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ABSTRACT

The Autism Intervention Program (AIP) in Ontari@shbeen in place providing
intensive behavioural intervention (IBI) to childrevith autism spectrum disorder since 1999
(Perry et al., 2008). This IBI program involvesdiiag children using applied behaviour
analytic (ABA) principles for 25-40 hours per weékthe family home or in an IBI centre.
The use of ABA-based methods for teaching skill$ @ecreasing problem behaviour to
children with autism has the most evidence to datd,therefore remains in high demand by
families within the province. The purpose of therent study was to examine parent
perspectives about the Ontario Intensive Behavidatarvention program for children with
autism. A mixed methods design was used to invatgtig sampleN=110) of parents who
completed the Family Perspectives on IBI Questiorn&PI1Q) and the Measure of
Processes of Care (MPOC) rating scale. In addiiagmall focus group\(= 3) was
conducted with three parents who had completedtiestionnaires. The study investigated
parents’ overall satisfaction of IBI, and variablkat predicted satisfaction.

The results of the study indicate that parents watisfied with their child’s
outcomes, and they wanted IBI to extend longemecaoss the lifespan in some instances.
Families felt that the IBI program needed to beluatad separately with respect to the
funding body, and the clinical team. Parents wesealisfied with the manner in which
funding was delivered for the program, how assessihecisions about their children’s IBI
services were made, and the financial impact abhad for many of them. In terms of the
clinical team, although some families were dis$iatiswith the number and quality of
therapists, or the number of meetings with thepe3uising Therapist (ST), they were very

satisfied with the close relationships they formeth their team, and thedividualized



clinical goals provided by some teams. An examamatf the direct funded option (DFO) vs.
the direct service option (DSO) found that the Dia@ilies felt they had more control over

their services, but they expressed more dissatisfaoverall.
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CHAPTER |

INTRODUCTION

The prevalence of autism has reached alarming fatesasons that have been
unidentified.The Center for Disease Control and Prevention (C&&tges that the rate of
autism is currently 1 in 68 children in the Unitethtes (CDC, 2014). These large numbers
result in increasing demands for support and gaewent funding from families, schools and
communities. In 2004, the Autism Society of Canaddeased a White Paper indicating that
early diagnosis and intervention can cut lifetirssistance costs by 50% (Autism Society of
Canada, 2004). This suggests that early intervengia necessary route for individuals with
autism. In 1999, the New York State Departmeriiedlth recommended that early
intervention programs for children with autism shibloe intensive (i.e., minimum of twenty
hours per week), and incorporates the principlespptied behaviour analysis (New York
State Department of Health, 1999). The evidenppating applied behaviour analysis as
the foundation to effective behavioural interventfor children with autism is strong
(Connor, 1998) and it is deemed to be an “efficagiontervention (Chambless & Hollon,
1998), or one that will benefit many children whlatism Spectrum Disorder.

The definition of Autism Spectrum Disorder (ASD)agerm that has undergone
changes in the latest edition of the Diagnostic &tadistical Manual (DSM) in 2013
(American Psychiatric Association, 2013). Howewatithe time this research was conducted,
the fourth edition (DSM-1V) was the tool used tdide and diagnose ASD. ASD was an
overarching term that included the specific categoof Autistic Disorder, Asperger’s
Disorder, Pervasive Developmental Disorder Not @tise Specified (PDD NOS),

Childhood Disintegrative Disorder and Rett’s Disaw{American Psychiatric Association,



2003). In early intervention studies, children whoeived a diagnosis of Autistic Disorder
were the children eligible to receive intensive dabural treatment. A diagnosis of Autistic
Disorder was given based on the following sympto@isalitative impairment in social
interaction (e.g., failure to develop peer relatioips appropriate to developmental level),
gualitative impairments in communication (e.g.,ayah, or total lack of, the development of
spoken language), and restricted, repetitive am@gstyped patterns of behaviour, interests
and activities (e.g., inflexible adherence to sfieanonfunctional routines or rituals)
(American Psychiatric Association (2003).

Although symptoms of autism can be seen in tist year of life (Zwaigenbaum,
Bryson, Rogers, Roberts, Brian, & Szatmari, 200bijidren with autism in Canada are
generally not being diagnosed this early and tleecdgliagnosis is inconsistent. The range in
age of diagnosis also varies geographically fromedian age of 39 months in
Newfoundland to a median of 55 months in Southeasdatario (Oulette-Kuntz et al.,
2009). In order to receive intervention service®mtario, children must have already
received the diagnosis of autistic disorder (DSM; ke many of the studies described
below.

Political pressure from families to fund autisrtenvention services began in Ontario
over 15 years ago. A number of lawsuits initiatggharents in Ontario (e.g.,
Deskin/Wyneberg, 1998) sparked political interashécommodating the needs of children
with autism. In 2000, the Ministry of Community a8dcial Services (now the Ministry of
Children and Youth Services) established provinaewintensive Behavioural
Intervention” (IBI) as a service for these childigmuntil age six. This service involves the

application of the principles of applied behavianalysis (ABA) over 25 to 40 hours per



week in order to alter some of the behaviouraluess of autism. Since 2003, Ontario has
doubled spending to more than $112 million annu@gvernment of Ontario, 2007) and
research has begun to demonstrate the effectivehésis program (Freeman & Perry, 2010;
Perry et al., 2008 Despite demonstrated effective child outcomes]ntensive Behavioural
Intervention program (IBI) has not met the needsiahy families in the province. Long
waitlists of up to 1000 children (Howlett, 2007) amé¢ that many children did not receive IBI
services as they either “aged-out” (i.e., servies verminated when the child reached age
six) or they were due to enter the school systeamyparents were disappointed with not
receiving IBI (Howlett, 2007) and the lack of egalient services within the education
system. Because of parent demand, age cutoffstari®is IBI program have now been
removed and school-based ABA services are nowablail Thus, parents have been very
effective in advocating for these services thathla@en shown in the research literature to
effectively change children’s learning trajectori¢¢owever, what is interesting about the
implementation of IBI is the variability that exssnh the delivery of this service.

In terms of how the program is actually delivereach of a number of core features
in IBI may vary on a local or regional basis. Frample, the intervention may be delivered
at home, in a classroom, or in a centre. The gbalsare selected may be derived from a
published curriculum guide (e.g., the AssessmeBasic Language and Learning SkKills
ABLLS) (Sundberg & Partington, 1998), or may be @ragively developed between clinical
supervisors and parents. The materials that acttoseach the children may include store-
bought materials, homemade flashcards, or the fusabobjects from the child’'s
environment—the latter suggesting integration efgghogram with the home environment,

and the parents. In addition, parents or caregiveng participate in IBI at varying levels.



The features of the program that remain relatiggédyic across the province are a) the
delivery of an “intensive” program (25 - 40 houes pveek) over a sustained period of time
(i.e., at least two years); b) having a “behaviuicus, meaning that changes in the
behaviour of children are sought in measureablseable ways; c) “early,” meaning that
children are receiving the intervention at a yoagg (i.e., less than 4 years of age); d) be
“ABA,” in that the strategies are based on the @pgles of applied behaviour analysis (e.qg.,
using reinforcement, systematic instruction, tasilygses, data-based treatment decisions);
and e) “one-to-one,” where instruction is deliveteane child by one teacher (Maurice,
Green & Luce, 1996).

However, intensive behavioural intervention progsamay vary in a number of other
areas. For example, the IBI may incorporate a pidraiming component and expect parents
to implement some one-to-one teaching hours (LqVER&7), or parents may work as the
managers of their home programs (Grindle, Kovshééistings & Remington, 2009) hiring
and supervising teams of instructors. This valitgln the delivery of IBI is surprisingly
common given its scientific origin. Research hasattequately explored these program
differences and their effect on the outcomes dtichin with autism. Although intensive
behavioural intervention is supported by a solidlence-base, continued research is needed
to examine the features within IBI that can be rpalated to increase the effectiveness for
children and their families.

IBl as conducted in the Lovaas (1987) study inetbgarents in the delivery of
instructional sessions to maximize the number afrfithe children were receiving. This
level of parental involvement is not always possilaind in Ontario’s IBI program, the

inclusion of parents in meetings, and responsivetefamilies’ needs and concerns is



defined as a service objective in IBI programmiRgrfy, 2002). However, level of
responsiveness is not currently being evaluatedtandatisfaction of families who have
received the Ontario IBI service has yet to be a@racthin the literature. Including caregiver
perspectives in the development of treatment dianshildren with autism has been shown
to enhance the long-term sustainability of thettremt (Moes & Frea, 2002). How the
variable features and outcomes of the provincidpi®gram affect the perspectives of
families warrants consideration. For example, areimps who receive more months of
service more satisfied with I1BI? Are the parentosdnchild had a better outcome more
satisfied? Are the parents who were given morerobint the programming more satisfied
than other parents in the IBI program? Knowingdhswer to some of these questions may
increase the effectiveness of Ontario’s IBI progieam ensure its long-term sustainability.

The purpose of this study was to explore the sieifamilies within the Ontario I1BI
program. Specifically, this study examined whettaisfaction of IBI is related to a number
of variables (i.e., features of the IBI serviceimly, characteristics of the child, and features
related to the family), which are defined withinapher Two. This research was completed
through the administration of a questionnaire apddnducting a focus group with a subset
of caregivers who had responded. The study explhedarious aspects of the IBI service
delivery model in Ontario and the effect that thieaee had on children with autism and their
families who have completed the program.

The next chapter will outline the relevant reskdhat has been conducted on
intensive behavioural intervention outcomes foivitials with autism both internationally

and in Ontario’s provincial program, as well as éfftects of these programs on the families.



GLOSSARY OF TERMS

APPLIED BEHAVIOUR ANALYSIS (ABA): the science in which procedures
derived from the principles of behaviour are systgcally applied to improve socially
significant behaviour to a meaningful degree andaemonstrate experimentally that the
procedures employed were responsible for the inggm@nt in behaviour (Cooper, Heron &
Heward, p. 14).

