 6 reported that she immediately began rebe@A8D following her son’s diagnosis:

| had zero knowledge. | immediately went to Googllihese disorders as soon as he was
diagnosed. The first thing | remember learning tas this is really a spectrum disorder.
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It can go from very mild to really severe. And &teed about the subcategory of
Aspergers. And, even though I'm a nurse and | wemniursing school, | didn’t know
about developmental disorders. They never taughbaost that. | learned all about the
physical disorders, but nothing about that.
Both Family 8 and Family 4 reported that, despdm@ told by their pediatricians to “wait and
see,” they decided to pursue and formal diagnoxissarvices for their sons. Specifically,
Family 8 said:
With my son, | noticed things a few things and pleeiatrician just kept telling me to
“wait it out” and | didn’t like that answer, so lemt someplace else to help him get the
services he needed without her. You just have mbimae trying different things and
researching other options until you get what yoaklyour child needs. Trust your
instincts and get the help your child needs. Thikegdhe better.
Family 4 reported that, in many instances, shenfielte knowledgeable than the providers
working with her son:
I’'m always trying to do something. | need to gettéretreatment for my son. I'm just
trying to do the best | can. | have to know evanghl feel like | have to study medical
stuff. Like, | feel that the pediatricians and tlectors don’t know anything. | mean, the
developmental pediatricians are really the onlysath@t know how to work with children
with autism. But, here in Miami, we really don’tyeaany developmental pediatricians.
And the other pediatricians don't really know angth | mean, other pediatricians I've
worked with just said that he had “challenges.” Aatdthat time, | didn’t know what that
meant. And | would look on the Internet and | woségk that what he had was autism.
Family 5 reported how her children’s diagnosismAiISDs impacted heralues and
beliefs Specifically, her children’s diagnosis made hethink her ability to work full time while
parenting two children with ASDs, saying “Wellhids changed in the way that | can’t work. |

only have time to be with them for school and thgraVe go to 14 hours a week of therapy. |

spend all my time with them. Other than that, etreng is ok.”

Family 7 reported how her values have changed dreafigt since her son’s diagnosis.

Specially, Family 7 reported how her sense of lsa#f changed:
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I've changed my values for him. Imean, | have ttadyemyself so that | can do better for
him. I have to put myself in better places for harhelp him more. | have to push myself
more. | donate my time to help him. If | don’t gbeso that | can give more myself to get
him the help he needs, | don't care. | have tatdo i

Family 6 reported that, while their values may nate drastically changed, they have changed

the way they “parent” their son. They have alsoaased their religious faith:

It's helped me to be more open and understand teeges. | understand that children
with autism have the potential to learn, but thest jearn in a different way. Things need
to be very visual for them and, as a parent, | nedthve a lot more patience to teach
him. But, they have the potential to reach any ¢joay set. Not having understood it
before and not having been affecting, | really didnderstand it. | wasn’t even
concerned about children with ASD. But now, welrstjworking much harder to help
him get where he needs to be. We have increase@iturWe know that he’ll come
through this and we pray together more than webdidre.

Both Family 2 and Family 3 reported how theatues and beliefsnpacted their ability

to access and utilize services. Family 3 said:

When you have a child, that changes everything.tWéner not he has something, | was
working hard for him anyway. | will do whatever ave to do. I'm telling you, when you
have that baby in your hands, you see how the wiiot&l changes. You do everything
you can. You do what you think is right. Don’t &stto anyone else. Just don't give up.
You have to find a way. Whatever it is. You havééeep trying. If you can’t do
something right away, keep trying.

In regards to how her values have changed sincedmewas diagnosed with ASD, Family 2
responded:

Just life. Things that | thought were important.uMaow, | was in line at the grocery
store and there were these people huffing andrmufecause they had to wait 5 minutes
in line b/c there was only one register and thily lea front of me said, “you see people
like that? They act like that because they dornviehaal problems.” | could relate to that.
Certain things just don’t bother me. My house ig@tfect. And my mother will ask me,
“What happened to you?” And | tell her that sommaghihas got to give. So if my clothes
aren’t perfect and my house looks like a preschaolvell. | can’t care what other
people think or say.
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4.2.3 Theme 3: Barriers/Facilitators to treatment

Srebnik, Cauce, and Baydar (1996) described baraied facilitators to treatment as “social and
environmental pressures that can occur at theishaid, community, or broader political level.”
In this study, barriers and facilitators to treatmemat described in three categori@sitside
Influences, Economic FactorandServicesAll nine parents participating in the study desedb

experiences that both impeded or enhanced theityabi utilize services for their children.

Outside Influences This category contains the open co@esnmunity-Social Support,
Family SupportWork,andInternet. Outside Influencesfers to any influence that the families
participating in the study received from outside iflmmediately family not directly related
services providerservice utilization, economic factors, or policyl Aine parents participating
in the study reported mixed feelings regardingdfiect of outside influences on their ability to
access and utilize diagnostic and formal servieesr to receiving a diagnosis, community and
social support appeared to have an almost negatpact on parents’ ability to access services.
One parent reported that, while she recognized symgpof ASD, she waited to have him
formally diagnosed since she had no contact witloae who had ASD. Family 3 said:

| believe | waited too long to take him to the Kaagist. | never thought he had Autism,

you know? This was my first child. | had no expade and no contact with anybody

who had a kid with autism.
As previously mentioned, Family 1 reported thatjlevhe and his wife had some concerns
regarding his son’s development of social skills,viife was “influenced” to “wait and see” if
his social skills would improve before receivinfgpamal diagnosis and services:

| think my wife was influenced at the beginning &ese everyone was telling her to just
wait and see and she was just watching, watchiag;zhing, watching to see what would
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happen and if he would grow out of it, and now shfeustrated she didn’t act 2 years
ago.

Family 2 reported that people believed she wast#migal” when she would share her concerns

with others regarding her son’s behaviors and delayeaching his developmental milestones.

But, | don’t know; that’s just my personality. bwidn't let it go. And everyone thought
| was hysterical. Like, this is just somethingaldin my head and | wouldn't let it go.
But, | didn’t care. That was just the point th&ohestly did not care.

Family 7 reported that her son’s diagnosis withsmthad the biggest influence on her actions:

The only thing that really influenced me was higgtiosis. That influenced all my
actions. Knowing that he has autism and reading thay can be the smartest kids ever
but they just need a lot of love and attention #redlapy, that was really all | needed to
see. | just tried to find what would work for himdafigure out how | would get it for
him.

Family 6 reported that her family, as well as hediptrician, greatly influenced her course of

action for having her son evaluated with autism:

We had a few concerns even before my sister tokhasvas concerned he had autism.
And my pediatrician asked us if we wanted to inigedée further and, | don’t know what
came over me, but | just said, “No. It's ok.” Irtkiboth our parents influenced us
because | guess they felt that it wasn’t sometthiatjtheir own grandchild would have.
But, the pediatrician didn’t push me either. Shenttiseem to think it was serious
enough and she didn’t pick up on anything. Andaswt until after we provided her with
all the reports of his diagnosis that she starégthg, “Oh, | do see a little bit of a delay,
but I wish you had told me sooner.” It started mgkine think that maybe our
pediatrician isn’t informed enough. | mean, shoildar pediatrician have that kind of
information? | felt that was another issue. Maybdigtricians are not informed enough?

Indirectly, community and social relationships tHalve some positive influence on

parents’ decision making before receiving a fordiagnosis. Family 8 reported that a friend

whose daughter was diagnosed with autism was asagee of support and information for her

and her family. Before receiving a formal diagnasiswutism, Family 7 also reported that seeing

children with autism in the waiting room of her ®speech therapist helped her to learn more
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about the disorder and accepting of it when hengasmfinally diagnosed months later. Family 3
reported that a teacher recommended she attendlssgimagioral management classes to address
her son’s behavior before he was diagnosed with&D. While attending the classes, Family 3
noticed multiple children who shared similar beloaai characteristics with her son. Family 3
also heard about the experiences of other mothers:
The classes were for behavior, you know, what tevbden your child is behaving a
certain way, and | realized that some of the chargstics of the other kids that were
there, my son had them too, but | didn’t know alibugo, | mentioned it to my husband
and my husband said, “Oh, he’s fine.” And | saidp; but it's very similar.” And |
remember, | don’t know how it happened, but | retheml think it was God or
something ... the parent was saying, “My son...”s@r had autism. “My son goes like
this when he’s watching TV.” And that night, my sdid the same thing. | started seeing
the similarities.

For Family 3, hearing about the experiences ofrati@hers and seeing, first hand, some of the

behaviors of children with ASDs helped Family 3sue a formal diagnosis for her son.

Following their children’s diagnosis of ASD, fam#ypport, as well as community and
social support appeared to have a primarily pasimiuence on the parents’ abilities to access
services. Many of the families participating in 8tady reported receiving support from family
and friends as well as referrals and recommendafmmcommunity support and services,
formal services, and informal services. Family Roreed how her mother retired from her job to
help her take care of her son following his diagsoshile Family 3 reported how she and her
husband have become a “wonderful team” followingjrteon’s diagnosis. Family 7 reported
how all members of her family have received tragmam how to work with children with autism
so that they can better interact with her son:

My oldest son has received special training anddve volunteers at a ranch working
with autistic children. I've made all members of fayily attend special classes and
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trainings so that everyone who spends time with kmmws how to work with him and
deal with his behaviors. | make sure that everyamgerstands his behaviors and why he
acts the way he does. Everyone has to learn.
However, Family 4 and Family 8 reported that thayehreceived little or no support from
family following their sons’ diagnoses. Family $poeted:
It was difficult because no one really knows whatisa is. My family had no idea. And
| talk to my family and friends and we talk aboig Autism and they tell me, “Oh, don’t
worry about it. There’s nothing wrong with him.dfust because he’s so intelligent. He’s
so smart.” They know nothing. They're wrong. Autigso much more than that. It's
every day | deal with his behaviors.
Family 8 also reported similar experiences withrether-in-law saying, “My mother-in-law
lives with us. She doesn’t think anything is wroB¢e’s not helpful at all. She’s in denial.”
Despite her difficulties garnering support from hasther-in-law, Family 8 reported that her
relationship with her husband has grown strongeresher son’s diagnosis with ASD saying,

“He’s been very supportive. We do everything togetiie assists me in taking him to therapy

sessions and evaluations.”

All nine reported how other parents of childrengsiased with ASD offered some sort of
advice, assistance or referrals. Family 1 repdntea his wife’s work became a main source of
support and assistance:

My wife runs a developmental and educational ficflr infants and toddlers, so she is

constantly interacting with mothers and other recgthave the same concerns for their

children. So, in communications with them, we walg® able to get information about
where to go for now.

Both Family 1 and Family 2 reported that supengsatrwork have been “very understanding”

following their children’s diagnoses and have akaolflexibility” in their schedules so that they
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can attend therapies and evaluations for theidddmil. Family 8 described her experience
balancing her work schedule with her son’s thersghedule, saying:
Taking time off of work to get him to services.dve to take a lot of vacation time and
sick days to get him all the services and evaludti® needs. Thank goodness they're
flexible. It's tough because of all the time | have to taKe/And most doctors aren’t
open on evenings or weekends so it’s difficult wigen work full time like | do. But,
I've changed my schedule around to make it happen.

Family 3, however, reported that it was necessarér to leave her job following her son’s

diagnosis.

Both Family 2 and Family 3 reported how they reediveferrals to community
organizations from members of the community thatevaitside of their family and social
circles. For example, Family 2 reported how sh& fieard about the community organization
Parent to Parent:

| was at a store and | overheard this lady talkkibgut how her son had autism. So, |

stopped her and I told her that | overheard whatvgéis saying and she said, “Oh, you

must be so upset.” And she took me outside andavted talking and she told me about

Parent to Parent.

Family 3 shared a similar experience regarding bba/learned about Parent to Parent:

There was a parent in the school and she said t6®he have you heard of this place

called Parent to Parent.” And as soon as | healsdam, | didn’t wait. | went right away.

Family 8 reported that a combination of networkivith other parents of children with
autism and Parent to Parent has been very hetphéitand her family following her son’s
diagnosis saying, “Networking. Talk to other paseitknow every child is different, but you can

learn a lot from them. Parent to Parent is alserg good place to start with learning about the

diagnosis and what you can do.” Family 7 reporked, tin addition to Parent to Parent and
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Autism Speaks, a community religious organizatiaa heen very helpful for her and her

families’ peace of mind:

Parent to Parent and Autism Speaks. Also, Windowké Sky. It's a religious
organization. | go every Saturday for a supportugras well as prayer group. They also
offer prayer groups for the children and they weaeky well with my son. They just offer
inspiration, support, relaxation, and peace of miridel like | have time away from
everything to participate in meditation and be cédma little bit.

Family 4 reported that she has received some assesthrough both Parent to Parent and

CARD:

| go to parent groups through his school and logBdrent to Parent, but they don’t help
me with referrals for services. | have to go to MARr that. . Parent to Parent was very
helpful to me because they told me about IDEA ahdtuny rights were. And they've
been able to help advocate for me so that his tifPeased all the concerns | had for
him. CARD has been helpful, but not completely. yrhave sent me information and
referrals, but they don’t exactly know how to wavkkh your insurance. So, that’s
difficult because most of the referrals they haweig me don’t take my insurance.

Family 6 reported how the community organizatiom@wunity Committee for Developmental
Handicaps (CCHD) offered her assistance followiagdon’s diagnosis:
Just calling up different organizations, like CCDHhey asked a lot of questions and,
based on my answers, they were able to give meadegarding different things. Like,
she asked me, “What is your income?” and, poimilahe told me, “Don’t bother
applying for Medicaid.” That was extremely helpbit | don’t have time to waste with
raising two babies. She also told me about twotgrtdrat | would be eligible for and she
also told me about the Medicaid waiver, but theeefgige waiting list. She’s tried to help
me speed up the process.
As mentioned previously, another source of assistanitside of the family and social
circles of the nine families participating in thady has been use of the Internet. All nine parents
reported using the Internet to find informationasdjng their children’s diagnoses, behaviors,

formal services, informal services, service prokggdearenting skills and techniques, and

educational information, just to name a few. Acaogdo Family 7, “Whatever you don’t know,
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the Internet will find and they’ll give you videasd everything. Specifically, the Autism Speaks
website.” Family 4 reported how the Internet helpedfirst realize that her son may be
exhibited behaviors related to ASD. Her researdhkr to pursue a formal diagnosis for her son
even though her pediatrician did not believe hertsad a problem. The Internet has also
continued to provide Family 4 that she uses to eat&for her son. Before her son was
diagnosed, Family 8 also used the Internet to labout Early Steps, which provided her with
access to formal services for her son before laigraisis. Following his diagnosis, Family 8
reported that the Internet has continued to be kehyful, saying:

The computer. The Internet. I'm always readingfstafdifferent websites, like autism

speaks or other autism website. Parent to Paremdlea been helpful. I'm always trying

to find parent meetings and seminars and I'm figdiriot of web-based seminars and

classes that are an hour long that | can take glumiylunch break. I'm learning a lot

from those webinars and I'm able to take the infation | learn and apply it at home.
Family 6 also reported that the Internet has beewy kelpful following her son’s diagnosis:

The Internet. Seriously, the Internet has givenaceess to the websites that are full of so

much information and forms and community eventslaggpenings. | even get on email

lists and message boards that provide information.

Family 2 reported participating in an online commtyidesigned for parents of children
diagnosed with ASD in order to gain information augbport.

| came across this website Momsreach.org. It'salyraice website by a mom who has a

child on the spectrum and she puts on there thlimgsshe has done or therapists she has

worked with or therapists that have been recomnetméer by other people that

actually work with them. Like, | even recommendedhiem my ABA therapist. And, she

called me and asked me questions about them angtlieny recommendation on the
website. So, it's nice.
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While many of the families participating in the dyureported that they have eventually received
support from family, friends, and members of thenowinity at large, Family 2 still expressed an
overall sense of frustration:

The support is there, but it's always superfidiahean, there’s not much people can do.

My mother takes care of him and she helps him aell her everything but they don’t

really get it. And | feel bad for her because I fée& she can't really enjoy her

grandchild. Like, she always has to be careful aladat she says or that he might take
something the wrong way or that it might impedehanfunctioning.

Economic factors. Economic factors are described in three open cdteances,
Policy,andInsuranceAll three factors were reported to have an impacth@ types of services
families received as well as the duration and sitgrof the services. Almost all of the families
participating in the study reported financial ditflties that often negatively impacted their
ability to receive services for their children. Aihe families reported that they required
insurance in order to help cover the cost of seszitiowever, all nine families also reported that
lack of insurance coverage would not deter themmfatilizing services they believed were
necessary for their children. Family 1 said:

We were in agreement that we weren’t going to alleg&/coverage or non-coverage of

insurance to determine which services we chosee lfound somebody that was highly

recommended and was going to help us a lot, thewave going to pay for them.
Family 5 reported that, although insurance wouldaoyer some services, she still tried to find
ways to have her son’s treatments covered:

The most difficult is when the insurance doesnoitar services and then there’s no way

you can pay for it. As long as insurance paystfor's OK. But, if insurance doesn't pay

for it, | have to call every day and find a wayget it covered.

Family 5 also reported, however, that despite lest bfforts, she was unable to receive ABA

services for her son until ABA services were appoblsy Medicaid in March 2012:
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ABA — it wasn'’t approved for autism. My kids havesMcaid, but they didn’t approve it
for autism until March. So, they could get it, binad to pay for it and the cheapest |
could find was $50 an hour. But, they need like-1I2 hours a week and there was no
way | could pay for that.

Family 2 reported that, in situations where insaeadoes not provide adequate coverage for

services, she was willing to “whatever it [take&]'get services for her son:

Do everything you can. Do what you think is rightn'’t listen to anyone else. Just don’t
give up. You have to find a way. Whatever it isuMmave to keep trying. If you can’t do
something right away, keep trying. | mean, sellspsron ebay if you have to. I've sold
everything | can think of, but you have to do it.

Family 2 also explained some of the difficultiesriwng with insurance companies to make sure

her son continues to receive services:

| know that therapists have to word reports inaiarivays in order to get services
covered by insurance. There are just so many thivgsaffect him, but we can’t really
ask for services. So, things have to be worde@itam ways to make sure he continues
to get services.

Family 3 reported how both insurance and policyastpd the amount of services she received

for her son:

The insurance, actually. They were giving us 15rei@fi ABA therapy a week and then
they gave us 10 hours...Actually 5. And | called thenfight, but | felt like | was

walking on glass because | don’t know anything abloat. But, my husband called them
and said, “You can’t do that by law.” So, they gagel0 hours instead of 5. We decided
to leave it at 10 hours because we’re going to ghamsurance companies soon. Also, he
started therapy at 15 hours a week and it's beed,dmut now he’s starting kindergarten
and | think that 2 hours a day Monday through Rriddl be good and then | can work
with him the rest of the day. | was thinking abdupping the hours from 15 to 10
anyway, but | was surprised that the insurancepldpt to 5. But, my husband took care
of that. Plus, we’re going to change insurances sbjust feel bad for the other kids who
maybe need 20 hours of therapy. | don’'t know maiobut it but, by law, every
insurance has to cover autism services. They lmgever everything. It helped us
because when they cut his coverage from 15 houshtaurs, we were able to fight it.

My husband was excellent at writing letters. Seytput it back up to 10. So, it was
because of those laws that we were able to fighetdis services.
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When asked what factors had an impact on herakaliaccess services, Family 2 responded:

Not having money, | guess. | mean, money doesnighyou happiness, but it gives you
options. If I'm not happy with services, | can gat @and find a therapist that makes me
happy. But, | have to find the money to do that dis hard.

Family 9 reported multiple difficulties accessingA therapy as well as continuous speech
therapy for her son:

Well, the speech therapist, like every 6 monthsy ijot to reevaluate him and you got to
walit like a whole month to see if the insurancd waintinue to cover you. In the
meantime, the child is getting worse, you knowyttien’'t have therapy for about a
month or two, they start, you know, to regress. Amgtantrums and screaming start
again because he doesn’t know how to express Himsel

In regards to the ABA therapy, Family 9 added,ribfly got his ABA covered through
Medicaid. At first, it was like a $120 an hour, drftad trouble affording that, but now we have
Medicaid and we have that covered.” Family 7 regubelso using the Medicaid waiver to get
her son’s ABA therapy covered. However, Family Soaleported that Medicaid does not cover
all the therapies she believes her son needs. foheyshe has to “barter” her skills for services:
And the neurofeedback he’s receiving I'm gettingared because | went to the office
and | said to the woman in charge of the officekribw that Medicaid won’t cover this
service. I'm willing to work in your office so thae can get the neurofeedback.” So, |
donate my time and services to the organizationdke sure that he gets the services he
needs.
Family 6 reported that insurance has been a hiedramher ability to access and utilize
recommended services for her son in a timely martHh&rinsurance’s lack of coverage as also
negatively impacted the amount of services herrsoeives each year:
You miss out on so many opportunities to providerventions for your child just in the
waiting. | mean, | must have waited a month or jugi for insurance to classify our
disorder. | mean, | would talk to the billing spist and they would say, “No, we can’t
cover that service. He has a developmental dekayd’'that was not the case. They

needed to see a neurologist’s official diagnosathe code he put down in his report
before they would cover anything. And, in the meaat we're wasting time. The longer
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we wait, the more impact it's going to have onlHés It just should have been a lot
quicker b/c this is such a crucial time; a pivataint in his development. And we were
just waiting to see if insurance would cover it.dafinally, the insurance did cover it, but
they’ll over cover it up to a point. Like, theydinly cover 60 visits in a year. So, if | go to
one visit and | see both the speech therapist aadpational therapist, they count that as
two visits. If he got the physical therapy | thin& needs, they would evaporate even
faster.

Therefore, as a result of the minimal amount ofises that their insurance will cover, Family 6

must pick and choose which services she believetharmost crucial for her son’s development.

Family 8 also reported concerns regarding herarste. While she is able to get many

recommended services for her son, there are spseifvices, such as ABA and specific speech

services, that she believes her son needs thaiasim®t get covered through her insurance:

| think he needs speech. | mean, his speech is. gt@@ronounces everything
wonderfully. But, he needs more speech where Inedsgroup setting to learn
pragmatics, but our insurance doesn’t cover thkso Ahere aren’t a lot of speech
therapy offices that offer groups. All the therapyne on one. And, one on one, his
speech and conversational skills are OK. But, wheames to communicating in a
group, that’s a lot harder for him. And the speti@rapists, at least the ones I've seen,
do not do those types of therapies. I'd like tolget in ABA because | heard it would
help with the repetitive stuff, as well as the tants and things like that, but with my
insurance, it's not covered. I'm trying to get aougurance cover to cover ABA since they
have a big exclusion on ABA. | wrote them a letterlet’'s see what happens.

Despite not getting group speech therapy for hemsivately, Family 8 did report that her son is

currently receiving group speech therapy throughsbhool.

Family 4 reported a number of difficulties gettisegyvices, specifically ABA, covered for

her son through Medicaid:

But, the problem is that the behavioral is not cedeéby my insurance. So, I'm currently
paying for that out of pocket. The problem is thatreally needs behavioral therapy three
times a week, but | can only pay for one time akvé&now that it's not really working,
but he needs something. The cheapest | have béetodind it is $50 a session, but |
don’t have enough money to pay $150 a week fortbigo the three times a week that
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he needs. | know there are some people who carddffat, but | can’t. | don’t have a job
right now. And it’s just me taking care of him Win a single mom. Insurance will cover
him through a mental health program to receive biehal services, but they are not
ABA certified. | mean, they're professional and ri&mealth providers, but | don’t feel
they have the experience he needs.
Family 4 also reported that many of the provideommended to her do not take Medicaid or,
if she does find a Medicaid provider, she oftentoasait on a long waiting list before her son

receives services.

When asked what factors had an impact on hetyhiliaccess services, Family 7
reported that, while not having a job impacteddiaslity to access ABA therapy services sooner
for her son, she was eventually able to access s@&®ices through the use of the Medicaid
waiver:

Well, if | had a job, | would be able to pay forgees instead of donating my time. |

mean, if | still had my job, | would have been atagay for ABA out of pocket as soon

as he was diagnosed instead of having to waitifederal aid.
Family 7 also reported that, while her lack of inas makes it difficult for her to sometimes
access the “exact” services she wants for herganis able to make due with finding alternative
and affordable services for her son:

Well, right now, if I had money, | would have beaie to put him in the autism summer

camp, but | can’t afford that. It's almost $500 eek. | mean, they offer ABA, speech,

and OT and they are able to interact with othes kihd they take them on field trips to
the Seaquarium and things like that. | wish | calddhat for him, but | can’t afford it.

Instead, he goes to a different camp that is furlgeithe government. They basically just

offer swimming classes. But, it's $30 a session laceh afford that. At least the

swimming will help with his coordination and wilelp him to interact with others.

Family 6 reported that, once she runs out of thiy siessions covered a year by insurance, she

will have to “access grants” to continue ensurimaf her son receives the services he needs.
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Family 4 reported that she attempts to pay for asynservices as she can out of pocket, even if

what she can afford does not add up to the amdis@reices recommended for her son.

Services This category contains the open coiesmal Services, Informal Services,
Service Providers/Characteristics, Voluntary RefuseServicesandEducation Although
difficulties were reported before receiving a fotrdegnosis of ASD, all nine families
participating in the study reported little to nffidulties receiving referrals for formal services
following their children’s diagnosis with ASD. ladt, all nine families reported receiving
referrals for services and even specific serviewigiers from their children’s neurologist when
their children were diagnosed with ASD. Family paded how her son has been able to receive
consistent formal services through a private schwatl specializes in working with children with
ASDs:

When he first was diagnosed with autism, it wadlydeard to find therapist, everybody

was closed or we can’t take your insurance or yareho go on this waiting list. We

finally found a place called Promise Land, thatyiles a school for children with
autism, and we’ve been able to get all his senticezmugh the school.
Family 7 reported that her son has been able toayetistent referrals for formal and informal
services from his pediatrician:

We have him in all sorts of therapies: art, musarseback riding, and we’re starting him

in swimming now. | still don’t know how I'm goingtschedule it, but | will make the

time. We just try to keep adding more therapiesbse the more therapies he gets, the
more interactions he gets. So, | pretty much dadlearch, | see which therapies | want
him to get and then | go to my doctor and havegner me referrald.have a great

primary doctor. Whatever | ask for, she gives neerdferral. She sees that my son needs

it and she doesn’t give me a hard time.

Family 6 reported that service providers have haddiggest impact on the kinds of services she

chooses to utilize for her son. Family 4 had alsimexperience, reporting that her son’s
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neurologist has been the biggest influence onehaces she has utilized by providing her with
a “roadmap” of services her son needed followirgydidgnosis. Family 8 also reported a similar

experience, saying:

When it comes to health services, the neurologikidd a lot. | mean, he gave me a
paper with a list of things | needed to get dong tien he said, “When you're finished,
come back to me and we’ll keep getting services.”

Family 3 reported:

| took him to the neurologist and he told me, ‘ihthyou should take him to this place,
ABA, because he needs therapy, and now that yoe thevdiagnosis, you can go, get the
therapy, and it will be covered by your insurari®efore, he was getting speech therapy
through Early Steps and some therapy through hisadcbut it wasn’t very much. So,
that’s what we did, very quickly. Right there. Wadled the same day. We didn’t wait.
We got an appointment that same day and the ABAcwsasred by our insurance. And,
about three weeks after, he started with the AB&apy.