AUTISM INTERVENTION PROGRAM (AIP): the Ontario Ministry-funded
program for individuals with autism across the pnoe. This intervention program includes
the Intensive Behavioural Intervention (IBI) prograand transition support programs for
children to assist in making the transition from 18 schools (Ministry of Child and Youth
Services, 2013).

EARLY INTENSIVE BEHAVIOUR(AL) INTERVENTION (EIBI): the term used
to describe ABA-based programs that are implemeatedyoung age (e.g., younger than
three years), intensively (25 — 40 hours per weahdl, over a prolonged period of time (e.g.,
greater than two years).

INTENSIVE BEHAVIOUR(AL) INTERVENTION (IBI):  a synonymous term for
EIBI, and used to refer to the services in the Gntgovernment-funded autism program

(Perry, 2011).



CHAPTER I
LITERATURE REVIEW

This chapter begins with a description of the dafjrfeatures of Autism Spectrum
Disorder. It then continues with a brief discussidthe nature of applied behaviour analysis
and the evidence for its application as an eatbruention for children with autism. The
review will then focus on a consideration of thecmme research conducted to date on IBI
programs both nationally and internationally (elLgyaas, 1987), with a particular emphasis
on research concerning Ontario’s Autism Intervenfwogram (AIP) (e.g., Perry, 2011). The
AIP includes a number of services for children vathism, such as IBI, transition to school
support (i.e., the “Connections” program) and AB#kwices (i.e., a less intensive goal-
directed support for parents) (MCYS, 2013). Howet@rthe purposes of this study, the
terms AIP and IBI will be used interchangeably éscribe the IBI component of the
program only.

The factors that have been found to affect theayaés of children in these programs
are then discussed, followed by a description efrésearch on parent perspectives regarding
intensive behavioural programs. Following that distussion of functional contextualism
that provides the epistemological framework fos tthissertation. The chapter concludes with
a consideration of the rationale for the propossgarch, the specific research questions that
will be addressed, and some hypotheses of thetsesul
Autism Spectrum Disorder

As mentioned in Chapter One, according to the foedition of the DSM (APA,

2003), autism spectrum disorder (ASD) is an ovériagcterm used to describe a range of

diagnoses that includes Autistic Disorder, AspésgB8yndrome, Pervasive Developmental



Disorder Not Otherwise Specified (PDD-NOS), Childddisintegrative Disorder (CDD)
and Rett’s Disorder (APA, 2003). Because childeseiving services in intensive
behavioural programs are most commonly those dssphwith Autistic Disorder, only this
category of autism spectrum disorders will be dised here. For ease of reading, the term
Autistic Disorder will be used interchangeably watlitism throughout this paper. As
mentioned in the introduction, autism is definegasurodevelopmental disorder
characterized by 1) qualitative impairments in abititeraction, 2) qualitative impairments
in verbal and nonverbal communication, and 3) i&ste, repetitive and stereotyped patterns
of behaviour (APA, 2003). The degree of impairmergach of these domains depends on
the individual (Koegel & Koegel, 1995), and approately four times as many boys are
diagnosed with ASD than girls (Frombonne, 1999ellactual disability is present in
approximately 50-70% of individuals with ASD (Mats& Shoemaker, 2009) and autism is
found across all socioeconomic levels and ethegitihe presentation of the characteristics
of autism can appear quite different across indiaicthildren. For example, impairments in
communication may range from not speaking at @aliepeating every word that another
person has said (i.e., echolalia). The socialipatigpairments may range from a child not
interacting with other individuals at all, to wamgito interact socially, but having restricted
conversational interests, and lacking social redjy. Behavioural impairments may be
represented by severe self-injurious behaviour,(Repadbanging), occasional outbursts or
tantrums, and insistence on sameness and rou®hes ( Rodgers & McConachie, 2009).
Because the diagnostic characteristics of autismbegoresent in varying degrees,
finding one intervention to benefit all personshiitis disorder is unlikely. Fortunately,

there has been some success in identifying treasnaewl interventions that ameliorate the



deficits (and/or excesses) in communication, sakdls and behaviour for many children
with autism. Empirical validation of behaviouralpapaches for individuals with autism is
extensive (Schreibman & Ingersoll, 2005), and aggbbehaviour analysis (ABA), when used
to guide intensive behavioural intervention is eatly the most evidence-based intervention
for children with autism (e.g., National Researau@rcil, 2001; Maurice, Green & Luce,
1996).
Applied Behaviour Analysis

Cooper, Heron and Heward (2007) define applied Wiehaanalysis as “the science in
which tactics derived from the principles of belmawniare applied to improve socially
significant behavior, and experimentation is useiéntify the variables responsible for the
improvement in behaviour” (p. 690). Applied behaxianalysis is classified as a science
given its history in basic research by B.F. Skinmédrere experimental manipulations were
conducted with animals and based on the “three-temmingency” (the antecedent-
behaviour-consequence model of behaviour) (Codtenon & Heward, 2007). The three-
term contingency became the basis for “operant\deba” Operant behaviour, or
consequence-based “learned” behaviour, is diffeatat from behavioural responses that are
automatic, or reflexive, and is referred to as pmslent behaviour” (Cooper, Heron &
Heward, 2007). These principles of behaviour dernates] that organisms are born with the
ability to respond automatically to environmentahsili (i.e., reflexive behaviour), but can
also learn to respond to environmental stimuli wbensequences followed behaviour
(operant behaviour). This delineation providedfthendation for the field of “behaviour
analysis,” which included both a philosophy of scie, known as “radical behaviourism,” as

well as an application of this science to humaraledur - known as applied behaviour
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analysis (Cooper, Heron & Heward, 2007). It is fribns scientific field that principles such
as reinforcement, punishment, and stimulus cohigk originated (Michael, 1993).
Applied behaviour analysis as a branch of behaaoatysis and as a field within
psychology has seven dimensions, as describedemanal article by Baer, Wolf and Risley
(1968). According to Baer et al. (1968) researét ihto be described and published as
emanating from the applied behaviour analytic fialdst beapplied behavioura)
conceptualeffective analytic technological and haveyenerality The dimension ohpplied
suggests that ABA must aim to make changes thagamially significant to the individual
instead of seeking to prove some theory (as irclrasearch). Thieehaviouralemphasis is
on human behaviour (hence behavioural), and whatlpecan be observed to do, and not
what they say, providing for objectivity in measument. All work in ABA must include
adherence to behavioural principles (i.e.cbeceptudl which allows for the development of
techniques that can be expand(ed) systematicaltgad of a “bag of tricks” to be discarded
after each application. An intervention is desatibseffectivewhen it makes a significant
effect on the individual’s behaviour for practig@lue, meaning that the change procedure
need not demonstrate an effect that is signifieaat group level in order to be a successful
intervention. To béechnological the interventions must be described in such ldsteas to
be replicable. Interventions must be demonstraidzbanalyticin that they must show
verifiable change, demonstrated by showing chamgbshaviour only when the independent
variable is applied. Finally, for interventionslie classified under the umbrella of applied
behaviour analysis, they must demonstggeerality where the effects of the intervention
can prove durable over time, in a wide varietymfieonments, or by spread(ing) to a wide

variety of related behaviours (Baer et al., 1968).
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In the past 50 years behaviour anahgsearch has been conducted in an increasing
number of areas where behaviour change has begatdgdr This has ranged from the
creation of reinforcement techniques (e.g., Ka&lBootzin, 1972) to modifying classroom
behaviour (e.g., Hall, Lund & Jackson, 1968), tditaining (Azrin & Fox, 1971), research
methods and data collection (Bijou, Petersen & AL368), and autism (Risley, 1968). In
more recent years its application has expandeatctade topics of social importance such as
gambling (e.g., Dixon, Marley & Jacobs, 2003), hatar-based safety practices (e.g.,
Sulzer-Azaroff, & deSantamaria, 1980), language@wghition (e.g., Barnes-Holmes,
Dymont, Roche & Grey, 1999), dementia and Alzheim@.g., Trahan, Kahng, Fisher &
Hausman, 2011), organizational behaviour manage(eantWilder, Harris, Casella, &
Postma , 2011), behavioural economics (e.g., @61, attention deficit hyperactivity
disorder (Binder, Dixon & Ghezzi, 2000) and autisnd developmental disabilities (e.g.,
Matson, Turygin, Beighley, Rueski, Tureck & Mats#Q12). Much of the continued growth
of the field of ABA is largely due to the succességs application as an intervention with
young children with autism.

Applied behaviour analysis and autismResearch on the use of applied behaviour
analysis with children having autism has spannety sears (Handleman & Harris, 2002).
Early behavioural research in autism sought to destnate that control over the autistic
behaviour could be gained (e.g., training respanttinever pressing), and that maladaptive
behaviour could be altered (e.qg., reducing tantbetmaviour or aggression). Eventually it
was realized that therapeutic gains could be matgyuhe principles of ABA (e.g.,

increasing eye contact, establishing toilet tragnimitation, language) (Margolies, 1977).
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This body of research led to a seminal control grstudy by Lovaas (1987) which
directly compared an intensive and non-intensiy@iegtion of behavioural teaching to two
groups of children with autism. The findings frohmststudy, described below, have become
a primary source for supporting intensive behawabapproaches for teaching children with
autism.

Early intensive behavioural intervention (EIBI). Lovaas (1987) applied the
principles of applied behaviour analysis to inteageaching for children with autism in a
control-group study, providing the foundation fanat would become an evidence-based
treatment model and demonstrating that improvemariisth the cognitive and functioning
levels of children with autism could be made. TBearticipants in the study were divided
into an experimental group € 19), control group onen = 19), and control group twa €
21). All children were independently diagnosed vathism and entered the study at an age
less than 46 months. The mean chronological age8#&months and 40.9 months for the
experimental group and control group 1 respecti(ibly age of control group 2 was not
provided). Pretreatment mental age scores werendieted based on the Bayley Scales of
Infant Development (Bayley, 1993), the Cattell htféintelligence Scale (Cattell, 1960), the
Stanford-Binet Intelligence Scale (Thorndike, 19&2)d the Gesell Infant Development
Scale (Gessell, 1949). To adjust for variationghgnmental age score attributable to a young
chronological age, a prorated mental age was cekulifor a chronological age of 30
months. In the experimental group, 2 of the 19ig@dnts scored in the normal range of
intellectual functioning, 7 in the moderate ranfi@etellectual disability, and 10 in the severe
range of intellectual disability. Clinical presetmas of the experimental and control group

were described as similar at intake in terms ofgimary play and speech, and were
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described as an “average or below average” sanfigleildren with autism. Children in the
experimental group received 40 hours per weekdifidual instruction, while children in
control group 1 received 10 hours of instruction\week. The second control group did not
receive any treatment but were followed up at Gyyelage. Because of staffing limitations
or family distance from the treatment centre, pgéints were not randomly assigned to the
control or experimental group (Lovaas, 1987).