All nine parents participating in the study alspaged receiving referrals for specific services
and service providers from other service providersact, Family 2 reported that other service
providers were a primary source of receiving refisrfor other formal services and providers.
Service providers also provided assistance in pregp&amily 2 for the personality differences
and service characteristics of service providers:
| said, “Do you think he needs to be evaluatedaidrsm.” And she [occupational
therapist] said, “Well, | would do if for your owpeace of mind. He’s not a clear case,
but if it's going to make you feel better, go ahead do it.” And | said, “I already have
an appointment.” And she said, “Who are you gomgde?” And | told her his name and
she said, “I like him, but if you can’t handle bgitold straight out, then don’t go to him
because he’s going to tell you straight out wheg &nd he’s not going to sugar coat it.

So, if you're one of those people who can’t hanttken don’t go to him.” And | said,
“No no no. | can handle it.”
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Informal services and interventions were most ofsmommended to parents through family,
friends, community organization, and/or the Intérk@mily 1 also reported that many of the

informal services and interventions he implementede “common sense.” Family 1 reported:

We tried group play dates. We tried forced dirge eontact when talking to him and
that got him much better as a result. On play datese’s still an isolation factor, but
we’re seeing some progress there.

Family 2 also reported on the benefits of a sumraarp a community organization

recommended to her:

He goes to the JCC camp for children with spe@aids. It was a wakeup call for him.
He really changed. My husband always says, “Mylesamed more in those 8 weeks of
camp than in the whole pre-k. The routine that thegd and the counselor. There was
one counselor for two kids. And he learned howvtorsand they also do academic
activities and | noticed that it helped him a lot.

All three parents also reported attending cladsetyres, and workshops through the community
and implementing the interventions and parentssskiky learned in their homes and families.

Family 3 reported:

I've had a lot of help from Parent to Parent. Thewkghops have been the most helpful.
They taught me a lot about the transitions; howststem works; how to work with my
son, especially at the beginning with all his bebes: | mean, it's not easy, you know.
You get very frustrated sometimes. But then, ormestart practicing and doing it, you
get it. So, those workshops about behavior werngfilel

Family 3 also shared a story about how Parent teraalong with her son’s ABA’s therapist,

helped her son receive accommodations while ina@cho

My son is very allergic. And now that he’s goingkindergarten, he’s going to eat in the
school’s cafeteria by himself. You know, the teadbaves the kids in the cafeteria. But,
the school didn’t want me to go every day to manitbat he eats, you know, to make a
smooth transition for him. Instead, they wantegubhim in the office to eat lunch. And
| said, “No. He’s not going to learn anything. By put him in the office, how is he
going to learn that he can’t accept food from othids.” So, | was talking with the
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supervisor of ABA and an advocate for Parent t@®aand, with their help, | was able
to get someone who will monitor him at lunch sacha stay with his classmates. They
helped me to figure out how I could talk with tlelheol and what ideas | could give to
the school so that we could better accommodateamylsvas able to coordinate a
meeting with the school and get someone to mohitarduring lunchtime.

Family 9 reported how Parent to Parent has helpedifd informal services for her son saying,
“Basically, they get you resources, summer canps, Ike that, and they help you how to pull
through your child, and stuff like that.” Familyafso reported utilizing informal services in her
home in order to better help communicate with logr. s
| tried to speak to him in Spanish, but he woulkpnd in English. So | tried to make the
switch to see if that would improve his skills. Beems to understand everything, but

when he goes to communicate, he has a lot of teditndling the words. He really does
understand but when | saw that he still had troubleoth languages, | knew he needed

more help.

Family 7 reported how she tries to expose her sdafterent sensory stimuli that he has

difficulties processing:

Right now, for example, he’s having a problem vateams. Anytime | try to put a cream
or lotion on his skin, he starts screaming. I'mrtgyto work at home with him on that by,
little by little, putting creams in his hand andlitey him to rub his hands together and
telling him, “Nice. Smells good.” It works a littleit, but it takes time. I'm also using a
mirror to try to show him different textures. Likeput shaving cream on the mirror so he
can touch it and move it and see it.

Family 7 also works on helping her son respondasidocommands while at home:
Now, we’re working on commands and we're practidingresponses. Simple
commands like, “put this in the garbage” or “pitkstup.” You know, you have to be
strong. You have to do a lot of one on one withrth¥ou have to bring them to your
world; you can't go to theirs. In all the studiégldone and all the therapies I've done,
I've learned a lot and | really act as his theragishome.

Family 6 reported how many of the informal serviaad interventions she utilized in her home

were idea she found on different autism websites liPracticing communication skills by using
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a toy telephone and trying to label things as yowalgng a daily routine so they can practice

their speech.”

While previous research has indicated that “pravidek of skills” is a detriment to parents’
ability to access and utilize services (ie: ChinMarfield, 2011), providers’ service
characteristics were not found to be a detrimesetwice utilization in the current study.
Family 5 reported how location played a key roléém decision to terminate speech services
with one provider and receive speech therapy frootteer provider. Family 7 reported that
“price” kept her for accessing some informal segsifor her son, specifically a service that
would help potty train her son. Family 7 also repdrthat she has a wonderful relationship with
her son’s therapists, specifically his occupatidharapist, who incorporates the family into her
sessions:

We love to bike ride as a family, but my son hadikie with his tricycle. So, we would

attach a little trolley to the bike so he coulderidith us. When | mentioned it to the OT,

she started incorporating tricycle riding into therapy so that he could ride with us.

And she incorporates me into the therapy as wethabl can learn how to continue

showing him how to ride his tricycle at home.

Unlike the other parents participating in the stueigmily 6 reported how service
characteristics, along with insurance, are neggtimepacting the amount of services she
receives for her son. Family 6 reported:

| think what has impacted me the most and whaausinng me to look for other speech

and OT providers is the fact that they only offex 8 minutes of speech a week and 30

minutes of OT a week. | know they are very busy,tbay claim it's because of his

attention span. However, they bill my insuranceddull hour of speech and a full hour
of OT each week. | feel like my son is getting dkdaout of the therapy he needs. |

mean, that doesn't jive with what was recommenddurn by his neurologist. They
recommended that he needed 3 hours of each a tugiee’s only getting 30 minutes.
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Family 8 and Family 4 also reported similar expeces. Family 8 reported how her
son’s speech therapist discharged him “abruptliyarch after feeling as if he could no longer

provide treatment for her son:

Like, the last speech therapist he was seeingljasharged him abruptly, so now we’re
looking for another therapist. | don’t think theeggh therapist should have done that. He
should have known more about autism and he shayd known what my son really
needed from the speech therae haven't been able to resolve those issues yet,
especially with the speech therapy. He hasn’'t veckspeech therapy since March. His
speech has improved tremendously. He has a greabutary. But, his pragmatic skills
still aren’t there, though. So, he was dischargernhftherapy because they said there was
nothing more they could do for him. I'm in the pess now of finding someone else b/c
that’s not good enough for us.

Family 4 reported how service provider charactesshave greatly impacted the services

her son receives, saying:

That was an issue. It took me a long time to finddytherapists. You'll find a lot of
places that offer services, but they won'’t treat weell and they won't treat your child
well. And | found that they weren’t even practicigat they claimed to practice, so I've
had to change therapists a lot. If something oitking for me or something isn’t work
for my son, | change his therapist and we go soateptise. I'm happy now with the
therapists we’re working with now. They’re exceli¢éimerapists and | feel like they have
a connection with my son

Family 2 said:
Well, I always trust my gut. | look at the way thieyeract with my child and | pay close
attention to his reaction to them. And | never khamy of the therapists would do
anything bad to him but | just saw with that fi&T that there was no connection. She
was calm and very businesslike. It just didn’t waikh him. Just personality differences,
| guess.
Family 2 also shared with the therapist her deoisnaking process in choosing her son’s ABA’s
therapist:

| was having trouble finding a therapist becauseghvere a couple therapists | liked but
| couldn’t see them because they were booked grdiun’t take my insurance. So, |
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finally found Lisa through my insurance. | told theé needed a therapist that would come
to my house or something close by because it'®edsnean, | couldn’t go to a therapist
that was far away. | needed a therapist that wealsl close by and would be more
available. So, | wanted someone closer and theg gera couple names. | spoke to her
and from the first time | spoke to her, | just gus feeling. And | said, “You know what?
I’'m not going to look any further.” And she’s beamazing. | liked the fact that she’s a
little bit older and | felt like she had a lot ofperience. Like, it wasn'’t just experience
about autism. It was experience about life.

Family 3 reported how a combination of service ahgeristics and lack of insurance coverage,

initially, made it difficult for her to attain seies. However, she was able to eventually receive

speech and language services for her son:
The location [of the service provider] was fine tBuere were services that | wanted to
get for him because of his speech delay that Iccoat get because it wasn't covered by
my insurance because we didn’t have a diagnoskSef yet. But, | found one place and
| didn’t like it because | didn't like the speedtetapist that was working with my son. |
felt like he was too rough with my son. | didnkdi his attitude. So, | spoke with the
company and they sent me a therapist that agreedrtowith him in the home, so it
actually made my life a lot easier.

Family 2 also reported how services providers, ifjgatly her son’s ABA therapists, have

included her in her son’s therapy:
The ABA therapists also include me in the therdphey don't just come here and do the
therapy. The supervisor looks at his progress aeetk and they look at what he needs to
change. They’ll add more goals each week. Theym#ohmur of individual of therapy
and then one hour working with me and what | canelp him. They also ask me if |
have any goals I'd like to add and we work together

Overall, parents in the study were happy with #rwises and accommodations their children

were receiving through the public school systerghEof the nine parents believed that school

administrators and teachers were working closeti thiem to meet their children’s needs and

help their children attain specific goals. Familgl80o reported that she was able to attend

behavioral management and parenting courses offsréice school before her son received a

formal diagnosis of ASD. After not being able tae®e diagnostic services through Early Steps,
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Family 5 was able to receive initial diagnosticvées and referrals through her son’s school
psychologist. Family 5 also reported that teachétser son’s school also provide her with
behavioral interventions she can utilize in the koirhrough her son’s school, Family 6 reported
that her son is able to receive services through.EPAP program and she and her husband have
had access to parent training courses. Family®@ra|sorted that the LEAP program had been a
great source of services for her son and suppohdband her family:
The LEAP program is a great program and is a gneatel for other programs. | think all
children on the spectrum should be able to inteséttt regular kids and learn from them.
In his class, he has a group of girls that are geryal, so he learns from them. They're
always socializing. Very friendly. So that has leelghim a lot.

Family 8 also reported how the LEAP program hasistently provided speech services for her

son even after his private speech services wecemisiued.

Unlike the other parents participating in the gtueamily 4 reported negative feelings
towards her son’s teachers and assistants:
Now, | feel like the school system is helpful besathey are following the IEP.
However, | don’t like my son’s teacher and | ddikKe the assistant that works with him.
| don’t like the way they treat the children. Soy lgoing to move him to another school.
You go in the classrooms and they’re crowded andrider if he’s getting enough
services therdde’s in a public school right now in a self-contnclassroom, but I'm
trying to get him moved to a reverse mainstrearsstt@om so that he can be around
typically developing peers and, hopefully, learonifrthere.
In the current study, parents reported that théized all formal services recommended to them.
The only services parents reported refusing weeeiBp recommendations or treatments

recommended by service providers of formal serviEamily 7 reported being recommended a

number of services through other mothers in thesautommunity. However, these services did
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not have empirical support and Family 7 decidediagursue them further. Family 7 discussed
how stem cell therapy has been recommended t@hegdt her son’s autism symptoms:

Well, I've heard parents recently talking aboutingktheir children to South and Central

America for stem cell studies to treat autism.n’ceell you much about it because |

don’t know much about it, but | don’t think I'll beying that out.

Family 6 reported that her speech therapist recamextthat her son visit an
orthopedist. However, after following up with hexdmatrician, Family 6 decided not to utilize
this recommended service. Family 4 reported thatds$continued horseback riding therapy
after becoming fearful that her son may be injudedng the process:

| also tried the horseback riding therapy, butrtharologist said it was dangerous and it

probably wouldn’t be helpful for him, so we quitthl started to get scared, too, that he

would fall off a horse. There was no proof thadtually worked for children with
autism, either. Then, | was also concerned abausdlfety aspect of it and him falling
and getting a head injury. Also, it was very fagvirom me and | don’t have time to
take him down to Homestead for the appointmenfse@ally with all the other therapies

he’s receiving each week. It was also a lot of nyanepay for the horseback riding.

For example, Family 2 reported discontinuing useitamin supplements:

The supplements. The sound therapist recommeneéeddnd | tried them but |
discontinued them. It was really expensive and thsted bad. It's already hard to feed
him, so that made it worse.

Family 1 reported that he refused some neurologgsting after feeling it was not necessary for

his son’s diagnosis and treatment:

An EEG was suggested but we decided not to getciilsse it was not related to this
issue. We were also told that is pretty standacdbise there are neurological disorders
that will try mimic an autistic diagnosis symptoststhey just wanted to rule it out. |
didn’t think it was necessary. They were just gdimgharge our insurance for a test that
would basically come out normal.

Of the nine parents participating in the studyefparents reported refusing or discontinuing

recommended services. However, the services tipeytesl refusing or discontinuing are not
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services that are empirically supported for thattreent of ASD. Only one family reported
refusing a service recommended by the diagnosingpiaist. However, the service they
refused was a service that was not necessaryabAfRD symptoms and was a test to rule out
possible neurological disorders. One other fanefyorted refusing a service recommended by a
service provider. However, the service they refusad a service that was not necessary to treat

ASD symptoms and their refusal was based on thead¥ their pediatrician.

4.3 Quantitative Study Results

According to Warren et al. (2011), five treatmargas have established empirical
support and are commonly recommended by psychasoigibowing an ASD diagnosis:
Behavioral, educational, allied health and angjllservices, medical, and complementary and
alternative medicine. Based on research, thirtywiifferent treatments are commonly

recommended to parents of children diagnosed wBb#under these five categories.
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In the present study, parents reported that theg veeommended twenty-one out of the
thirty-nine commonly recommended treatments. Only weatment, occupational therapy, was
recommended to all nine parents participating exstudy. Speech and language therapy was
recommended to eight parents while ABA therapy rgg@@mmended to seven parents. The
remaining eighteen treatments were recommendeazs$othan half of parents participating in the

study.

Treatments were recommended to parents by thenioigp Neurologists, pediatricians,
service providers, family members, friends, sctsystem/teachers, and community-based early
intervention programs. Surprisingly, some pareefported that they, themselves, asked
pediatricians and neurologists for referrals faitichildren to receive ABA therapy, speech and
language therapy, and neurofeedback. Two mothsosr@ported that they have placed their
children on therapeutic diets without the adviceesmommendation of professionals. Parent
report on the Treatment and Interventions Checwlest supported by findings of the document

analyses and demographic questionnaires.

In regards to the treatments that were not commasdyl by or recommended to parents
participating in the study, many parents reported, twhile they had heard about some of the
treatments through their own research, they chos&rpursue those interventions due to lack of
information. For example, Family 6 reported thairtly after her son’s diagnosis, she
considered pursuing hyperbaric chamber treatmelowever, after having difficulties finding
information regarding its efficacy, she chose wattilize hyperbaric chamber treatments.
Similar experiences were shared by all the pangsticipating in the study. While they may

have heard or read about certain treatments, tteaisaparticipating in the study would not

110



pursue those treatments without a recommendatoon fomeone they trusted or multiple

reports regarding the treatments efficacy.

It is important to note that some of the treatmdisted in the Warren et al. (2011) study are
not readily available in South Florida and, therefavould likely have not been recommended to

parents participating in the current study.
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CHAPTER 5

DISCUSSION

The goal of this study was to use direct conteatyeis to examine the experiences of
parents regarding their ability to access andzatitiervices for their children following a
diagnosis or ASD by expanding upon an establishedetof help-seeking behaviors (Cauce,
Srebnik, Baydar, 1996). The model was expandagpéaifically describe the experiences of
parents of children recently diagnosed with ASDgjaging information regarding parents’
perceptions of the multiple factors that may afteéeiir decision making process when deciding
which recommended services to utilize for theitdign. Cauce, Srebnik, and Baydar’s model
of help-seeking behavior was also utilized to ex&measons why parents may voluntarily
choose to decline recommended services for thédd.dh this chapter, components of the
expanded theory will be discussed in regard tsgeeific research questions that guided the
study. The discussion will be organized by the aese questions that guided the current study
and the codes the generated by the research amdiéw questions. Limitations of the study
and the implications of study findings will also thecussed in this chapter.

There are two research questions that guided tiny's

1. According to parents, what factors are the mosaémitial in their decision
making process when deciding which services tazetior their children
following a diagnosis of ASD?

2. What factors may influence parents to voluntamjct recommended services

for their child following a diagnosis of ASD?
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Research Question #1: According to parents, whetbfa are the most influential in their
decision making process when deciding which sesvweitilize for their children following a

diagnosis of ASD?

The main research questions that guided this stxgiored the factors that are most
influential to parents when decided which serviwestilize for their children following a
diagnosis of ASD. The information provided by pasgparticipating in the study gave insight
into the decision making processes of parents,cepeduring the very emotional time
following their child’s diagnosis. It also shedHigonto the specific needs of parents before,

during, and after the diagnostic process.

Parents participating in the study reported aepaiof different experiences when
describing the process by which they first ideatifpossible symptoms of ASD in their children
and initiated the diagnostic process. Despite #rging ages and symptoms of their children, all
parents were able to identify that their childrezrevnot developing typically and required
additional assistance or follow-up. While some pt&seeached this conclusion on their own or
required the assistance of family, friends, or erproviders, all nine parents were able to start
initiating services to treat their children’s ASingptoms before or immediately following their
children’s diagnosis. The services parents chosiestcaccess and utilize depended greatly on

how the parents perceived their children’s symptoms

As reviewed earlier, O'Brien and Daggett (20063tptated that the recommendations
chosen by parents; the interventions they conflective; their satisfaction with services and
service providers; and their responses to theldam’s behaviors are all reflected in parents’

beliefs about ASD and its causes. These beliefaatihe way parents approach the diagnostic
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process (O’Brien and Daggett, 2006). This viewuigported by the responses of the current
study’s participants. While most parents partidipain the study chose to first access speech
and language services to treat their children’®spealelays, one mother, who believed her son’s
autism was caused by vaccinations, chose to watkavinatural doctor” that prescribed vitamin
supplements and therapeutic diets for her son éefiorolling him in formal therapeutic services.
Therefore, how parents perceived their childregiagtoms and the severity of the symptoms
greatly impacted how quickly parents chose to actiesrapeutic and diagnostic services as well
as the types of services their utilized. These eepees are represented in the conceptual code
“Diagnostic Experience.” The conceptual code “Diastic Experience” is comprised of three

open codes: “Symptom Recognition,” “Perceived Krexge of Disorder,” and “Diagnosis.”

Symptom Recognition

Srebnik, Cauce, and Baydar (1996), Freeetaa. (1992), and Rickwood and
Braithwaite (1994) reported that parents’ abilitiesecognize the severity of their children’s
symptoms was a “powerful predictor” of help-seekiiapaviors and formal mental health
services. These findings are supported in the ntatedy. While all nine parents reported that
having a “formal diagnosis” of an ASD was helpfulreceiving more access to services and
coverage from insurance, their perception of tbkildren’s symptom severity appears to be the
most influential factor in their decision to see#tiagnosis and services. In fact, four of the nine

parents interviewed reported initiating formal seeg prior to receiving a diagnosis of ASD.

Parents’ perception of their children’s symptonsoahfluenced their opinions of service
providers and service characteristics. More thdhdfigarents participating in the study reported

that they did not agree with pediatricians who neoeended that they “wait and see” if their
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children’s ASD symptoms improved. All nine parergported that they were not happy with or
did not agree with the services their children weeiving from at least one service provider.
Parents’ discontent with service providers wasdbrpased on how parents perceived their
children’s symptoms and whether or not they belieir children’s symptoms were

improving. Despite their disappointment with soreevges or service providers, all nine parents
reported that they are currently receiving recongheeinservices from a different service

provider or are in the process of changing serprosiders.

Knowledge of Disorder

Parentsperceivecknowledge of the disorde@npacted parents’ ability to access and
utilize services for their children in multiple weayKnowledge of the disorder may have
impacted how quickly they shared concerns about thédren’s behaviors with pediatricians or
it may have impacted whether or not they pursuttraal diagnosis with or without the support
or referrals from pediatricians. In the currendstufour parents reported that they pursued
formal services for their children through commurgarly intervention programs against the
advice of pediatricians and prior to receiving enfal diagnosis of ASD. Knowledge of the
disorder also impacted how parents responded tartfmnt of support they received from
family and social circles. Goodwin (2011) reportedt lack of knowledge on how to care for
children with ASD within a family’s social netwodnd community can also affect the overall
wellness of the family. This was evident in theawp of multiple parents who stated that they

did not pursue diagnostic services for their cleidbased on the advice of family or friends.

Knowledge of the disorder also impacted how quigldyents pursued formal treatments

for their children as well as the kinds of treattsethey chose to access and utilize. As
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mentioned previously, while most parents chosetess speech, behavioral, or occupational
therapy services before or immediately followingitlchildren’s diagnosis, one mother chose to
pursue a number of alternative treatments in dimeounteract the effects of the vaccinations
she believed caused her son’s autistic symptom#iguparents also reported that they noticed
“odd” behaviors in their children, but did not assde the symptoms with ASD. As a result, they
did not mention their concerns to service providersjuickly as they would have liked in
retrospect. In fact, more than half of participgtfamilies reported that they did not pursue
assistance in diagnosis and treating their childrA®D symptoms as quickly as they should

have because they lacked knowledge of the disorder.

Diagnosis

Along with parents’ perception of symptom severdhnical diagnosis has also been
shown to be a powerful predictor of help-seekinigdwors in parents seeking services for their
children (Srebnik, Cauce, & Baydar, 1996). Desfieeknowledge some of the families
participating in the study may have had about A8D their children’s symptoms, it is clear that
none of the families were really prepared to reeéhe diagnosis of ASD. The parents
participating in the study experienced a wide raofgemotions regarding their children’s
diagnosis. However, for all nine parents partidipgtdiagnosis acted almost as a “call to
action,” where all nine parents immediately stadedontinued pursuing formal and informal

services for their children.

Although all parents reported concerns regardieg thildren’s behaviors, as reported
in thesymptom recognitionpen code, all parents still expressed similar faelming”

experiences when their concerns were confirmed anitASD diagnosis. Despite receiving a
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diagnosis and some input and referrals from praosgidal parents still felt it necessary to
research ASDs and treatments individually. Unlikeeo disorders affecting children, a diagnosis
of ASD does not necessarily produce a “roadmasetwice utilization. All parents reported

very different experiences regarding the diagngstocess and eventual service selection and

utilization.

In Srebnik, Cauce, and Baydar’'s help-seeking andcss utilization model (1996),
“need” is related to diagnosis, symptom severitygl problem recognition. In the current study,
the conceptual category “Parents’ Perceived Neea¥’ shown to continue to be related to
diagnosis, symptom severity and problem recognititowever, parents’ reported need was

observed to change drastically from before therthags to after the diagnosis.

The “Parents’ Perceived Need” category contain®offen codeseed for assistance
before diagnosiandneed for assistance following diagnodibese codes refer to parents’
expressed needs before, during, and following thgnistic process. Parents’ views of their
child’s symptoms and diagnosis largely impactedr tweperiences throughout the diagnostic
process and when deciding which services to utizidjective assessment of neecklated to
“problem recognition,” which leads to help-seekb@haviors (Costello & Janiszewski, 1990). A
critical component to the help-seeking, serviceden, and service utilization behaviors of
parents is their interpretation of their child’shbgiors and functioning and its impact on their
overall well-being (Burns, Angold, & Costello, 1992ombs-Orne, Kager, & Chernoff, 1991;
Potticket al, 1992). Goldsmitlet al. (1988) postulated that the relationship betweamncell

assessment of need and perceived or subjectivewmdd improve “understanding of the
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reasons underlying the extent of unmet need asasalf the early stages of help-seeking

pathways.”

Need for assistance before diagnosis

While all parents interviewed reported concernsréimg their children’s development,
as is illustrated in the description of thgnptom recognitionpen code, many of the parents
expressed different needs for their children befoey received a formal diagnosis. All nine
parents reported a desire to “understand” andtttbair children’s symptoms, whether through
formal or informal services or through a formal lexaion and diagnosis. Family 1, for example,
attempted to implement informal services and pamgriechniques at home to address his son’s
behavioral concerns before his diagnosis, whileifg2rand Family 3 chose to initiate formal
speech services to address their children’s spaelelys prior to receiving an ASD diagnosis.
Although more than half of parents participatinghe study were told by pediatricians to “wait
and see” how their children’s symptoms developddreeeceiving a formal diagnosis or
initiating services, most parents perceived thieildcen’s symptoms as “severe” enough to
warrant the initiation of formal services or an lexaion from a different service provider against
the advice of pediatricians. Many parents repoloidg frustrated at the lack of assistance and
guidance they received having their children evadar initiating services before receiving a
formal diagnosis. Three parents participating mstudy specifically reported that they wished
pediatricians and other service providers receimede training in identifying ASD symptoms in
young children because they believed their childrepmptoms should have been identified,
diagnosed, and treated when their children wer@geu One parent specifically stated that they

wished symptoms of developmental delay were diszlskortly after their son’s birth so they
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could have begun monitoring for ASD symptoms atuglmyounger age. Therefore, before
receiving a formal diagnosis, most parents’ neetidered on symptom recognition and a broad

treatment of symptoms.

Need for assistance following diagnosis

Following a formal diagnosis of ASD, parents’ ngstlll continued to center around
treatment of their children’s symptoms. Howevelgiwing the diagnosis, parents’ needs
regarding their children’s treatment becomes mpeeiic. Often utilizing the advice and
recommendations of the psychologists or neurolsdisit diagnosed their children, most parents
express a need to access and utilize formal thetigpservices, such as speech therapy,
occupational therapy or ABA therapy. As a resudrigmts’ reported that they required specific
“case management” type services related to acaespercific services and providers, insurance
coverage, and scheduling and managing the numezoaexmended treatments. Almost all
parents participating in the study also reported they required assistance “making sense” of
the multiple treatments, whether formal or inforpsalailable for treating their children’s autism
symptoms. Specifically, many parents required taste recognizing empirically supported
treatments for ASD as well as assistance decipjevinch treatments would be the most
appropriate for treating their children’s specgianptoms. Some parents also reported a need for
assistance recognizing the effectiveness of infopagenting strategies they were utilizing in the

home to treat their children’s ASD symptoms andaveédrs.

Predisposing characteristics are defined by Srel@dakice, and Baydar (1996) as “stable
conditions of an individual that influence one’sdeess to seek help.” In their model of help-

seeking behaviors, Srebnik, Cauce, and Baydadlfsigtors like gender, age, ethnicity, family
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size, and level of parent education as predispashagacteristics. However, in the current study,
these factors were found to have no impact on psirahility to access or utilize services.
Because of this, it was necessary to expand upeiongk;, Cauce, and Baydar's model (1996)
and include predisposing characteristics relatquhtents’ abilities to rely on their own

judgment, capabilities, or resources, which appktydiave more of an impact on their ability to
access and utilize services than biological faatelested to gender, age, or ethnicity. Parents’
ability to rely on their own judgment, capabilitiesd resources is described by the conceptual
category “Self-Reliance,” which is split into twpen codes: “Resourcefulness” and “Values and

Beliefs.”

Overall, parents’ abilities to cope with their cign’s diagnoses appeared to have the
greatest impact on their ability to access anazetgervices for their children. While all nine
parents reported that their child’s diagnosis wsl,” “overwhelming,” or “emotional,” all nine
parents shared that they were able to quickly a¢heir child’s diagnosis and start accessing
and utilizing services, with or without the assista of others. Despite the popular representation
of parents of children diagnosed with ASD as béwmarriors,” this concept has been under-
researched. Little to no research has been cordititdé analyzes the personality traits, pre-
disposing characteristics, or constructs that impacents’ ability to advocate for their children

before or following a diagnosis of ASD.