Children in the intervention group received in-homtervention by several trained
staff and their parents (who also taught theirdzkih outside of treatment hours) for a
minimum of two years to a maximum of six yearsdmfiation on the total number of
months of treatment for each child was not provjdééhen the children entered into
kindergarten, intervention hours were reduced tbdirs per week. Participants who had
not achieved “normal functioning” by grade one reed a total of six years of treatment.
The teaching procedures for the intervention graxgh control group 1 were based on the
operant conditioning model where positive reinfoneat and discrimination training
methods were applied to increase learning of névawieur. Problem behaviour, such as
aggressive behaviour, was responded to by plamgmeding, time out, shaping of more
appropriate social behaviour, or aversive procesl(ggy., saying “no!” in a firm voice or by
the delivery of a knee slap). Aversive proceduresavwonly used as a last resort, and only
with the experimental group (the emphasis was,igstll is on using positive procedures,
and physically aversive procedures have been ditedhin current IBI treatment). Treatment
goals included reducing problem behaviours (eggression) and increasing communicative
behaviour (e.g., receptive and expressive languagears one and two respectively. In the

third year, observational learning, expressionpgrapriate and varied emotions, and
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academic skills were introduced, with the goal aimstreaming the participants into general
education classrooms (Lovaas, 1987).

The results of the Lovaas (1987) study indicated #7% of the children in the
experimental groupn(= 9) were mainstreamed into general educatiorsidasns, were
classified as "indistinguishable" from their peat$ollow-up, and had gained a mean of 30
IQ points as compared to control group 1. In teofnsormal intellectual functioning, only
two participants in the experimental group met tniterion at intake, but 12 did at
discharge. The number of participants within thederate to severe range of intellectual
functioning in the experimental group was redugedif10 to 3. The children in both control
groupsshowed little improvement following more than tweays of programming, as their
scores on IQtests remained unchanged between intake and falfp{-ovaas, 1987).

Lovaas’ (1987) study generated a number of critiegponses in the literature.
Schopler, Short and Mesibov (1989) criticized L®/d4987) outcome measures, participant
selection process (i.e., the IQ measures of ppaits at intake), and the lack of
randomization in the study. Schopler et al. (1988)gested that selecting 1Q and classroom
placement were poor choices for outcome measundshat instead, measures pertaining to
the diagnosis of autism, such as communicatiomsski€havioural problems, and social
skills would have been more appropriate. It wasiatdghat classroom placement as an
outcome measure may have been more related totalaelwocacy and changing
educational philosophy than child skill level, ahdt changes in cognitive measures might
have been the result of increased compliance dtestghg by the participants. Finally, the

selection of participants was criticized. In partas, the use of the prorated mental age

! The term “IQ” is used throughout this paper duéhereference as such in the literature,
although it should be noted that “cognitive ability “cognitive levels” would be a more
accurate term for this measure.
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(PMA) instead of a ratio IQ score was problemdtiavas suggested by Schopler et al. that
this was an attempt to have the participants agpeaar functioning at intake.

Lovaas, Smith and McEachin (1989) responded toathisother critical reviews stating
that the outcome measures were selected becatisgiradtandardized qualities and
generalizeability. Lovaas and his colleagues atswlacted a follow-up study on the same
participants (McEachin, Smith & Lovaas, 1993) atygars of age to challenge the notion
that the children were simply more compliant atpbst treatment IQ test. In this study, the
participants were compared directly to their peans] 9 of the 18 participants were declared
“indistinguishable.” With regard to the use of fhrerated mental age (PMA) score, Lovaas
et al. indicated that it was chosen since ratiodadation 1.Q.s could be derived. Selection
of participants above the 11 months PMA was amyitéo prevent participants not having
autism from being included, since when cognitiveels (i.e., 1Q) are very low, it is difficult
to differentiate autism from profound intellectuldabilities (Lovaas, 1989). Finally,
McEachin et al. (1993) suggested that replicatiotih® study by independent investigators
would further strengthen the findings from the Las41987) study.

A number of follow-up studies have been conductedesLovaas’ (1987) seminal
work. These studies have repeatedly demonstragahildren with autism can make
significant gains with intensive behaviourally-basetervention (Eikeseth, Smith, Jahr &
Eldevik, 2002) in comparison to less intensive @vill, Eikeseth, Jahr & Smith, 2006), or
less behaviourally-based approaches (EikesethhSaahr & Eldevik, 2007; Howard,
Sparkman, Cohen, Green, & Stanislaw, 2005).

Eikeseth et al. (2002) evaluated the effects ofy@a of intensive intervention for two

groups of children with autism between the agedewf and seven years (mean age of 5.5
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yrs.). These children were divided into two grougasintensive behavioural intervention
group 0 = 13), and an eclectic intervention gromp=(12). Both groups received an average
of 28 hours of treatment. The intensive intervanidas based on the Lovaas model (with the
exception of the use of aversive stimuli), andeblectic intervention incorporated numerous
interventions including Project TEACCH (Treatmendd&ducation of Autistic and
Communications-Handicapped Children; Mesibov, S&e&chopler, 2005), sensory motor
therapies, ABA, and other techniques the reseasalescribed as developed from personal
experiences. Techniques were selected by a mattigdinary school team, and each child
received a different combination of interventiowbjch were delivered 1:1 in a therapy

room in the child’s school (Eikeseth et al.).

At intake the two groups did not differ significgnon the measured variables
(intellectual functioning, visual spatial skillgriguage functioning, and adaptive
behaviours), although the eclectic group did stagber on average. The results of the study
indicated that the behavioural group had made myairgs than the eclectic group on all
measures with statistically significant differenoeged in 1Q (i.e., cognitive ability),
language, and adaptive behaviour. The researabgosted that the children in the
behavioural group were more likely to have cogeitbcores in the average range, than the
eclectic group following treatment, although thigding was not statistically significant
(Eikeseth et al., 2002).

In a follow-up study, Eikeseth, Smith, Jahr andelwik (2007) conducted assessments
on the same two groups of students from Eikesedh ¢€2002) at a mean age of eight years,
two months. Hours of intensive behavioural intetienwere reduced for both groups once

they began attending school. The behavioural gveemt from 28 hours to 18 hours and the
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eclectic group went from 29 to 16 hours. The stislenthe behavioural treatment group
showed greater gains over the eclectic treatmentgin the areas of 1Q, language and
adaptive skills. In terms of 1Q, the students i@ behavioural group gained an average of 25
points, whereas the eclectic group gained onlyidtpoWith respect to adaptive skills, the
behavioural group showed an increase ranging frommanum of 9 points in daily living
skills, to a maximum of 20 points in communicatiarihereas the eclectic group lost 4.5
points on the mean score in communication, losp@i@ts on the mean score in daily living
skills, and lost 1.4 points on the mean score aiadiaation on the Vineland Adaptive
Behaviour Scales. Between the behavioural and teckeeatment group, differences in

social emotional functioning were small followirfgetintervention, although the behavioural
group demonstrated fewer social and behaviourddlenas (Eikeseth et al., 2007). This study
extended the findings of Eikeseth et al., (2002) d@monstrated the superiority of intensive
behavioural treatments over eclectic interventiomngwo groups of children.

Eldevik, Eikeseth, Jahr and Smith, (2006) condueteetrospective study of low-
intensity (approximately 12 hours per week) schmaded interventions, comparing
behavioural and eclectic treatments for childretihautism and intellectual disability. The
participants in the behavioural group consisteti€hildren (10 boys), with a mean age of
53 months, while the eclectic group included 13drkn (14 boys), with a mean age of 49
months. Similar to the Eikeseth et al. (2002) stddgcribed above, students were assessed
pre and post treatment on a number of measuredlectual functioning was assessed using
the Bayley Scales of Infant Development (Bayley939the Stanford-Binet Intelligence
Scales (Thorndike, Hagen & Sattler, 1986) and tleséfiler Intelligence Scales (Weschler,

1989). Language functioning was assessed usingelieell Developmental Language
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Scales (Reynell, 1990), while adaptive behavious assessed using the Vineland Adaptive
Behaviour Scales (VABS) (Sparrow et al., 1994), aad-verbal intelligence was measured
using the Merrill-Palmer Scale of Mental Tests {§tan, 1948), and finally, autism
symptomology data were taken through observatiohisterviews, as in Lovaas (1987)
where presence of a particular symptom (e.g., nalsyaot affectionate, no toy play, no peer
play, stereotypical behaviours, severe tantrums,nan toilet trained) was scored as a 1, and
absence of this symptom was scored as 0.

At intake, there were no significant differencesamen the two groups. The
behavioural group averaged 12.5 hours of instragber week for 20 months, while the
eclectic group received 12 hours of instructionyweek for 21 months. Although Eikeseth
et al.’s (2006) study demonstrated that the pauditis in the behavioural treatment group
made larger gains, these gains were more modestritibeir previous study (Eikeseth et al.,
2002) where the intensity was much higher. Theifigsl from this study suggest that
intensive behavioural treatments are more effe¢hae eclectic treatments. However, 12
hours per week may not be sufficient to achievenwgdteffects (Eldevik et al., 2006).

Howard, Sparkman, Cohen, Green, and Stanislaw {2886 conducted a study
comparing treatments for young children with autigmthis study, three groups of children
with autism receiving three intervention approachese compared. The first group that
received intensive behaviour treatment (IBT groegm)sisted of 29 children (mean age of 31
months) who received one-to-one instruction fod®3ours per week. The second group of
16 children (mean age of 37 months) received acladerventions, consisting of a
combination of interventions termed “autism edumai programming” (AP) in either a 1:1

or 1:2 teacher to student ratio for 30 hours pezkwéhe third group of 16 children (mean
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age of 35 months) received “generic educationaamming” (GP) which consisted of

small group instruction in an early, non-intengpedblic school setting for 15 hours per week.
Dependent measures included cognitive skills, ndraleskills, receptive and expressive
language, communication, self-help skills, sodidlsand motor skills, measured using a
variety of standardized tests. The children irttakke groups showed similar scores across all
measures at intake (Howard et al, 2005).

Following 14 months of intervention, the IBT grod@monstrated statistically
significant improvements in mean scores across ofdse domains with the exception of
motor skills, and this group had higher mean scoredl domains than the other two groups
combined. The scores for the IBT group followingattment were in the normal range for
cognitive skills, non-verbal skills, communicati@nd motor skills. In comparison, the mean
increase in the scores of AP and GP group wastatstscally significant (although mean
scores did improve), and motor skills was the adgnain in which these two groups scored
in the normal range post-treatment (Howard e28I05). These findings are consistent with
the earlier studies demonstrating that intensivem®ural intervention is more effective
over alternative methods for young children wittisa.

Finally, in a 2010 meta-analysis by Virues-Orteg@10), 26 outcome studies on
behavioural intervention and autism were reviewad statistically analyzed to measure the
collective effectiveness of ABA-based interventidmsindividuals with autism. This review
described how studies using repeated measures damated consistency of treatment effects
and diminished the likelihood or effect of contgobup bias. However, given that the
number of studies using group randomization was campared to the use of quasi-random

assignment, concerns regarding ethics and intgalality arise. For example, in at least one
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study participants were assigned to a particuéattnent group due to therapist availability.
The overall conclusion of the meta-analysis, howewas that ABA intervention, when
delivered over a long-term period can have posgi¥ects on intellectual functioning,
language development, acquisition of daily livikgls and social functioning in children

with autism. Future researchers in this area neednsider using clinical trials by having a
no treatment control group, or ensuring standatidzacross groups, establishing treatment
integrity measures, and comparing interventionisokation rather than combined “eclectic”
interventions (Virues-Ortega, 2010).

Jacobson, Mulick and Green (1998) estimated thexddibe a cost savings of
$656,000 to $1,082,000 per child for ages 3 - F5ydn the state of Pennsylvania when
three years of early behavioural intervention aléevdred between the ages of two years and
entry into school. The estimate of cost of servimesr the lifespan is based on individuals
receiving early intervention that leads to eithegrage functioning or participating in
education with little or no support, as comparethtar peers with autism who did not
receive intervention. The presumption is that adwithout early intervention may need to
be institutionalized or receive intensive adulvgsrs and families would incur additional
costs to support these individuals as dependents.

The findings of these studies have become a pris@uyce for supporting intensive
behavioural approaches for teaching children witiisen. The Lovaas (1987) study, in
addition to the subsequent studies, has led to AB#ed practices becoming a recommended
intervention for children with autism. For examplee New York Department of Health’'s
Clinical Practice Guidelines for children with auti birth to 3 years of age (2001)

recommended Applied Behaviour Analysis (ABA) adraportant element in any early
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intervention program for children with autism (N&werk State Department of Health, Early
Intervention Program, 1999).

The supporting evidence for early behavioural wveation has increased demand for
programs of this nature. Intensive early intern@mtprograms using ABA for children with
autism are becoming available worldwide as carelea svith empirical studies on the topic
being done in Japan (Arikawa, 2009), Norway (Eikes2009), the U.K. (Hastings, 2001),
Italy (Valenti, Cerbo, Masedu, DeCaris, & Sorgel@)) and Canada (Perry, 2002). Given
the extent of evidence for these programs, bothrfoae and Canadian governments are
now funding behaviourally-based intensive earlgiméntion for young children with autism
(Sagharian 2007; Livingston, 2004). In 2000, théada Ministry of Community and Social
Services (now the Ministry of Children and YoutmSees [MCYS]) established province-
wide “Intensive Behavioural Intervention” (1BI), &kBA service for all children diagnosed
with autism. Making ABA interventions accessiblectoldren with autism in Ontario was a
direct result of the research findings of a nunddfestudies. In Ontario, the Autism
Intervention Program has been funded for 13 yddGYS, 2011).

Ontario’s autism intervention program and outcomatd. In their Autism
Intervention Program Guidelines the Ontario Minigif Children and Youth Services (2006)
define the service to be delivered to children vaitlism from nine regional agencies across
the province. These regional centres partner vathraunity agencies to make services
accessible to families (MCYS, 2006). Once a chdd heen given a diagnosis of autism, they
are then eligible to apply for the IBI program witteir regional centre. At that point, the

parents wait for an assessment to deem eligifdityhe 1Bl program (see Figure 1). If
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APPLICATION RECEIVED BY THE

Who can receive Autism Intervention Program sesZce

To receive Autism Intervention Program services,l#arner must:
have autism or a condition that is considered ttolrds the severe end of autism spectrum
disorder, have received a diagnosis from a doatpsgchologist, live within the geographic
boundaries of the regional service provider.

Ineligible Eligible
Referral to other community services Child and Family Support
¢ Services Provided by Provider

v

IBI Setting, Intensity and Duration
Determined by Regional Provider

File closed

Parents have two options or formats for
receiving funded service through the
Autism Intervention Program

Direct funding option (DFO): Direct service option (DSO):
Parents can receive funding The individual can
directly. The family then receive the services
arranges for services from a directly from trained staff
private service provider. at one of Ontario’s nine
Parents either hire and regional service
manage a team or enrol providers.
their child in a private centre
or school.

Figure 1. Ontario’s Intensive Behavioural IntenientProgram Service Model (Turan, 2014).
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deemed eligible, the family then goes on a walilistgto obtain to either obtain the direct
funding option (DFO) where a private agency is dhiog the family or the direct service
option (DSO) where service is obtained directlyrirthe regional program. This
differentiation was created for those families wiaal purchased existing services while on
waitlist, allowing them to continue with those @te services if they desire (Specialized
Instructional Strategies, 2014). To purchase peigatvices, the cost would be greater than
what is provided by the regional programs, andatoee incurred by the families, although
the families could then select a service provideom they liked, who worked for them, and
possibly gave families more options in terms ofiloan of the service and/or hours. The
direct service option would mean that the familywdobe assigned a team from a regional
centre, and they would either have to travel tocérer during the required hours, or the
team would provide intervention in the family horiéere would be no cost to families for
the services in the DSO.

The Program Guidelines (MCYS, 2006) also deschied¢atures of the program. The
intervention must begin early in the child’s litjmd the teaching must be delivered in an
intensive format, defined as 20 to 40 hours perkveg®ne-to-one instruction. The teaching
must be systematic and use techniques from thebdiehpplied behaviour analysis. The
learning plans that define the goals for each amilgst incorporate plans to ensure that goals
will be maintained, as well as generalized acrossrenments. The skills that are taught
must be selected on the basis that they will sarfumctional purpose in the individual’s life.
The emphasis of the learning goals is on the @guldeving independence with each skill

that is taught.
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The curriculum that defines the child’s interventgoals must be individualized, but
also comprehensive so as to ensure all areas dfaredbeing addressed. One key feature is
that all skills must be regularly measured sincagiens to continue or alter instructional
methods must be data-based. Because the progragaist to be sensitive to family values,
culture and language preferences, there is a ngctassdirectly involve the families (Perry,
2002).

Each of the nine regional agencies delivers thogiam under the direction of a
clinical director who oversees a team of cliniagbarvisors. These supervisors oversee
teams of senior therapists, who are responsiblddsigning and supervising the I1BI
programs for six to eight children being taughtégms of three to five instructor therapists.
The instructor therapists are responsible for waglone-to-one with the children; either in
the family’s home or in a clinic setting teachirkgls that have been decided by the senior
therapist in consultation with the family and thiaical supervisor (MCYS, 2006). The high
number of staff required makes IBI an expensiveiserto deliver.

In Ontario, the funding for the AIP program is spored by the provincial government
and is ostensibly available to all eligible childneith autism. However, long waitlists for the
program are increasing the demands for programnskma, and it is argued that increasing
the funding for these services will continue to énéang term cost-benefits (Motiwala,
Gupta, Lilly, Ungar, & Coyte, 2007). Couper (200ddicated that in Australia, parents were
funding their own IBI programs at a cost of $1(b&9,000 per year. Families will continue
to pursue these services through either demangbfgernment funding or through purchase,

when they can afford it. This demand stems fromatreglable research supporting 1Bl
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effectiveness. In order to prove that the costasranted, the benefit of these programs to
individual children with autism must be continuatlyaluated.

Only three outcome studies of IBI in Ontario haeeib conducted to date. Perry et al.
(2008) conducted a retrospective study of the lBppam examining the progress of
children following exit from the program in whiche data from the files of 332 children
(276 boys and 56 girls) were examined. The childegrged in age from two to seven years,
with a mean age of 4.5 years at the time of emtiy the program, and received 20 to 40
hours per week of intervention for approximatelptyears. The children in this study were
classified into three subgroups according to ihigael of functioning based on their
Vineland Adaptive Behaviour Composite (ABC) stamdscores: Group A (higher
functioning) with an ABC score of 60 or above=x 78); Group B (intermediate functioning)
with scores between 50 and %05 126); and Group C (lower functioning), with ABC ses
of 49 or lower § = 96) (Perry et al., 2008). Scores on the Childhoatlsth Rating Scale
(CARS) was also used as a measure of progressisttiily. A cumulative CARS score
across 15 domains (i.e., relationship to peoplé@ation, emotional response, body, object
use, adaptation to change, visual and listeningorese, taste-smell-touch response and use,
fear and nervousness, communication, activity lanétllectual responses and general
impressions) places a child in either a mild, matkeor severe category (i.e., scores ranging
from 15 to 60 respectively).