Resourcefulness

The Oxford English Dictionary (2013) defines resaiul as having the ability to find
quick and clever ways to overcome difficultieRésourcefulness is a common characteristic

reported by all nine families. Almost all nine pateparticipating in the study reported that they,
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themselves, were the most “influential” aspecthiit ability to access and utilize services for
their children. Many of the parents reported thairtresourcefulness also helped them pursue
diagnoses and services for their children withbetdupport of pediatricians, professionals,

family, friends, or community.

Surprisingly, the “resourcefulness,” of parentslidren with ASD is an under-
researched construct in the field. Little to ncegesh has been conducted that explores how
parents utilize aspects of their personality, pspalsing characteristics, or other potential
barriers or facilitators to treatment to advocaietheir children and access and utilize services
for their children following a diagnosis of ASD. the present study, all nine parents reported
how life experiences, such as skills they’ve ledrttgough their occupations or education,
helped them cope with their children’s diagnosesraake decisions regarding which services to
utilize. Parents’ abilities to “make it work” whéincame to accessing and utilizing services for
their children was found to be most highly impadbgdparents’ perception of their children’s
symptoms or illness; the more severe parents padeheir children’s symptoms, the more
parents were willing to advocate and fight for treants they believed their children needed. To
a much lesser extent, parents’ ability to accessuditize services for their children was also
impacted by barriers and facilitators to treatm&hile parents reported that lack of support
from family, friends or service providers or diffities navigating insurance benefits may have
delayed the initiation of diagnostic or therapegtevices, all parents participating in the study
reported that they have been able to access am #re process of initiating services they believe

are necessary to treat their children’s ASD symgttimough other means.
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Values and Beliefs

According to the Oxford English Dictionary, valum® defined as “the principles or
standards of a person or society, the personalaetal judgment of what is valuable and
important in life” (“Values,” 2013). The Oxford Ehsh Dictionary also defines beliefs as
“something one accepts as true or real; a firmlgt bpinion or conviction” (“Beliefs,” 2013).
These definitions are used in the current studyuilify the values and beliefs described by
parents participating in the studarents’ values and beliefs also impacted pardnlities to
advocate for their children as well as their apild access and utilize services. Almost all
parents participating in the study reported thaythelieved it was their job to “fight” for their
children. Many parents reported that they believ@ds their responsibility to access the “best”
services for their children in order to make sina their children could reach their fullest
potential. Many parents also reported a need tetbitemselves in order to better advocate for

their children.

Some parents did report that their values chadgastically following their children’s
diagnosis. Four parents reported that they madsides to leave their jobs or not to return to
work following their children’s diagnosis in order care for their children full time. Almost all
parents participating in the study reported thairtbhild’s diagnosis made them “reevaluate”
what was important in their lives. Surprisinglyssehan half of parents participating in the study
reported that religion or faith has played a roléhieir ability to access or utilize services. Two
parents reported that their faith has increasddviimg their children’s diagnoses, which has led
to increased family cohesion and community supgamne parent reported that a faith based

parent support group has impacted her abilitiesmte for her son by providing her with respite
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and support services, as well as social activibeser son and assistance funding therapeutic

services.

Srebnik, Cauce, and Baydar (1996) defined “Bared Facilitators to Treatment” as
“social and environmental pressures that can oattire individual, community, or broader
political level.” Srebnik, Cauce, and Baydar’s thetwal model (1996) includestmmunity and
social networks characteristi¢s' economic factors”, “service characteristi¢sand “policy”
issues as potential “external influences” that edimer enhance or impede help-seeking
behaviors and service utilization. In the currénty, it was necessary to expand upon this
theoretical model to in order to describe the dpeekperiences of parents of children diagnosed

with ASD. The theme “Barriers/Facilitators to Tme&nt” is split into three conceptual codes:

“Outside Influences,” “Economic Factors,” and “Seps.”

Srebnik, Cauce, and Baydar (1996) describe adiéd@nd environmental pressures” as
“external influences.” However, in the present gtudutside influences” refers only to social
pressures that may influence the decision-makionggsses of parents when deciding which
services to utilize for their children followingdéagnosis of ASD. The conceptual category
“outside influences” contains four open codes: “@mumity-Social Support,” “Family Support,”

“Work,” and “Internet.”

Community-Social Support

As previously stated, Ruble, Heflinger, Renfrewg &aunders (2005) found that
community-based early intervention services arerg gommon source of individualized family

service plans for children with ASDs. This findiwgs supported by the experiences of families
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participating in the current study. When paremtsld not access diagnostic or formal
therapeutic services through pediatrician referralsre than half of parents utilized community-
based early intervention services as a meansttatenthe diagnostic and therapeutic process.
While families did not receive a formal ASD diagisothrough these services, they were able to
begin the process of treating ASD symptoms byaini¢j speech, occupational, and play
therapies prior to receiving a formal diagnosissdme cases, parents were utilizing speech,
occupational, or play therapy services for theildrhn for over a year before receiving a formal

ASD diagnosis.

Following a diagnosis of ASD, community-based ssggicontinued to play an important
role for families. All nine families reported uilng a variety of community-based programs in
order to receive parent-training, case managengmices, funding for therapeutic services,
referrals for services, and information regardidgaational planning for their children, just to
name a few. Multiple families also reported thahoaunity-based groups had provided them
with grants to pay for their children’s servicesnadl as low-cost or free options for services.

Twoy, Connolly, and Novak (2006) found that 68%pafents of children with autism
sought “general support” from their social netwonkhile 93% sought “information and advice
from families with a similar diagnosis,” and 80%ugbt information from professionals
(Banach, ludice, Conway, & Couse, 2010). Surpgisinwhile almost all families participating
in the study reported receiving some advice froneoparents of children with ASD, parents
most commonly referred to their service providspecifically their child’s neurologist, or their
own research as the most influential factor inrtdecision-making process when deciding
which services to utilize for their children. Laksan half of parents participating in the study

reported that they had received referrals for forseavices from social networks or from other
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parents of children with autism. Overwhelminglyfoirmal services, such a parenting techniques
or behavioral interventions, were most often ref@no parents through community groups,

social relationships, parents of other childrerhvASD, or the Internet.

In the current study, social support was fountdaee both positive and negative
influences. Six out of the nine parents participgin the study reported having some experience
socializing with the parent of a child diagnosethwASD. In these cases, parents reported
receiving advice regarding formal services, inforsevices, and community-based programs
from the parents of other children with ASD. Howeygior to a diagnosis of ASD, multiple
families reported a general lack of social suppegarding their children’s symptom recognition
and diagnostic process. Three families specifia@ported that family friends had discouraged
them from pursuing diagnostic services for theitfdrthn when they shared their concerns
regarding their children’s behaviors. However,daling their children’s diagnosis, eight out of
the nine parents participating in the study rembtheat they felt supported by their friends and
social networks. Despite the majority of parenorépthat they felt supported by social
networks following their children’s diagnosis, mas$those parents reported feeling as if others
could not really understand or support them urnllesg also had a child who was diagnosed with
ASD. One parent specifically reported feeling asoiial support was “superficial” while
another parent reported that she did not feel sisafwas receiving any support from family or
friends. These findings support Higgins, Baileyd &earce’s (2005) findings that the families of
children with ASDs tend to have limited contactiwtlieir natural social networks because the
parents felt that their friends and family did notderstand how children with ASDs behave and
why the act the way they do. Similar findings wexported in a study of 14 parents of children

with ASD by Woodgate, Ateah, and Secco (2008) wéscdbed feelings of “extreme social
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isolation” and a “lack of understanding from othig/oodgateet al, 2008). With the
exception of contacts with other parents of chitddeagnosed with ASD, almost all nine parents

in the study reported feeling as if they lackedaaupport.

Family Support

Parents’ experiences regarding their familial suppere similar to their experiences
regarding social support. Prior to receiving a dagls of ASD, the majority of participants
reported that they were discouraged from pursuiagristic services by extended family
members, such as grandparents, aunts, unclespasths. Only two parents reported that family
members played a vital role in encouraging thesetek diagnostic services for their children
and only one parent reported that family membersqggaated in specialized trainings to better
manage her son’s behaviors following his diagnagils ASD. While the majority of parents did
report that family members assisted them financm@dlthrough babysitting services, four out of
the nine participating parents reported that famigmbers did not agree with their children’s
diagnosis of ASD and, therefore, did not followastnmended behavioral interventions when
socializing with their children. These four parergported that family members were in denial
and did not believe that there was “anything wrowgh their children. These four parents
reported feeling frustrated and feeling as if theyld trust family members in caring for their
children. These findings support Goodwin’s (201aglings that parents of children with ASD
have difficulties finding appropriate childcarerespite services.

In the current study, seven out of nine particigaparents were married. Six out of the
seven married parents reported that their spousehvesr primary source of support. Parents
often reported that their marriages were “collabged and that they often made decisions

together regarding their children’s services. Thay be due in large part to their participation in
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parent-training programs and support groups, wivete shown to improve overall functioning
for families with children diagnosed with ASD (KadgBimbela, & Schreibman, 1996; Symon,
2001). Only one mother participating in the stuegarted feeling as if she did not receive
support from her husband when making decisionstdiuson’s treatment. She also reported
that, following her son’s diagnosis, her husbangeaped to have difficulties relating to their son

and she felt as if he had “distanced himself” fribmir son.

Work

According to Goodwin (2011), only 55% of parentsaeed that their employers had
flexible work schedule policies that enabled therwbrk and take care of their child. Finding of
the current study revealed that, for most familiess, very difficult for both parents to work full
time. Four of the nine families participating iretbtudy reported at least one parent who was
currently out of work. Two parents reported thatytlguit work after their children were
diagnosed with ASD so they could care for them. ater two parents reported that, after
losing their jobs, they decided not to activelyksemployment because of their children’s
diagnosis. Two of the nine parents were currerdlitemployed and, therefore, had flexible
schedules that allowed them to take their childeeall appointments. One parent reported that
she received permission to work part-time from hamearder to make therapeutic appointments.
One parent reported that she was returning to afiek quitting her job to care for her son. She
reported that she was able to return to work &igerson received a McKay scholarship to attend
a private school where he would be receiving hésapies during the school day. Only one
family participating in the study had both paremntgking outside of the home full time. In this

family’s case, the mother reported that her sugersiprovided her with the flexibility to attend
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her son’s therapy sessions. She also reportediteaand her husband equally split time taking
their son to therapy so either one wouldn’t missrauch work.

Internet

Because Srebnik, Cauce, and Baydar's model watedr@a1996, the potential impact of
the Internet on help-seeking behaviors was stillfully understood. Therefore, it was necessary
to include this experience in the help-seeking rhadall nine parents shared similar
experiences regarding the impact of the Interndheir abilities to access and utilize services

following their children’s diagnoses.

The impact of the Internet on families seekingstasice related to ASDs is undeniable.
For all nine families participating in the studiyetinternet was often the first place parents went
to seek information regarding their children’s babes, potential treatments, advice, and
support before and after the diagnostic procesqriSingly, the extent of the Internet’s impact
on parents’ abilities to access and utilize sessfoe their children is not fully understood and is
overwhelmingly under-researched. According to agttonducted by Fain (2009), “parents of
children with ASD have difficulty obtaining adeqaahformation and support to guide them in
the care of their children (Huws et al., 2001),degsrmany use the Internet to get their
information needs met.” According to Fain (2009):

Data analysis revealed that the parents of childiéim ASDs used the Internet to search

with intensity and urgency about ASD-related infation, especially right after

receiving the diagnosis of ASD. They were motivdtedearch the Internet due to

inadequate information and support received froaitheare and educational systems.

Parents in the study searched to confirm theid&hidiagnosis, research possible causes

of ASD, improve their understanding of symptoms] emevaluate and locate

practitioners, therapies and treatments. They ssatth engines and evaluated websites

for credibility by assessing their professional eguance and sponsorship; some parents
relied on their education and training to assesditylof online information.
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Similar findings were reported in current studyl #he parents reported using the internet to
gain information regarding ASDs. The majority ofgras reported that, other than themselves
and their resourcefulness, the Internet was ofteedithe most helpful thing to them before and
after their children received a diagnosis. Fouraduhe nine parents participating in the study
reported that they used the Internet before theld's diagnosis to research their children’s
behaviors. All four parents reported that they banhe idea that their child would be diagnosed
with an ASD based on their research and, therefoeeg more likely to push for diagnostic
services even against the advice of pediatricihs.remaining five parents reported that they
“immediately” began researching ASDs and possilgatiments after their children received a
diagnosis of ASD. All nine parents reported usimg internet the research potential treatments,
whether formal or informal, and service providétght out of nine parents reported using the
Internet to find community-based programs, parappsrt groups, or parent education
programs. Two parents specifically reported thairtparticipation in Internet based support
groups for parents of children with ASDs had a pasimpact on their ability to access and
utilize services for their children. One motherarpd that she regularly contributes information,
resources, support, and reviews of services amitsgoroviders to an Internet based group for

parents of children with ASDs.

Despite the strong positive impact the Internet tia parents’ ability to access and utilize
services, some negative impacts were also reportead families specifically reported feeling
“overwhelmed” and “confused” by the amount of inf@tion they received on the internet. They
reported having difficulties “making sense” of théormation they received as well as

determining which information was correct or appiaie for their children.

129



The results of the current study indicate a needhi® inclusion of the Internet in an
expanded model of help-seeking behaviors and deesiaking processes for parents of
children diagnosed with ASD. The findings of thegent study also reveal the need for
increased research on the impact of the Interng@iaoents’ abilities to access and utilize services

for their children before and following a diagnosfsASDs.