The results of the study found that children whd aaognitive assessment at both
intake and discharge & 127) had an average increase of 12 points in lQe@stimate (i.e.,
the combined score of one or more of the followihg: Bayley Scales of Infant

Development (Bayley, 1993), The Wechsler PreschodlPrimary Scale of Intelligence (3rd
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Ed.) (WPPSI-3; Wechsler, 2002), the Stanford-Blntglligence Scale: Fourth Edition (SB:
FE; Thorndike, Hagen, & Sattler, 1986); or anotinespecified test) which was statistically
significant. In addition, the researchers repothed 50 percent of the children receiving IBI
appeared to have fewer severe autism symptoms &tk of discharge, as measured by the
Childhood Autism Rating Scale (CARS) (Schopler,dR&ar, & Renner, DeVellis & Daly,
1980). In this study, 50 percent of participams(138) were indeed presenting with less
severe symptoms at exit, as they were rated oG@ARS to be in a milder categony €

138) (Perry et. al., 2008).

Perry et al., (2008) also examined the developnhéagactory of the children as
measured by their rate of development by dividmgWABS ABC score by the child’s age
at intake and exit. In addition, a measure of #te of development during IBI was
calculated by taking the difference between thesttgamental rate at intake and exit and
dividing this by the duration of the IBI interveotti in months or the time interval between
the two developmental rate measures (i.e., intakleeait VABS ABC scores). The mean
initial rate of development was .32 at intake, ammleased during 1Bl to .77. Specifically,
group A more than doubled their learning rate (adfompared to a typical child’s
developmental rate (1.0) (Perry et al., 2008). Tinding suggests that IBI may increase the
rate at which children learn, thereby increasirggdavelopmental slope in their learning
trajectory.

Overall, Perry et al. (2008) described the outcoafehildren with autism in the
Ontario IBI program as heterogeneous, in that tffeztveness of IBI varied across the
participants. For example, although 75% of thedrkit in the study did make improvements

in the IBI program, only 11% of the participanth@wed average functioning (as defined by
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standard scores on cognitive and/or adaptive fanctg assessments in the low or average
range, and CARS scores close to or in the nonrautasge). Perry et al. (2008) describe this
result as being similar (when compared to simikaldcen at intake) to the “best outcomes”
in the literature following intensive behaviouredatment.

Freeman and Perry (2010) conducted a study exagiihenoutcomes in the Toronto
Preschool Autism Program. Contrary to the prevstusly, which examined outcomes for
children throughout Ontario, this study exclusivekamined outcomes for children in the
Toronto IBI program. The methodology used in thiglg was identical to that previously
described (see Perry et al., 2008) with the childli®ided into groups A, B and C (as per
VABS ABC standard scores) and used the same depemdasures (i.e., autism severity,
adaptive behaviour, developmental rate, and cagniévels). In this study, there were 89
participants (73 boys and 16 girls), with an agegeaof 20 to 83 months and mean age of
53.64 months. The duration of IBI intervention rige€d by the children ranged from 5 to 47
months M = 19.39 months), and the hours per week was steghesbe 25 to 40 hours,
although no data were provided to substantiateetheambers (Freeman & Perry, 2010).

The adaptive skills for the three groups of childfellowing intervention significantly
improved in all domains (communication, daily ligiskills, socialization, motor, and overall
ABC age equivalent) as measured by the Vinelandfhda Behavior Scales (Sparrow et al.,
1984). However, standard scores on the VABS weattdesoverall. The researchers
suggested that the children were gaining skill$ because the VABS standard scores
control for age, their rate of learning was slotem their chronological age maturation.
However, the initial higher and medium functiongr@ups at intake did show significant

increases in communication as measured by the Vé&@$munication standard scores,
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whereas the communication scores of the lower fonictg group decreased. This suggests
that the individuals in this lower functioning gwere falling further behind their same-
aged peers. In terms of cognitive scores, onlyfldien had been assessed at intake and
exit, and they showed a significant increase iralQ1 points on average (Freeman & Perry,
2010).

Following receipt of the IBI program, statisticallignificant improvements were found
in autism severity as measured by the CARS scoredllfthree groups of children. Of the
children who scored in the mild/moderate rangenétygn = 48), 44% moved into the non-
autism range at discharge, 46% were still ratadigcategory at discharge, while 10%
moved into the severe range. Children scoringa@nstivere range at entry made positive
changes as 65% improved and moved into the mildénade range, and the best outcome
was that 13% moved into the non-autism range ahdige. Twenty three percent of the
children remained in the severe category at erg@eifian and Perry (2010) described how
overall, 77% of children who began in the sevengesof autism improved, whereas only
44% of those participants who began in the mildyeacould be said to have improved
(Freeman & Perry, 2010), thus demonstrating thecéffeness of the IBI program for
children at the severe end of the autism spectrum.

Most recently, Flanagan, Perry and Freeman (20l@stigated the differences
between individuals with autism who were on the W&iitlist as opposed to those who
received the IBI service. The researchers exantimediles of 61 children in IBI service and
matched them with 61 children who had been on thidist (for at least 12 months)
according to age and initial assessment (T1) da&ta &utism severity, cognitive skills and

adaptive skills). By examining the files at ideatipre- (T1) and post- (T2) periods using the
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same outcome measures as at the initial assesdhentsearchers were seeking to identify
any predictors of outcomes.

The results indicated that no significant differemavere found between the children at
the T1 period. There was a greater interval betwideand T2 for the IBI group (i.e., mean
of 10 months longer) and the researchers descsiagidtically controlling for this issue
during the analysis. In terms of cognitive ratinh8% of children from the IBI group had 1Q
estimates in the “normal range,” as opposed to 3rBtte waitlist group. Very few children
moved into a “normal range” for adaptive skill&(j.4.8% in the IBI group, 0% in the
waitlist group), however large gains were notedstmme (i.e., 14.8% of IBI children jumped
15 points or higher, as opposed to 1.6% in thelisagroup). In terms of predictors of
outcomes, only younger initial age in the IBI gromgs a significant predictor of outconye (
<.001).

The outcomes of the Ontario IBI program supportfihéings from previous research
(e.g., Howard et al., 2005; Eikeseth et al., 2@W02; Lovaas, 1987) that early intervention
based on the principles of applied behaviour amalgdeneficial for young children with
autism. However, there are a number of limitatitmthe studies described above. Only the
most recent Ontario study (Flanagan et al., 20d@duded a control group in the study, and
even then the two groups were not randomly seleamdwere they equally matched during
the final assessment. In addition, a great deahoébility is possible in the delivery of IBI,
and treatment integrity measures were not tak@mynof these studies, since they were file
reviews, and specific details on the implementatibthe treatment itself were lacking. This
control group limitation is common across the eartgrvention treatment studies. Future

research needs to consider defining the methodg lusied in the 1Bl program and
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measuring the treatment integrity of these methdbds would provide a starting point to
determine which features of IBI are delivered cstasitly, and which are not. This could
allow for an understanding of how particular featuof 1Bl could be enhanced for better
outcomes.

However, some features of the IBI service are qiffecult to measure. For example,
how are concepts such as “individualized” being sunead? How are the regional agencies
defining “being sensitive to families’ culture?”thAbugh data continues to be collected by
the Ministry of Children and Youth Services on timplementation of the program,
measurement of the goals described above have petineasured and disseminated. To
date, research within the Ontario program has beaducted on child outcomes and parent
participation only, despite the fact that thereareumber of other variables that may
influence the effectiveness of this intervention.

Variables Affecting Outcomes in Early InterventionResearch

Lechago and Carr (2008) identify that a limitat@frthe 1Bl research to date is the
vague or incomplete description of the indepengarniibles in many studies (e.g., not
specifying individual participant treatment houesjel of familial involvement, curricular
goals, etc.). They describe how complex the deglieédBI programs is, and how the explicit
description of the independent variables affeatsiniterpretation and replication of the
procedures. Alternatively, although studies oftaclude many details of the independent
variables, there may be a lack of consistency abowtIBI is delivered, as not all features of
the service are described in the studies. LechaddcCarr suggest that the following features
of the IBI programs be explicitly described in tiesearch: duration and intensity of the

service, amount and type of parental involvemeadtteaining, therapist experience and
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training, supervisor involvement and training, adlwas the specific instructional procedures
and measurement (Lechago & Carr, 2008). Matson8R&8o suggests that dependent
variables in IBI have not been sufficiently reséad. For example, he argues that IQ and
autism severity are often correlated (i.e., thedothe 1Q, the more severe the autism), and
determining which variable is affected by EIBI iffidult to assess. In terms of
methodology, Matson suggests the inclusion of cbigmoups or the use of multiple baseline
designs, randomized or matched assignment, arntthigaaintegrity measures. Finally, he
recommends that social validity or consumer satigfa measures are included for the
purposes of increasing parental support for therweintion (Matson, 2008).

Therefore, factors that may affect outcomes ind& be classified into three
categories: structure of the IBI service (as arpahdent variable), characteristics of the
child (as dependent variables), and the role ofdhely (as both independent and dependent
variables). With regard to the latter, both theriblat the family plays in the intervention
process (e.g., delivering therapy, generalizinsgkas well as the effect that the intervention
has on the family (e.g., ability to go out as aifgmiven reduction in child problem
behaviour) may be critical features affecting thecess of early intervention. Research is
beginning to examine some of these variables addssribed below.

EIBI has been modeled on the Lovaas (1987) studysahsequent guidelines
(Lovaas, 2002) provided in many of the autism weation programs throughout the world.
In most situations the programs are intensive p28thours per week, delivered one-to-one
to a child with autism using the principles of apglbehaviour analysis, and implemented as
early in the child’s life as possible. However,gag@rogram features may vary for a number

of reasons (e.g., funding, staffing, age of diagg)pandthese differences may have an effect
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on the outcomes of the children receiving thisttrest. The specific components of the
Lovaas model that are critical to treatment outconeenain a question for research.