As previously mentioned, “Economic factors havegltveen described in the literature as
having the potential to facilitate or inhibit sexgiutilization.” Despite the efforts of Federal and
State legislations and the high rates with whidldebn with ASDs demand and receive
services, several studies have demonstrated thdtezhwith autism spectrum disorders have
difficulties accessing recommended services. Ssirgly, this was not found to be the case in
the current study. Despite the multiple familiesovdomplained about lack of finances,
insurance coverage, or difficulties receiving Meadticbenefits, the majority of families reported
that they felt as if their children were receividfrecommended and “necessary” services. In
order to explain the economic factors associated parents’ abilities to access and utilize
services for their children, the conceptual catggeconomic factors” is split into three open

codes: “Finances,” “Policy,” and “Insurance.”

Finances

Lack of finances was a common problem affectihgiale families participating in the
study. All nine families reported some level ofdirtial difficulty when it came to affording
services for their children. Even families who riged insurance or Medicaid benefits to cover
the majority of recommended services reported sdiffieulties getting all the services they

believed were necessary for their children covéreahcially. Although all nine families
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reported that economic factors had a large impac¢heir ability to access services, each parent
ultimately reported that lack of finances, insunar policy would not deter them from utilizing
services they believed were necessary for theidien. The potential negative impact of a lack
of finances on parents’ ability to access andadiervice appeared to be largely
counterbalanced by parents’ resourcefulness. Panare able to find alternative funding
sources and treatments for their children wherr then finances or insurance would not cover
costs. Multiple parents reported utilizing commusbased groups or grants in order to afford
services they believed were necessary to treat¢hédren’s ASD symptoms when they lacked
finances or insurance coverage. One mother reptregcdhe sold personal items to get extra
money to pay for services while another mother rgplothat she bartered her services in order
for her son to receive neurofeedback therapy tlaat wot covered by Medicaid. The same
mother reported that, although she was unablefoodbéll the services she wanted for her son,
she was able to access more affordable alternatitbs the community that also addressed her
son’s needs. Despite financial difficulties, seweéthe nine parents participating in the study
reported that they believed their children werdiggtall the services they needed.
Policy

On March 26, 2012, a federal judge ordered thatibéed must cover ABA treatment in
Florida.K.G. ex rel. Garrido v. Dudek-- F.Supp.2d ----, 2012 WL 1438974 (S.D. Flal2pD
The judge found the treatment “medically necessangd not “experimental,” as it had been
previously claimed by the statie. at *5. This recent ruling was fresh in the midsnany of
the current study’s participants who had just eitiegun receiving ABA services or were in the
process of waiting to be approved for the Mediseddver to cover ABA therapy. At the time

interviews were conducted, two families had regebégun receiving ABA therapy for their
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children through use of the Medicaid waiver. Thadditional families had applied for the
waiver but had been denied because their childmgtoms were not considered “severe
enough” to receive the waiver. Of those three @altil families, two families were in the
process of contesting the decision and were reyagpto receive coverage Medicaid coverage
for ABA therapy. Two mothers reported that the régmlicy changes in the state of Florida
inspired them to write letters to their insuranoenpanies demanding coverage of ABA
therapies for their children. One mother reported,tdespite being a Medicaid recipient, her son
was still unable to access behavioral therapiels @attified ABA therapists. Additionally, she
also reported that she had a lot of difficultiexifng a psychologist who could perform another
evaluation as she did not believe the original pslagist provided an accurate diagnosis. Only
one mother participating in the study reported geinhappy with the level of services provided
by the state of Florida. Overall, recent changgoiiicy had very little impact on the amounts of
services accessed and utilized by families, withekception of ABA therapy. With the
exception of the two families receiving ABA therapithrough the Medicaid waiver, all but one
family recommended ABA services was receiving ABAvices, whether by paying “out of
pocket,” receiving ABA therapy through school, ocassing grants to cover services.
Insurance

When compared to children with other disabilitiéata suggest that children with autism
are underinsured. The parents of children with AB®more likely than the parents of children
with other disabilities to report that their hegtlhns have refused to pay for service or that they
cannot afford the out-of-pocket expenses (Kraisd, 2003; Rubleet al, 2005). Surprisingly,
similar findings were not reported in the currenidy. Of the nine families participating in the

study, two families were receiving Medicaid bereflDf these two families, only one parent
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reported that she was believed her son was nawnegell the recommended services,
specifically ABA therapy and visits with a psychgist. Of the seven remaining families
receiving insurance coverage through private conegaonly one parent reported that she
believed her son was receiving an inadequate nuoflsreech and occupational therapy
services. While many parents did report that timsiurance did not cover all the recommended
or “necessary” services, only two parents repatitetl they believed their children were not
receiving enough services or an “inadequate nummbservice visits” because they lacked
insurance coverage. Therefore, despite the numeouplaints parents had about their
insurance, the majority of parents participatinghia study felt that their children were receiving

an adequate number of services, with the exceplid/BA therapy.

Difficulties navigating insurance benefits weraifia to have some negative impact on
parents’ ability to initiate services for their ldhien following an ASD diagnosis. Multiple
families reported that it took months before thegeived coverage for all recommended
treatments. One parent reported that, every siximspher son’s speech therapy services
discontinue so that the child can be reevaluatentder to determine whether his speech services
will continue to get covered. These parents repdttat they believed their children lost “critical
time” when they should have been receiving serniiszause they were waiting for insurance

companies to approve coverage.

In the present study, aspects of different sesweere shown to impact parents’ ability to
access and utilize for their children. Some paregpisrted receiving referrals from service
providers or having to access alternative servisgther formal or informal, when they could

not receive coverage for other services. Additipnalbme parents also reported that their

133



children were able to receive recommended sertizesigh their schools when they were
unable to access services privately. As a resuhiese varied experiences, the conceptual
category “services” is split into four open cod#rmal Services,” “Informal Services and

Intervention,” “Service Providers/Characteristicarid “Education.”

Formal Services

Parents’ abilities to access formal services feirtbhildren were greatly impacted by
their ability to receive a formal ASD diagnosis. MéHfour parents were able to initiate formal
services through community-based early intervenpi@grams prior to receiving an ASD
diagnosis, all nine parents reported having a Bagmitly easier time receiving referrals for
formal services and receiving insurance coverage tmeir children received a formal
diagnosis. All nine parents reported that referfaldormal services were most often made the

provider who diagnosed their child with ASD, tydlgaa neurologist.

Informal Services and Interventions

In the current study, informal services and iné@tions were most often recommended
by members of the parents’ social networks, sudlarady, friends, community-based groups,
and the Internet. All nine parents participatinghe study reported utilizing informal services
and interventions, such as increased eye contalseihome, play groups and play dates, and
after school activities such as athletics or cammsder to increase social interactions and skills
Before receiving a diagnosis of ASD and receivimgrfal services, five out of the nine
participating families reported that they only izedd informal services to help treat their

children’s ASD symptoms. Following a formal diagisognd/or receipt of formal services, all
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nine families reported utilizing informal servicasd interventions with their children in
conjunction with formal services.
Service Providers/Characteristics

Chiri and Warfield (2011) found that families ofilclnen with ASD were significantly
more at risk for having “unmet specialty and thgregre needs.” Parents reported “provider
lack of skills” to treat their child as a barrierabtaining necessary and recommended services
(Chiri & Warfield, 2011). This was not found to thee case in the current study. While some
parents participating in the study did cite provalservices characteristics as a reason why
services were terminated, all parents continugddeive services for their children with a
different provider. Overall, 2/3 of parents papaiing in the study had a positive attitude
towards their children’s service providers. Senpeeviders were frequently described as
“supportive” and parents were able to see improvesia their children’s behaviors. Even
when the parents did not feel that the serviceigeywas a “good match” for their child, parents
were able to find another provider to provide tame service. Therefore, negative perceptions

of service providers or characteristics did notasca barrier to parent’s service utilization.

Education

Children’s education played a vital role in thereat study, specifically relating to
parents’ ability to access and utilizes serviceve® out of the nine parents participating in the
study reported positive experiences with theirdreih’'s schools. Overall, parents felt that
teachers were following IEPs and were providingpnemended interventions in the classroom.
Two parents reported that their children partiapdan LEAP programs, which they believed

provided their children with many social benefidne parent reported that, while her son was
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not receiving “necessary” services privately, heahble to receive the therapy she believed he
needed through his school. Another parent repdhatl while she has had difficulties affording
private services for her son, she was able to Emeolson in a private school that provided him
with all recommended services during the schoolldaysing the McKay Scholarship. Only one
parent participating in the study reported thatwhe unhappy with her son’s teachers. However,

she reported that the teacher did follow all rec@ndations listed on her son’s IEP.

Before receiving a diagnosis of ASD, one pareporied that her son’s teachers were the
ones who helped her identify ASD symptoms in heraad initiate the diagnostic process.
Multiple parents reported that, following their kclien’s diagnosis, they received support from
teachers who encouraged them to join parent edurcatbgrams or support groups offered by
the school. Overall, parents reported positive agpees regarding their children’s education
and they reported that their children’s schoolstpady impacted their ability to access and

utilize services for their children.

Research Question #2: What factors may influencera to voluntarily reject recommended

services for their child following a diagnosis ddB?

Voluntary Refusal of Services

No research has been previously conducted thatiegamarents’ voluntary refusal of
recommended services for their children followindi@agnosis of ASD. The majority of research
regarding “refusal of services” describes insuratwm@panies and their refusal to cover
recommended services for the treatment of ASD. &thiére is no formal research that

examines parents’ voluntary refusal of servicemynaebsites and message boards geared
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towards parents of children diagnosed with ASD aimetd multiple first hand accounts of
parents’ refusing recommended services. In padicplarents participating in these websites
often discussed their refusal of recommended spedigation programs in their children’s
schools. Specifically, parents reported that, aithotheir children were diagnosed with ASDs,
they did not believe that their children “sufferdddm any learning disabilities that required
them to participate in special education prograReher, these parents preferred that their
children be allowed to remain in classrooms witpitally developing” children as they
believed that their children were missing out oquagng critical educational and social skills by
participating in special education programs. On message board, a teenager diagnosed with
Asperger’s chimed in, stating that he opted owgpefcial education programs as he believed he
was being “cheated out of a proper education” shrcevas not diagnosed with a learning

disability.

In the present study, none of the parents particigan the study reported a voluntary
refusal of special education services for theitdekin. While some parents did report that they
wished to change the type of classroom setting tielidren were in (ie: self-contained
classroom to a reverse mainstream classroom), #erity of parents were either content with
the special education services they were receimngere seeking more intensive special
education services for their children. These figdiare not consistent with the self-reports of
parents on autism message boards or websites. lowhis may be due, in large part, to the
age of the children participating in the study.c®ithe children participating in the study are
preschool and kindergarten aged, parents may et lineed sufficient experience with the special
education system and, therefore, may not havelesdtall opinions on special education

services.
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Of the nine parents patrticipating in the studyefparents reported refusing or
discontinuing recommended services. However, thaecas they reported refusing or
discontinuing are not services that are empiricallgported for the treatment of ASD. Only one
family reported refusing a service recommendedkydiagnosing neurologist. However, the
service they refused was a service that was n&ssacy to treat ASD symptoms but, rather, a
test to rule out other possible neurological disosdThree parents reported refusing or
discontinuing services that were not empiricallpparted treatments for ASD and one parent
reported refusing orthopedic treatment for her salifficulties walking at the advice of her
son’s pediatrician. Therefore, findings of the prasstudy suggest that parents will not refuse or
discontinue empirically supported ASD treatments ttave been recommended to them by
service providers, specifically diagnosing neur@tgor psychologists. Parents were found to
discontinue or refuse services if the service wadaund to be an empirically supported
treatment for ASD or if a neurologist or pediatitiadvised that the services were not necessary

in order to treat their child’s symptoms.

While some families had been receiving some sesy®mech as speech and occupational
therapy, for a few years prior to receiving a daga of ASD, it was evident that the parents
participating in the study were still, in my mangys, adjusting to their children’s diagnosis and
learning how to navigate the system. Because mathe@arents in the study lacked knowledge
of ASDs, many of the parents may still not be krexgieable of all the available treatments for
ASDs. Therefore, they may have been reluctantftseeservices recommended to them by
diagnosing neurologists or psychologists. Instéaahpears that parents of recently diagnosed
children are willing to explore and even initiatbatever services are recommended to them in

an attempt to find services that will improve thehildren’s skills. Similarly, because parents
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participating in the present study had only bearessing and utilizing services for their children
within the last year, parents may not have hadgportunity to fully evaluate or develop their
opinions about recommended services they wererdiynatilizing for their children. Similarly,
since their children had only been receiving s&wifor a short amount of time, they also may
not have been able to accurately evaluate the ingéaervices on their children’s development

and, therefore, may not have made a decision tmdisue services.

Parents’ decision making processes following thkildren’s diagnosis with an ASD
also appeared to be influenced by the person re@mdimg treatment. Parents appeared
reluctant to refuse services that were recommehbgleéde diagnosing neurologist or
psychologist. Even if services were not recommeriethe diagnosing neurologist or
psychologist, parents often discussed recommendatiom other service providers with the
diagnosing neurologist and psychologist before mgki decision whether to access or refuse
services. Despite some parents’ original disagreemih their pediatricians’ attitudes towards
their children, some parents also reported that tbkised recommended services after receiving

advice from their pediatricians.

While parents also reported that other parent$ibdien diagnosed with ASDs were
influential in their decision making processes rdgay which services to utilize for their
children, parents participating in this study repdrthat they were willing to not pursue
recommended services if their service providerssadivagainst it or if research indicated that
the treatments were not empirically supported.i€lpdting parents also reported that they were
willing to discontinue services if their childrerddhot immediately respond well to services or if

they perceived services as potentially dangerous.
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5.1 Limitations of the Study

Although the research has reached its aims, there several foreseeable threats to
internal and external validity that may impact #adidity of this study. One limitation of the
study is that the data collected was “self-repdrisdparticipants. Despite attempts to verify
data using various data checks and triangulaticmigues, it is impossible to verify all of the
information provided by participants. Along thesees, the fact that the study is retrospective
can also be considered a limitation. Many factsush as length of time from diagnosis to
participation in the study, may have impacted p&feability to accurately recollect clinicians’
recommendations or report their perceptions of sveHindsight bias, where parents may have
intentionally or unintentionally attributed or expeggated outcomes when reporting their opinions
regarding their access to services and servigeattdn, may have also occurred. The
researcher’s presence during interviews and thicyeants’ lack of anonymity may have also
affected participants’ responses.

Despite attempts to recruit participants from iiplétagencies and organizations, all
participants were recruited through their affilatiwith the Parent to Parent Organization of
Miami. Parents affiliated with this organization yrdiffer demographically from other parents
asked to participate in the study and may alsccaffee generalizability of results. These
limitations may be addressed in future studiesdeyuiting parents from multiple agencies
shortly following their children’s diagnosis witm@&SD. The researcher would then follow-up
with parents regularly throughout the course ofytbar, collecting parents’ feedback and
opinions as they go through the process of acagssid utilizing services.

Another limitation of the study is that the datdhgaied and the interpretation of the data

is heavily reliant on the researcher. For exantpke actions of the researcher during may have
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affected participants’ responses. In order to agkltleese concerns in the present study, a pilot
study was implemented in order to ensure thatébearcher assessed and prepared interview
and observation techniques as well as self-evaluatediness, capability, and commitment as a
gualitative researcher. Member checks were aldéi@aedi giving participants the ability to review
and confirm the accuracy of interview transcripgsaeell as the researcher’s interpretation of the
main ideas generated by the interviews.

5.2 Conclusion and Project Implications

Many parents of children recently diagnosed withA&D report a number of mixed feelings.
Many parents, including the parents participatmghis study, reported feeling overwhelmed,
sad, and even relieved that their concerns regattiir children’s behaviors were validated.
During this often confusing time, parents’ decismaking processes can be influenced by a
number of factors, including their own beliefs, fstncommunity, and finances, just to name a
few. The purpose of this study was to examine gareecision making processes when
deciding which services to utilize for their chidrfollowing a diagnosis of ASDas well as
examine the factors that may influence a parer#ssibn to voluntarily reject or discontinue
recommended services to treat their child’s ASD gymms. This was achieved through utilizing
Cauce, Srebnik, and Baydar’'s model of help-seebk@itaviors to guide the current study. The
results of the current study also represents theditempt to expand upon a previous model of
help-seeking behaviors in order to create a mode¢lp-seeking behaviors that explains the
specific and unique experiences of parents of mmidiiagnosed with ASD. The expanded
theory proposes that, overall, parents’ perceptadribe severity of their children’s symptoms
proved to have the greatest impact on their alifitgccess and utilize services for their children

following a diagnosis of ASD. Parents’ resourceéds and ability to seek treatments and
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interventions for their children independently adgeatly impacted their ability to access and
utilize services. To a lesser extent, “outsideuefices,” such as family, social, and community
support also affected parents’ ability to accesbuilize services. Family, social, and

community influence as well as pediatricians’ femdbappeared to have the biggest impact on
parents’ decision making processes when initiatiegdiagnostic process. Service providers also
had an impact at this stage in the diagnostic exatrhent process. The findings of the study did
not support previous research which stated thanties and lack of insurance coverage had the
greatest impact on a parents’ ability to accessudilide recommended services following their
children’s diagnosis with ASD. In fact, all ninerpats participating in the study reported that
lack of finances or insurance coverage has nopstbphem from utilizing services they believe
are necessary in treating their children’s ASD stgmys. Even when parents are not able to have
treatments covered for their children by insurapegents will seek other alternatives to fund the
treatments they believe their children needs, wdrdtirough the use of grants, federal funding,
Medicaid waivers, community organizations, bartgmh services, or accessing services through
public and/or private schools.

Parents’ refusal or discontinuation of serviceseaped to be largely impacted by the
person recommending services. Parents were ofliectaiat to refuse or discontinue services that
were recommended to them by diagnosing neurologist&hologists, or pediatricians.

Similarly, parents were often reluctant to pursemvises that were not empirically supported for
the treatment of ASD. Parents were also foundgoatitinue services if they felt that their
children responded poorly to the treatment or thhey treatments were potentially dangerous.

Despite parents’ reports that they currently fedtit children were receiving an adequate

number of services, many of the parents reportattkiey wished they had they had pursued and
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diagnosis services for their children sooner. Th@essed needs of parents participating in the
study should be taken into serious considerationoddghout the interviews, almost all
participating parents reported feeling as if no coeld really “understand [their] experience”
unless they had a child that was diagnosed witA%ID. Despite the reports that the family’s felt
they were receiving support from their family, sdaietworks, and community, it is likely that
families are not receiving the amount of suppoeltheed, which might explain why families
require assistance and support from a varietysgueces. The symptoms and behaviors of
children diagnosed with ASD are so variable as it each family has an individual set of
needs that requires individualized and specialassilstance. Therefore, parents may have also
needed to seek assistance from multiple resousrEsube there are no resources that allowed for

parents and families of children with ASDs to hawvest or all of their needs met in one location.

Many of the parents reported a desire for coorduhaervices before, during, following their
children’s diagnosis as they had difficulties “rgating the system.” Many parents reported
difficulties understanding developmental milestoaeaccurately identifying symptoms of ASD
early on. Following their children’s diagnosis, maarents had difficulties deciding which
services to access first and which service prosidecepted their insurance. It is important to
acknowledge that, while many of the families p@oating in the study reported similar needs,
the needs expressed by each family are highlyréifteated based on multiple pre-existing
factors, such as the symptoms of the children bagarents’ finances. Therefore, a coordinator
that follows up regularly with families during afmlowing the diagnostic process and addresses
the individual needs of each family may help faeslmore efficiently access and utilize

services. This need was further supported by thaéysis of the diagnostic reports, all of which
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listed recommendations for services, but did ndicate specific service providers or
interventions that address the specific symptonitsebaviors of each child.

5.2.1 Implications for Future Research

Findings from the current study suggest the needefearchers to explore and expand upon the
present study’s findings regarding the importanfigeanents’ self-reliance, resourcefulness, and
values and beliefs on their ability to access ailiz@ services for their children. While the
strength of parents of children diagnosed with A& been overwhelmingly documented in
popular culture and media, little empirical reséanas been conducted that explicitly examines
its impact on parents’ abilities to access servarefie overall improvement of ASD symptoms

in their children.

Findings from the current study also suggest a heeresearchers to follow up with
parents on a regular basis to determine which aes\parents may have discontinued or refused,
especially as their children reach different depgiental milestones. As the children of the
parents participating in the current study ageep@rare likely to seek out different services for
their children and, possibly, discontinue curreniijized services. It may be interesting to
follow up with parents annually to determine howitldecision making process regarding which
services to utilize for their children changestesrtchildren age and their developmental,

educational, emotional, and social needs change.
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APPENDIX A

PARTICIPANT INTERVIEW QUESTIONS

Tell me about your experience going through thegse of having your child evaluated and
diagnosed with Autism?
What did you do before you received a diagnosis?
What happened following the diagnosis?
How did you deal with the diagnosis before you badvices?
Tell me about your experiences deciding which sexwio utilize?
lliness Profile
When did you first start to notice symptoms of ABDGyour child?
Could you describe the events that led up to thgraisis?
Do you believe you need help planning and coordiganedical care services or health care
support for your child?
Describe any difficulties accessing services fasrychild? Do you believe that your child
isn’t receiving enough services?
Describe any help you've received finding servicavers for your child?.
Are there any services in particular that you'rgihg difficulties access? Please explain.
Did anyone influence your actions? Tell me abouwt tiwey influenced you.
Was there anything going on in your life or in ydamily that may have impacted your
ability to access services? Please explain.

Predisposing Characteristics

What, if anything, did you know about ASD beforauyahild was diagnosed?
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Tell me about your thoughts and feelings when yaurled that your child was diagnosed.
Tell me how your views may have changed since gbid was diagnosed with ASD?

How have your values changed since your child iegnbsed with ASD?

After having these experiences, what advice woold give to someone whose child has just
been diagnosed with an ASD?

Is there anything you think | should know to undemsl your experience better?

Barriers/Facilitators

Of the treatments you identified having been recemaed, did you experience any
difficulties accessing those services? What was#tere of those difficulties?

Were you able to resolve these difficulties andeasdhese services for your child? How?
Did you receive assistance in resolving thesediiffies from any outlet(s) outside of your
immediate family?

Were there any services recommended for your ¢hétlyou chose NOT to access or
utilize? Who recommended those services? Why diddgzide not to utilize them?
Overall, what have you found to be most helpfuanr ability to access services for your
child?

What have you found to be the most difficult in yability to access services for your child?
Do you have any difficulties receiving support frémmily and friends regarding your
child’s diagnosis? Community support?

Has your employment impacted your ability to aca@sstilize services for your child?
Who was involved in the diagnosis and initial treaht? When was that? How were they

involved?
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Who/What has been the most helpful to you durimgtime? How has he/she/it been

helpful?
Has any organization been helpful? What did they fqeu with? How has it been helpful?

Has your economic situation or insurance impactad wbility to access or utilize services

for your child? How?

Do you feel that service providers have workedealpgvith your family to help you reach

goals for your child with ASD and your family asvaole? How?

In what way did service characteristics impact \Whservices you chose to utilize for your

child?

How do federal, state, or local health-care podicgiepact the services your child receives?
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APPENDIX B

TREATMENTS AND INTERVENTIONS

Please circle any treatments/interventions for atistn Spectrum Disorder that have been
recommended to you, your child, or your family lne first column. In the second column, please
list the first name of the person who recommendedreatment/intervention and their
relationship to you.

Behavioral Interventions First Name of Recommender / Relationship

UCLA / Lovaas Methods

Applied Behavioral Analysis (ABA Therapy)

Cognitive Behavioral Interventions/Therapy

Early Start Denver Model (ESDM)

Pivotal Response Training (PRT)

DIR / Floortime

Parent training

Neurofeedback

Sleep interventions

Other (please specify):

Educational Interventions First Name of Recommender / Relationship

Early Intervention Services

Low student/teacher ratio

TEACCH

SCERTS

LEAP

Family involvement and parent training

Interaction with neurotypical peers
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Structure that includes predictable routines and

clear physical boundaries to lessen distraction

Ongoing measurement of systematically

planned intervention

Extended school year/Summer School

Other (please specify):

Allied Health & Ancillary Services First Name of Recommender / Relationship

Speech and language therapy

Physical therapy

Occupational therapy

Sensory integration therapy

Auditory integration therapy

Music therapy

Horseback riding therapy

Art therapy

Assistive technology

Individual/Family counseling

Other (please specify):

Medical & Related Interventions First Name of Recommender / Relationship

Pharmacologic agents (i.e. antipsychotics,
psychostimulants, and serotonin reuptake

inhibitors (SRIs))

Therapeutic diets

Vitamins/Supplements

Hormonal supplements
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Immunoglobin

Hyperbaric chamber

Chelation therapy

Other (please specify):

Complementary & Alternative Treatments  First Name of Recommender / Relationship

Acupuncture

Acupressure

Massage

Other (please specify):
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APPENDIX C

DEMOGRAPHIC QUESTIONNAIRE

. Please list all members of your household (relatigmonly) and their birthdates.

. What is your race?

. What is your highest degree earned?

. What is the gender of your child with ASD?
. What is the age of your child with ASD?
. What is your child’s primary diagnosis?

. Has your child ever been classified by a profesdiorganization, such as the school system,
as having:

a. Developmental Disability

b. Intellectual Delay

c. Other (please specify)

. Has your child ever been diagnosed with any addilialisabilities or disorders? Select any
that apply:
. Complex medical needs
Intellectual limitations
Physical limitations
Cerebral Palsy
Fragile X Syndrome
Visual impairment
Hearing impairment
Neurological disorders (including seizures or qusi
Emotional of behavioral disability
Spina Bifida
Tuberous Scierosis
Fetal Alcohol Syndrome
. Attention Deficit Disorder (ADD)
Attention Deficit Hyperactivity Disorder (ADHD)

S3TATTS@TOo0TY
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0. Head Injury
p. Other (please specify)

9. When did you first start receiving services for yohild? (Month/Year)

10.Are there any other children in your household dasgd with a disability or disorder?
Please explain.
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APPENDIX D

INFORMED CONSENT

Dear Parent/Guardian:

My name is Tarah Rogowski Martos, and | am a dattoandidate in the Counseling Psychology
and School Psychology Program at Florida State éfsity. | am conducting a study parents’ percejgtion
of factors that affect their help-seeking behaviangl utilization of services for their child follavg a
diagnosis of Autism Spectrum Disorder (ASD). We imterviewing parents/guardians of children with
ASD to assess their perceptions and experiendesngirecommended services.

We would appreciate your participation in this stag the results of this study will help us add to
the growing autism literature regarding serviceliastiion and, hopefully, support future research
regarding ways in which service providers can agsigents in accessing services for their childneme
easily following a diagnosis of ASD. Your particifman will entail completing an approximately 60
minute interview with the researcher, a demograpjiestionnaire, and providing the researcher with a
copy of the psychological/psychoeduational evatuathat diagnosed your child with ASD.

If you agree to participate in this study, pleaseetully read and sign the attached form and then
complete the attached demographic questionnaira.Wilh receive a $25 gift card for your participati
in the study.

Please feel free to ask any questions you may haf@e agreeing to participate in the study.
You can contact me directly ||| GzGzgG24 m. Alternatively, you can reach
my direct supervisor, Dr. Steven Pfeiffer, Profesab Florida State University. Dr. Pfeiffer can be
reached GG TOgou have any questions or concerns about your
rights as a research participant, you may contaeetRSU Institutional Review Board (“IRB”) at (850)
644-8633 or you may access their website at hitwW.fsu.research.edu.

Thank you for your time and attention.

Sincerely,

Tarah Rogowski Martos, M.S.Ed Steven |. PfejffthD
Doctoral Candidate Professor

Florida State University Florida State Univrs
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About this Study

Risks and benefits: This study presents no risks. There may be dibeadkfits to you if you
participate in the study. The information you pdwvithrough this survey may help expand
research for autism spectrum disorders and mayosufygure research regarding ways in which
service providers can assist parents in accessivgces for their children more easily following
a diagnosis of ASD. Once the interview is compleyed will also receive a $25 gift certificate.