Research to date has been conducted on some febtiiees within the service
delivery of IBI that may vary across programs, haharacteristics of the children (e.qg.,
autism severity, cognitive level, adaptive skiéis;.) affect the outcomes of the program, and
finally how the families have participated or faliout the delivery of the intensive program
with their child. Each of these areas of reseasatescribed below.

Features of EIBI service delivery.The manner in which EIBI is delivered varies
according to the program. Some of the variatiornthiénservice may include: the number of
hours received by the child on a weekly basisntimaber of months the child receives IBI,
the age at which the service is provided to th&lchnd how the staff supervise and support
the program that the child is receiving. Althouglre may be additional variations in the
delivery of the IBI service (e.g., location of siee;, variety of staff members, the inclusion of
other services), these are the areas have reaasedrch attention to date.

Age and intensity of servicdtzchak and Zachor (2011) examined the outcomss po
treatment for 78 children who were 15 - 35 monthage at the outset (ho mean age given),
and following one year of intensive behaviouraeémention or an eclectic (integration of
several treatment approaches) centre-based progranprevious study by Zachor and
Itzchak (2010), no significant differences betwé®ntwo intervention approaches on child
outcomes were found, so the group data were exanbtingetermine predictors of outcomes
in early intervention in the 2011 study. Specifigéhe researchers wanted to see whether
there were child or parental characteristics tffacted the outcomes of children with

autism. Characteristics related to service delivertis study are discussed in this section
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while discussion relating to child characterisacsl outcomes can be found in a later section
of this chapter.

The children’s scores on adaptive behaviours (assored by the VABS) (Sparrow et
al., 1984), verbal and non-verbal abilities as raez$ by the Mullen Scales of Early
Learning (MSEL) (Mullen, 1995), and autism seveasymeasured by the Autism Diagnostic
Observation Schedule (ADOS) (Lord, Rutter, & LaGaut 2000) were obtained pre- and
post-one year of service. Itzchak and Zachor (2€duind that child age was a significant
predictor of cognitive gains following a behavidurdervention program. The researchers
calculated the difference between the MSEL at #ggriming and following one year of
intervention and examined the result across agapgngs of children. There was a 3%
variation, which approached significange<0.1) for age affecting outcomes, where
children who were younger at the start of the wgation gained more cognitive skills
following one year of intervention. However, whée tscore was compared to the
combination of the age and education of the motherge was a significant statistical finding
that the older, more educated mother and the youwiglel led to better cognitive outcomes
(Itzchak & Zachor, 2011). This study provides samgal support that providing service to a
child at a younger age may have some predictiveoou, although maternal age and
education of the mother confounds the result, ngakimsufficient as an independent
predictor of outcome. However, additional studiagenalso investigated age of the child as a
variable affecting outcomes.

Perry et al. (2011) examined outcomes related edfag332 children, two to seven
years of age (mean of 4.5 years) that receivedhi®ugh the Ontario Autism Intervention

Program. The files of children within the IBI pragn were examined for entry and exit
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assessments, which included autism severity (CA&®)ptive behaviour (VABS), and
cognitive level (various combinations of tests;riPet al., 2008 described above). Following
the intervention (as described above in Perry.eP808), the number of adaptive skills
acquired and the cognitive ability of children etprogram were negatively correlated with
age at entry. That is, children who were younger,(k 48 months) at the start of the IBI
service tended to score higher in adaptive skilts @gnitive ability at discharge. In
addition, children who were younger than four yesdrage at entry into the program had
significantly (clinically and statistically) lowescores on the CARS at the time of exit from
the program, as compared to older children (Pdra}.£2011). These findings suggest that
earlier entry into IBI programs may result in bettegnitive and lower severity outcomes for
children with autism at discharge.

Granpeesheh, Dixon, Tarbox, Kaplan, and Wilke (2@tOuped 245 participants by
age at program entry (2 to 12 years of age, meammf§.15) to examine whether variable
treatment hours had differential effects dependimghe age at which the children began IBI.
The children were classified into “age group 1'nh@e of 2 to 5.15 years of age), “age group
2" (range of 5.15 to 7 years of age), and “age gr&u(range of 7 to 12 years). The children
received an average of 76 treatment hours (rang@-a68) per month of intensive
behavioural intervention in a large-scale commuhbéged program. The hours received were
then classified into a “low intensity,” “medium entsity,” and “high intensity.” It appears
that no child received less than 20 hours of serggr month (i.e., approximately 5 hours per
week), and therefore 20 hours/month was consideted intensity of service. The study
then examined the relationship between treatmeamtshage, and the number of objectives

mastered. The results indicated that the youngesipghad the best response (i.e., mastered
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the most number of learning objectives) to lowmsigy treatment, as compared to the other
two groups. When the youngest group received igeelst number of hours (i.e., 40
hours/week or greater), their results matched thosiee middle age group in terms of
mastery of behavioural objectives. The middle ageg showed greater gains with greater
treatment hours. The group of older children ditdstmw any increase in mastery of
objectives when they were receiving a greater nurabkours, suggesting that their learning
rates may stabilize after a certain number of tneat hours. The researchers concluded that
maximizing treatment hours might be most benefi@athe youngest children. In this study,
the researchers noted that 40 hours might notseptehe ceiling on the number of hours
that could maximize the rate of learning. Howevee, researchers found that children over
seven years of age did not master more behaviobjattives with increased hours. These
findings suggest that maximizing treatment houtsgAd above) is best for children in the
middle age range, and that fewer treatment houyshraaffective for the youngest and
oldest children (Grenpeesheh et al., 2010).

Luiselli, Cannon, O’Malley and Sisson (2000) algamined age and intensity of
service (i.e., number of hours per week, durattomonths, and total hours) on the outcomes
of children with autism in IBI. In their study, Thildren were examined retrospectively
following their receipt of home-based IBI servicéke children were divided into two
groups; those who received services prior to thesgs of agen = 8) and those who
received services following three years of age 8). The progress made by the participants
was measured by achievement across domains @reamanication, cognition, fine motor,
gross motor, social-emotional, and self-care) om @intwo assessments (i.e., the Early

Learning Accomplishments Profile; ELAP (Glover &t 4998), or the Learning
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Accomplishments Profile (LAP) (Sanford and Zelm&a881). The children received IBI in
their homes and the hours per week, the total nisrdfenonths in service, and the
cumulative hours of service received were used@dspendent variables in this study. The
results indicated that children who began IBI see\fbllowing the age of three received on
average a significantly greater number of hoursyesk (mean of 15.6 hours as compared to
11.8 in the under three group). Children who beggmice prior to the age of three had more
months of service (11.6 as compared to 7.12 irotee three age group) and more
cumulative hours (583.5 as compared to 455.00)Hsidid not differ significantly from
those receiving service after three years of agéh Broups (under three and over three years
of age at the start of service) showed significanrovement across all domains following
the IBI service, with no significant differenceg@gs groups. However, for all children, the
number of months that service was received (iLgattbn of treatment) was a significant
predictor for increases in communicatign<(0.002), cognitive < 0.001), and the social-
emotional domaing < 0.001) (Luiselli et al., 2000). These findingggest that a minimum
of 11.8 hours per week across 11.6 months of IBlise may be sufficient to make
significant changes on learning assessments, whetm®t service began prior to three years
of age. However, it is the total number of monthservice that may lead to the increase in
gains that are made in communication, cognitivesowlal-emotional domain. The intensity
of the service and the age at which IBI beginscégarly defined features of the program that
can be measured and evaluated, but factors suble asnount of staffing provided may also
affect the outcomes of children in IBI programs.

Clinical staff. A potentially critical variable in the effectivesgeof an IBI program is

the clinical staff. Given the intensive one-to-atricture, along with the requirement to take
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data, make daily clinical decisions, and analyzedffiects of treatment on a regular basis, the
skills and training of the staff directly influerecéhe quality of the program. However, the
staffing structure may vary considerably acrosg@ms. Eikeseth, Hayward, Gale,
Gitlesen, and Eldevik (2009) examined the amourdinical supervision that was provided
to oversee staff and the implementation of IBI paogming to see what effect this had on
the learning outcomes of the children. In this gfwhch child had one consultant who
provided a minimum number of supervision sessiomis the child’s tutors (i.e., the one-to-
one therapists) and parents. The 21 children whitcgeated in this study had a mean intake
age of 34.9 months, and were assessed on intaldanctioning (WPPSI-R), visual spatial
IQ (Merrill-Palmer Scale of Mental Tests), langudgectioning (Reynell Developmental
Language Scales) and adaptive behaviours. Thenteaathours for each child averaged 34.2
hours per week across 50 weeks of the year. Fallpw# months of treatment, the

individual results on the standardized assessmas directly compared across children to
see if supervision that the child’s team received & variable affecting the outcome scores.
The results indicated that the amount of supemisszeived ranged from 2.9 to 7.8
hours/month and took place either in the child’'mkor at a school team meeting. Following
treatment, the mean 1Q of the group increased Bdro 71 and a significant correlation was
found between the intensity of supervision andameunt of 1Q score change (p > 0.05), and
this was the only significant correlation. Eikesetral. (2009) noted that every hour of
supervision was equivalent to a 0.21 increase iad@}e in their study, but they stated that
the effect of supervision is not necessarily lineaoptimal levels of supervision may vary
per individual child and family, and the effectiwss of such supervision may be dependent

on the competency of the therapist.
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These studies describe how factors related toethece delivery of IBI may have an
effect on outcomes. Given the combined findingthete studies, it is apparent that benefits
of IBI can be maximized by ensuring that childrenaive services as early as possible for
the purposes of either increasing the amount df tieceiving IBI services, or for
capitalizing on the time when children might bet jgtairting to learn new skills. In addition,
the levels of supervision that are provided byagpem may directly affect the outcomes for
the individual children. These factors need to &mesadered when developing and
implementing IBI services. However, features tlatrot necessarily be controlled by the
program delivering the IBI service also warrantsidaration. These are factors related to the
characteristics of the individual children as tleeyer the early intervention program and this
is discussed next.