Confidentiality: The information recorded in the interview and duesaire will be kept
confidential, to the extent permitted by law. Thealeation data generated from
parents/guardians may be published in a reporn@andbe used in future publications regarding
autism spectrum disorders. Any published or disted materials will notontain information
that could in any way identify any individual pargnguardians, or children. Any information
that appears in a publication will be aggregateth.dany individual comments will be fully
disguised to protect the anonymity and privacy feé parent, guardian, or child. Interview
transcripts and questionnaires will be kept inckénl cabinet in a locked office at Florida State
University for three years after this study ends.

Voluntary Participation: Your participation in this study is completely untary. Participation

in this study will take approximately 1 to 2 hou¥u may skip any questions you don't feel
comfortable answering. Your decision to participati in no way affect your current or future
relationship with service providers or Florida $tatniversity. If you decide to participate, you
are free to not complete the questionnaire, skiparestions, and/or stop at any time. You are
free to withdraw your participation at any time.

Questions Regarding the StudyYou are encouraged to ask all questions to Ta@oRski
Martos, the primary research associate for thignam development study. You may reach Mrs.

Martos atjjj|| . B 04s. Martos is under the direction and

supervision of Dr. Steven Pfeiffer, Professor airidla State University. You may reach Dr.

Preiffer at ||| EG_u 796u may also direct questions or concerns
about your rights as a research participant toRB& Institutional Review Board (“IRB”) at

(850) 644-8633 or you may access their websitétpt/lwww.fsu.research.edu.

YOU ARE MAKING A DECISION WHETHER OR NOT TO PARTIRATE. YOUR
SIGNATURE INDICATES THAT YOU HAVE DECIDED TO PARTIMPATE, HAVING
READ THE INFORMATION PROVIDED ABOVE.

Date:

Signature of Participant:

Signature of Investigator:
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Assist the development of a Science, Technologgirteering and Math Magnet School for the gifted.
Administered assessments to student and teach@eripants in summer pilot program and collected
resulting data.
Mentored and chaperoned a group of twenty giftegh lsichool students participating in the summertpilo
program and study.

University of Miami, Department of Psychology, Chitl Division, Coral Gables, Florida

Topic: Dr. Annette La Greca’s Healthy Adolescent Project

Undergraduate Research Assistant: May 2003 — Deee2®04
Assisted the implementation of a study designéthiestigate issues pertinent to child and adolesce
mental health; particularly, the role of peer rielas$ in child and adolescent adjustment and
psychopathology.”
Administered assessments to over 200 high schodésts.
Coded assessments and entered data into SPSS.
Collaborated with graduate students on an ethgiciierse and highly talented research team.

SUPERVISION EXPERIENCE

Miami-Dade County Community Action and Human Servies Department

Miami, Florida

Doctoral Intern; August 2011 — August 2012
Supervised three Doctoral level Clinical Psycholstydents participating in a counseling and asseissm
practicum.
Reviewed live sessions, client notes, and psychmahinal assessments of supervisees’ weekly caleloa
Assisted in developing and reaching the practiacoaonseling, and assessment goals of the supervisees
Participated in weekly supervision meetings witheswisees and with other doctoral level supervisors

Florida State University, Department of Educationaland Psychological Learning Systems - Human

Resources CenterTallahassee, Florida

Supervisor / Practicum Intern: January 2008 — M&p&
Supervised two Master’s level Mental Health Couingestudents participating in a counseling practicu
Reviewed live sessions, videotapes, and the dfiet®s of supervisees for case load of up to faentd
weekly.
Assisted in developing and reaching the practicath@unseling goals of the supervisees.
Participated in weekly group supervision meeting wther doctoral level supervisors and the Divecf
Clinical Training.
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PROFESSIONAL WORK EXPERIENCE

University of Miami, Miller School of Medicine Depatment of Pediatrics — Mailman Center for Child

Development,Miami, Florida

Interdisciplinary Developmental Evaluations Sergi€&are Coordinator/Autism Fellow: August 2010 —€un

2011
Work in an interdisciplinary team with psychologispediatricians, endocrinologists, audiologigigesh
and language therapists, physical therapists, ¢éidnehspecialists, and medical students in order t
provide optimal physical and mental health servened assessments for toddlers, children, and adboies
with developmental disabilities, chronic illnesadaother special health care needs.
Review intakes to determine which cases are apattepo receive Interdisciplinary Developmental
Evaluation Services.
Contact parents and guardians of patients in doddetermine questions and concerns, obtain previou
developmental, medical, and educational evaluatmusrecords, obtain progress summaries from
therapists and teachers, and provide parents aotdes with assessment materials.
Conduct intake and developmental interviews wittepts and guardians of toddlers, children, and
adolescents with developmental disabilities, ctodliness, Fragile X Syndrome, and other specialthe
care needs.
Present background information and summaries atist@plinary team meetings, and gather and
summarize results and recommendations from evah&from other disciplines in order to create an
Executive Summary of all the findings for eachmdie
Conduct regular follow-up interviews with familiasd guardians of those who have previously received
interdisciplinary services in order to assess thditerence to recommendations and assist thenmgdbhien
year following their evaluation.
Participate in weekly case management and supenviseetings with supervising professors and
colleagues.
Conduct research in the field of Autism Spectruradbiers.

Our Lady of Lourdes Academy, English and Theology Bpartments Miami, Florida

Teacher: August 2003 — May 2007
Served as a substitute teacher in all areas oy $tach August 2003 - July 2005.
Taught high school junior-level British Literatuftdl-time from August 2005 - May 2006.
Taught high school freshmen-level Theology parttiimom August 2006 - May 2007.
Organized and led classroom discussion, activifieggects and exams focusing on development of
Christian identity.
Assisted Student Council moderator in organiziagding and chaperoning numerous school events, pep
rallies, fundraisers, dances and educational frghd including study abroad opportunities in Ewegop
Participated in the Admission Standards and Prestitoup of the SACS Committee, a committee focused
obtaining renewal of the high school’s accreditatio

Kids Hope United, Miami, Florida
Family Case Manager / Social Worker: February — N2&p5
Completed the Florida Department of Children annhiltas social work training courses.
Placed children in suitable foster homes and a&sbisister families in garnering services to bgttervide
for the children.
Participated in court proceedings to speak on betfidalfe best interest of the children.
Performed bi-weekly phone calls and visitationswiitster families and children to ensure the wellhl
of the children.
Transported children to and supervised visitations.
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Summer Scholars Program, University of Miami, Depatment of Continuing Education, Coral Gables,
Florida
Resident Advisordune - July 2002, June — July 2004
Mentored and chaperoned groups of over fifty higosl| students participating in the Health and
Medicine program.
Assisted professors in teaching and tutoring sttsden
Organized and chaperoned educational field tripotwluct and assist in research and shadow physicia
at Jackson Memorial Hospital.
Performed routine checks on program participanenture their safety and well-being.

PRESENTATIONS
Rogowski-Martos, T., Dezen, K., Diaz, M., &Butl&, (2012, May)A guide to helping parents access and
utilize services for their children following a diaosis of Autism Spectrum Disordeinking Forces XVII —
The Children’s Mental Health Conference, Miami, FL.

Rogowski-Martos, T. (2012, March). guide to recognizing, diagnosing, & treating Autiin infants and
toddlers.Pregnant Women, Infants, and Toddlers ConferendamiFL.

Rogowski-Martos, T. (2011, Jun&)hat everyone should know about Autism Spectruordiss. Autism
Speaks, Miami, FL.

Rodriguez, S., Moore, M., & Rogowski, T. (2009,\Julhe relationship between social support and career
thoughts in the college student populatidlational Career Development Association Confeged. Louis,
MO.

SPECIALIZED TRAINING AND PROFESSIONAL DEVELOPMENT
Department of Children and Familie®ttachment Difficulties, Childhood Trauma, and ReacAttachment
Disorder: Clinical Guidelines for Assessment, Diagis, and Treatment.
Presented by Donna Potter, MSW and Kelly SullinRimD.
October 12 — 13, 2011

Baker Act Training
Presented by University of South Florida
September 16, 2011

Association of University Centers on Disabilitiekeadership Education in Neurodevelopmental and tedla
Disabilities

Presented by University of Miami, Miller SchoolMedicine Department of Pediatrics, Mailman Center f
Child Development

June 2009 — June 2011

Florida Psychological AssociationBialectical Behavioral Therapy: Clinical Applicatis
Presented by Dr. Marylin Jennings, Licensed Psydisi
January 2009 — May 2009

Florida Psychological Association&ffective Clinical Interventions with Suicidal Gliis
Presented by Dr. Marylin Jennings, Licensed Psyxjist
March 20, 2009

Florida Psychological Associationlrtroduction to Neuropsychological Assessment

Presented by Dr. Larry Kubiak, Licensed Psychologis
January 16, 2009
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Florida Psychological AssociationAdministering the Rorschach
Presented by Dr. Larry Kubiak, Licensed Psychologis
April 11, 2008

ASSESSMENTEXPERIENCE
Ages and Stages Questionnaire, Third Edi{ia8Q-3)
Barkley Clinical Interview
Battelle Developmental Inventory — Second Edition
Behavioral Assessment Scale for Children-SecontioBdParent Repor{BASC-2-PRS)
Beery-Buktenica Developmental Test of Visual-Mottegration, Fifth Edition(Beery VMI)
Career Thoughts Invento(CTI)
Child Behavior ChecklistCBCL)
Children’s Category TegtCCT)
Finger Tapping Test
Gordon Diagnostic Syste(®DS)
Kaufman Assessment Battery for Children- SecontidadiKABC-11)
Kaufman Brief Intelligence Test, Second EditiBIT-2)
Kaufman Test of Educational Achievement-SeconddadKiTEA-II)
Leiter International Performance Scale, Revigkeiter)
Millon Adolescent Clinical InventorfMACI)
Millon Clinical Multiaxial Inventory, Third EditiofMCMI-III)
Minnesota Multiphasic Personality InventoAdolescen{MMPI-A)
Minnesota Multiphasic Personality Inventory, Sec&dition (MMPI-11)
Modified Checklist for Autism in Toddle(fel-CHAT)
Myers-Briggs Type InventojvIBTI)
Neuropsychological Assessment, Second EQIN&PSY-I1)
Purdue Pegboard
Repeatable Battery for the Assessment of Neuropkgibal StatufRBANS)
Rorschach
Self-Directed Search, Fourth Editid8DS)
Social Responsiveness Scale — Parent and TeacpertRBRS)
Stanford-Binet Intelligence Scale, Fifth Editi®B-V)
Strong Interest Inventor{SlI)
Trail Making Test
Vineland-II
Wechsler Adult Intelligence Scale, Third EditiMiAIS-III)
Wechsler Individual Achievement Test, Second EdWIAT-II)
Wechsler Intelligence Scale for Children, Third Edit(WISC-111)
Wechsler Intelligence Scale for Children, Fourthtted (WISC-IV)
Wechsler Preschool and Primary Scale of Intelligenihird Edition WPPSI-III)
Weschsler Abbreviated Scale of Intellige(MEASI)
Woodcock-Johnson Battery, Third Editi@J-I11)
Wide Range Assessment of Memory and Leai(WifigAML)

PROFESSIONAL AFFILIATIONS
American Psychological Association
Student AffiliateMay 2006 — Present

Florida Psychological Association
Student Affiliate: January 2008 — Present

National Career Development Association
Student Affiliate: January 2009 — Present
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National Latina/o Psychological Association
Student Affiliate: October 2009 — Present

HONORS & AWARDS
Golden Key International Honour Society
Inducted: October 2008 — Present
Nominated and recognized by professors for exempleademic achievement in graduate school.

FSU Fellows Society, Florida State University
Inducted: July 2008 — Present
Recognized by the university for academic excebliegued leadership.

Florida Education Fund - McKnight Doctoral Fellowship

Award Recipient: August 2067Present
Awarded full tuition plus an annual stipend at &hgrida public university for outstanding academic
performance amongst Hispanic and African Americactaral students.

Florida Department of Education - Bright Futures Florida Academic Scholarship

Award RecipientAugust2001 — December 2004
Awarded three-quarters tuition at any Florida publniversity for outstanding academic performance
during high school.

University of Miami - Jay F. W. Pearson Academic Swolarship

Award Recipient: Augu£001 — December 2004
Awarded approximately 1ABition at the University of Miami for outstandimgademic performance
during high school.

University of Miami, Department of Continuing Education, Summer Scholars Program

Certificate of Recognition: July 2002 and July 2004
Recognized by supervisors for outstanding employmerformance and contribution to the Summer
Scholars Program as a Resident Advisor.

Kappa Kappa Gamma, Delta Kappa Chapter, Universityof Miami

Certificate of Recognition: December 2004
Recognized by members of the sorority for exempdtapdards of sisterhood and outstanding servide an
contribution to Kappa Kappa Gamma and the community

SERVICE
University of South Florida, Project Conectar,Miami, Florida
Student Volunteer: September 2010
Conducted screening tests for autism spectrumdahssiin Spanish to underprivileged and uninsured
Hispanic families.

University of Miami, Kappa Kappa Gamma, Queen for aDay, Coral Gables, Florida
Fundraising Chair and Assistant Program Directorugust 2002 — December 2004
Organized & conducted parties for hospitalized ypginls.
Arranged fundraisers in conjunction with local higthools to raise money and supplies.
Educated high school students and peers abouteriance of volunteering and working with children
with illness.

Epiphany Parish, Continuing Christian Development Miami, Florida

Instructor: August 1997 — June 2002
Instructed sacramental preparation and religioug&tibn to middle school and high school studenus f
the community.
Organized weekly lessons and activities, and cotiatied with other instructors on school-wide prigec
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Epiphany Parish, Music Ministry, Miami, Florida
Soloist / Choir Leader: August 1996 — June 2005
Led congregation through music during weekly sewic
Organized and performed in seasonal pageants addsisers.
Educated children about religion, spirituality aDidristian development through music.
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