Child characteristics and intervention outcomesChildren with autism are unique in
their abilities and being taught in an early in@riton program requires recognition of how
these differences may affect learning. A numbestodlies have considered the variations in
the skill sets or characteristics of children vatitism and examined the impact that these
have on the outcomes of early intervention. Resetardate has considered the
responsiveness of the child to initial teaching, $kverity of autism, and cognitive ability.
These studies are discussed below.

Child responsiveness to IBI may be seen earlyertéhching of skills. Weiss (1999)
conducted a study to examine how differential lesymates at the onset of 1Bl programs
affects child outcomes at the time of exit. In thtigdy, 20 children with autism, 20 to 65
months of age (mean age of 41.5 months) were regehome-based intervention for 40

hours per week. All children were assessed usiagARS and the VABS at intake and
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following two years of treatment. The rate of leagifor each child was assessed by
examining the days to mastery for the first 5 tesgand the number of days to mastery that
the first 30 targets were learned across nineairtiograms (i.e., non-verbal imitation, object
manipulation, matching 3D objects, receptive comaisaneceptive labels, verbal imitation of
sounds, verbal imitation of two words, expressafgels, and social questions).

Following intervention, nine of the twenty partiaits moved from the severe rating
(i.e., scores of 37 - 60) on the CARS to a nons#atrating (i.e., scores below 30), and four
additional children scored as non-autistic in thd,although still presenting with
characteristics of autism. Four children moved fitb severe range to the mild-moderate
range (i.e., scores between 30 - 36), and threained in the severe range. VABS ratings at
intake were well below the average score of 10@ fikean intake score was 49.85 (range of
38 — 63) but increased to 83.6 (range of 41-125)viang treatment, with eight children
scoring greater than 100. Finally, there was afiotariability in the rate of learning in the
initial nine programs. For example, in receptivegaage the range of days to mastery of the
targets was 30 to 548 (mean of 110). In terms iifatquisition within a particular program
(e.g., non-verbal imitation), the rate at which thdd learned the first five items was
positively correlated with the rate that they lestthe full 30 itemsp(= 0.001). In addition,
acquisition of the first five learning targets waso moderately correlated with score
changes on the CARS (p = 0.004) and VABS (p = 0.08lore days to mastery of the first
five targets were inversely correlated with outceroa the VABS and CARS. In terms of
specific programs, changes in the CARS and VABS$escpost-intervention could be
predicted by the rate at which the child progresedtree of the initial programs (i.e., verbal

imitation, receptive commands, and object manipatat These findings support behavioural
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intervention delivered intensively over two yeassaamethod to decrease autism severity and
increase adaptive skills. In addition, the oveoalicomes for the individual child might be
predicted by their rate of learning in early praogreargets (Weiss, 1999).

Another factor that might influence the outcomesBifservices is the severity of
autism and the intellectual functioning of the dhak the start of the program. In the Itzchak
and Zachor (2011) study described above, the relsea found that other characteristics in
addition to age may predict IBl outcomes. Comprshenevaluations were conducted prior
to intervention, and then following one year okenviention on the 78 children (71 boys and 7
girls), ages 15 — 35 months. The children weressesbusing the Autism Diagnostic
Interview-Revised (ADI-R) to diagnose autism (LoRltter, & LeCouteur, 1994), the
ADOS to assess social and communicative functiofilegd et al., 2000) the Mullen Scales
of Early Learning (MSEL) (to evaluate cognitive lal@s, and the VABS to assess adaptive
skills, although these last two tests were not deted with every child at the end of year
one (ltzchak & Zachor, 2011).

Results of the Itzchak and Zachor (2011) studyciaighid that autism severity at
baseline was the best predictor of outcomes, indti&ren with less severe autism (as
defined by ADI-R ratings at entry) made more gdol®wing one year of intervention, as
indicated by a 40% improvement in Vineland scolesddition, higher cognitive ability at
baseline resulted in higher Vineland scores aetiteof year one for the group of
participants. Further, the researchers divideg#récipants into a high autism severity
group and a low autism severity group, based on-RBtores, and examined how their
entry MSEL scores predicted their VABS scores. ghgicant positive correlation was

found between the children with severe autism sgmgtand higher verbal abilities at
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baseline (as compared to severe autism and lowealvabilities) and better scores on
adaptive skill measures at exit. There was alsoalldut significant contribution of

maternal age and education contributing to 4% efvédriation in outcome, where the greater
the age and education of the mother, the betteadbptive skills outcome in the child
(Itzchak & Zachor, 2011).

Perry et al. (2011), in addition to their findirigat age had an impact on IBI outcomes,
also found that autism severity and cognitive lsweére predictors of effectiveness. The
researchers analyzed features of the AIP IBI defitteat may have affected the results of
332 patrticipants. As described above, these 33&tjpants were assessed at both entry and
exit to the Ontario IBI program, using the CARS &nitism severity, the VABS for adaptive
functioning, a combination of assessments for dognrating, and intake and exit VABS
ABC scores for developmental rate. The childrenevtben classified into seven categories
of outcomes, which were Average Functioning, Sutigthly Improved, Clinically
Significantly Improved, Less Autistic, Minimally Ipnoved, No Change, and Worse (Perry et
al., 2011). Explicit definitions and boundaries floese categories were not specified in the
study. Examination of the diagnostic category,(iA®, PDD-NOS, or ASD) revealed a
significant correlation between autism severity #dand overall outcome. In terms of
autism severity, the researchers found that there wiodest negative correlations with
initial CARS total scores and all outcome variablgsus, the higher the initial CARS score
(i.e., the more severe the autism features), the miely it was that gains would be minimal
across the CARS, VABS, and cognitive assessmanterms of 1Q ratings, significant
correlations were found between 1Q and outcomeatas. Therefore, children with higher

IQ scores at intake (T1) were associated with bedtults on the outcome variables at the
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time of the second assessment (T2) (and vice vefeayever, the researchers also
conducted a regression analysis, which indicatatittte initial autism severity rating at entry
did not function as a predictor of outcomes with &xception of 1Q. Perry et al., looked
specifically at children who were considered asi@athe best outcomes, or classified as
Average 1Q at discharga € 32; 28 boys, 4 girls), and found that there walgaifsccant
change in CARS total scores (i.e., two standardadien decrease). Of those children, four
still scored in the autism range on the CARS, aigfiothese children were close to the cutoff
score. Gains were also seen in adaptive behaviotheoVABS with large jumps in
communication (mean of 30 points), and IQ estim&ie43 children showed a mean gain of
40 points. The children in this subgroup had autisat was rated as milder at intake with
lower CARS scores (by one standard deviation poamgl 10 of the children (29%) scored in
the non-autism range at post-intervention as coeptr 6% of the children from the rest of
the sample. In conclusion, the initial cognitieeel of the children was the greatest
predictor of outcome. Those children who attaineetage functioning had either higher
developmental levels at intake, or began treatraeatyounger age (Perry et al., 2011).

In an earlier study, Itzchak and Zachor (2007) exanchintellectual functioning and
autism severity on outcomes for young children aiitism in ABA early intervention
programs. The researchers retrospectively examireedutcomes of 29 children with autism
(25 boys and 4 girls) who were; 20 to 32 monthagd (mean age of 26.6 months). All of the
children were enrolled in an IBI program at a cenfthe program consisted of intensive
delivery of instruction, in a one-to-one format 8% hours per week. The Bayley Scales of
Infant Development (BSID-II) measured the cognitaglity of preverbal children, while the

Stanford-Binet Intelligence Scale Fourth Editionswesed for verbal children. The ADI-R
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and the ADOS were used as measures of autism geard developmental-behavioural
scales were used to measure various developméiitsliis six domains (imitation, receptive
language, expressive language, play, nonverbal eonuation skills and stereotyped
behaviour). These scales were based on develophtistg@f skills and norms that the
researchers had approved by two child developmeptadialists, and were completed based
on the child’s progress charts pre- and post-wetation. Children were then divided into a
high 1Q (HIQ) group, and a low 1Q (LIQ) group basautheir cognitive assessments to
assess the effect of IBI on their cognitive alaBtat intake and outcome following IBI. In
addition, the children were divided into two groupsassess the effects of their autism
severity on outcomes: a high communication grou@)(Bihd a low communication group
(LC), and a high social (HS) and a low social (g&)up based on their ADOS — module 1
(language and communication and reciprocal soctataction) (Itzchak & Zachor, 2007).
The results indicated that there was significamingje in the six developmental-
behavioural domains and mean IQ scores signifigamtieased from a mean of 70.67 to
87.90 over the intervention period. Both low anghhiQ groups showed significant progress
across the domains post intervention. A significfference was noted between the high
and low IQ groups in terms of progress across tmeains, with the high 1Q group making
significantly greater progress in receptive languagd play skills and the low 1Q group
making greater gains in imitation skills. In terofsautism severity, both the HS and LS
group demonstrated significant changes in the deweéntal domains following intervention
(p < 0.001). However, the HS group showed betterpesxyyjacross the receptive and
expressive language domain. There was no signifitiflerence between the HS and LS

group in IQ scores following the intervention. Téevas a high, although not significant
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correlation between ADOS reciprocal social intacacscores and IQ ratingp € 0.01),
suggesting that higher IQ scores are correlatel fewer social interaction deficits. Overall,
the children who had higher initial cognitive lev@nd fewer social interaction deficits had
better outcomes in terms of developmental skipecdically in receptive language,
expressive language and play skills (Itzchak & 2acB007).

The literature described above explains how charastics of the child entering IBI
can have an impact on outcomes. These charaatsristiude the severity of autism
presentation (Itzchak & Zachor, 2011; Perry et2011), the cognitive levels (i.e., IQ) at
intake (Perry et al., 2011; ltzchak & Zachor, 2Q@&) well as the way the child responds to
the initial teaching programs (Weiss, 1999). Spealify, children who were assessed in early
IBI as either having less severe autism, greatgnit@e ability, fewer social interaction
deficits, or greater responsiveness to instruatiemonstrated better outcomes following a
period of at least one year of intervention. Thiasgings contribute to the evidence
identifying some of the components within IBI timady lead to better child outcomes. One
more category of variables that may play a roldheeffects of ABA interventions is the role
and characteristics of the family, and this is dssed below.

IBI and the family. Research has demonstrated that the charactenstiocs family
and their role in IBI has an effect on the outcomie81. Specific attention has been paid to
the impact of IBI programs on the home environmtamilial stress levels, and the
adjustment of siblings.

Hastings (2003) investigated the behavioural adjast of siblings of children with
autism who were receiving IBI, as related to thgnical peers by surveying siblings’

biological mothers. A total of 78 siblings weredalissed in the responses to the
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questionnaire: 35 brothers and 43 sisters, havimgan age of 6.17 years (range of 4 to 16
years). Mothers were asked to formulate responsssdoon only one sibling in the family if
there were several. Measures included the Autishaeur Checklist (ABC) to measure the
severity of symptoms of the child with autism, ahe Family Support Scale (FSS), an 18-
item measure used to evaluate social support daita the family. From the latter measure,
scores were derived to evaluate the helpfulnessibf informal and formal sources of
support on the participating mother and the faragya whole. Informal supports included
one’s spouse, family, or friends, while formal smag included professionals or other
community services, including the early interventpyogram supports. A sibling
behavioural adjustment assessment was conductegl th& Strengths and Difficulties
Questionnaire (SDQ). This questionnaire evaluab@slact problems, emotional problems,
hyperactivity and peer problems, as well as pr@dmhaviour (Hastings, 2003).

The results of the study were divided into theisdd’ overall behavioural adjustment
compared to normative data, and the family’s ab#laocial support and its relationship
with sibling behavioural adjustment results. Sig#inn this study were significantly different
on three of the SDQ problem domains (i.e., peeblpros, hyperactivity, and conduct
problems) and the total behaviour problems scongpewed to a normative sample. The
siblings were rated as having fewer behaviour @mislin all cases, suggesting that
intervention for the child with autism may proviseme benefits for the siblings. For
example, the parent might view the behaviour oir ttig@ld without autism (i.e., the sibling)
differently and therefore rate it as less sevevergimprovements given the parent’s new
understanding or perspective on behaviour. In texhsecial support levels, there was a

correlation between low ABC scores of the childhsattism (i.e., less severe autism), higher
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formal social support and fewer behavioural proldemsiblings, whereas this effect is not
seen at higher levels of ABC scores. This findinggests that when the children with autism
are rated as having fewer severe symptoms, andaf@oaial support is in place, the siblings
will have fewer behavioural adjustment problemse Tésearchers concluded that ABA
interventions have no negative effects on therggslin the home. They conclude that further
research should address the dimensions of avasaipigort from early intervention
programs that may be beneficial for families, halisgs in intervention groups with
varying intensities might have different experiesyand how the siblings view the intensive
intervention for the family (Hastings, 2003).

Given that programs may be run in the community.(€erry et. al, 2008) or in the
home setting (e.g., Weiss, 1999), the demandsraitiés participating in EIBI can look
quite different. For example, home-based progrargrdemands environmental
modifications to the house in order to provide acspfor the intervention, and often requires
the presence of a responsible adult (other thath#rapist) at all times when the child is
being instructed. This arrangement may have a ivegatpact on one or many family
members. A community IBI placement, on the otherdhaequires travel to and from the
agency, and less contact with the instructorghénLovaas (1987) study, parents were
actively involved in the programming, and even iggrated alongside therapists in
delivering instruction (Smith, Eikeseth, Klevstrakd.ovaas, 1997). This level of
involvement may have differential effects on thenilg members, and also differential
effects on the child.

One particular effect of intensive intervention ntayicern stress experienced by the

family. In a brief report examining parental strassl the outcomes of children receiving
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community-based behavioural intervention in Onta8bine and Perry (2010) examined
mothers’ stress levels pre-intervention and condreith child outcome levels post-
intervention. The researchers retrospectively eraththe results of the Parenting Stress
Index (PSI) completed at the time of intake. Théf@Sults of 151 mothers were compared
to the results of their child’s outcomes (as meadiny the CARS, VABS, and rate of
development during IBI) (as described above inyetial., 2011). The only significant
correlations noted by the researchers were thesar the VABS, ABC and the PSI scores,
suggesting that higher stress in mothers at thiedt#Bl is correlated with lower adaptive
behaviour skills of the child at program exit. Altigh not statistically significant, children
with poorer outcomes had mothers with higher dsstratings at intake than children with
modest outcomes. The mothers of children with moolesomes had higher PSI ratings
(i.e., higher stress) than mothers with childrethimgood outcome group, suggesting that
either parental stress is impacted by how sevafédgted the child is at intake, or that
increased stress levels may play a role in theooogs of the child at exit (Shine & Perry,
2010). However, additional information as to whetthere may have been additional
stressors on the family, or whether features otthiel’s IBI program may have played a
role in outcomes was not examined. In additionemmatl stress levels were not measured at
the end of the program; therefore no conclusioruatie effect of IBI on mothers’ stress
levels can be made. More data on the relationsttyden the 1Bl service, the family, and
the clinical outcomes for the child are needed. @nea that is being explored is the
perspective of families who have received IBI (@& Kovshoff, Hastings & Remington,
2009; Solish & Perry, 2008; Trudgeon & Carr, 20Dtenburger, Keenan, Gallagher &

McElhinney, 2004; Boyd & Corley, 2001; Perry, Pactt & Penn, 2006). Familial
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perspectives on IBI may provide additional inforimoatthat can assist in identifying features
of the service that affect child outcomes.
Parent Perspectives on Intensive Behavioural Inteention

A number of studies have examined the views ofrgare’hose children with autism
have been enrolled in early intervention prograftese studies have investigated different
levels of parental involvement in IBI, satisfactiath 1Bl outcomes, the impact of having
IBI take place in the family home, as well as htw views of parents at different stages in
early intervention programs may change.

Levels of parental involvement may vary in earlieimention programs. The most
intense level of involvement is where parents ses/éstructor Therapists and teach their
children on their own, or as part of a tedthen parents are actively trained to be
instructors, they acquire a variety of skills usédu their child’s program, which can provide
opportunities for generalization and long term nemance of the skills learned by their
children (Schreibman & Ingersoll, 2005). When péseare not involved and trained in the
delivery of IBI they may feel disconnected and |#to& confidence to follow through on
treatment recommendations (Larsson, 2003). Lov2@33() argued that the parents were
integral to treatment success. In order to prewaansistencies in the treatment, he felt that
parents in the home setting needed to use the bahawioural strategies and reinforce the
skills that are being taught in the clinical segtiiherefore, a certain level of involvement by
parents is recommended by researchers, and predanibhe design of numerous IBI
programs including the Ontario IBI program (MCY®12).

Solish and Perry (2008) conducted a survey reganoiment involvement in

behavioural intervention programs in Ontario. Thestionnaire was administered to 48
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parents of children with autism: 40 biological math 1 foster mother, and 7 fathers. All
children were receiving IBI services from the praxally funded program. The therapists
who worked with the childrem(= 34) also completed the questionnaire. The parent
involvement questionnaire was created for the pggpmf the study to assess the relationship
between levels of parent involvement and five dates of involvement: self-efficacy,
perception of child progress, belief in IBI, knodtge and stress. In addition, the VABS data
were available for all children. Specifically, teeores on communication, daily living and
socialization domains were examined in relatiothlevels of parent involvement (Solish

& Perry, 2008).

The results of the study indicated that the levglarent involvement was positively
and significantly correlated with self-reported =0f self-efficacy, knowledge and general
belief about the intervention. In addition, the B& ABC score was significantly correlated
with involvement, suggesting that either more palenvolvement may increase adaptive
skills in the children, or that children with highedaptive skills have parents who are more
involved. However, consideration must be made d®to parents are included in the
program, such as when and how they are expectearticipate in training sessions, and
whether the program’s expectations fit with thegpés’ abilities or preferences. These
factors may influence the views that the parent®fwa the intervention program, their level
of involvement, and their ratings of satisfactiomhvthe service and/or the outcomes.

Grindle, Kovshoff, Hastings and Remington (2009)dacted interviews with 53
parents of children who had been in home-basegi&jrams in the U.K. for more than two

years. Using semi-structured interviews with opedesl questions, Grindle et al.
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investigated the perceptions of parents regardiadenefits and pitfalls of running home
ABA programs (Grindle et al., 2009).

The results of the study were divided into pradtEmnefits vs. difficulties for the
family, impact on family relationships, emotionaipact and overall evaluations of EIBI. In
terms of benefits for the child with autism, evegrent indicated at least one benefit, such as
language progress. Practical benefits for the paneare reported by 75% of the respondents
with 86% of mothers indicating that the additiosapport in the home was helpful. Other
benefits included releasing the parents for tinmeotber activities (e.g., household chores),
and increasing their social network, and 25% oéptx reported that having the program in
their home led to improvements in their own al@Btio use behaviour management
techniques. The survey questionnaire also askeat &deoefits for other children (i.e.,
siblings) in the home, of which 75% of parents régab at least one practical benefit, such as
learning about autism and ABA. The program was galtave improved parent-child (with
autism) relationships, and sibling-child relatioipsh and one third of parents indicated that
parent-sibling relationships improved as well (@lenet al., 2009).

The difficulties for families participating in horiesed IBI programs in Grindle et
al.’s (2009) study were described as being botaraat and internal to the family unit. Most
of the families (i.e., two-thirds) reported havidifficulty with the education system and 40%
reported that their school system was “ignorariI&l” (p. 48), and would not provide IBI
services, which led many families to self-fundihgit programs. This financial demand was
met by a number of parents spending their saviegsortgaging their house, or going into
debt. Another difficulty reported by families inveld the employment of therapists. The

issues that were raised included difficulty witkmeting therapists, the high turnover of
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therapists, and unreliability (e.g., latenessntnuisiveness of therapists. In addition, the
structure of the program often included teachingliparts of the home, which two-thirds of
families described as disruptive or impacting asirtprivacy.

Parents reported that administration of the prognes difficult given paperwork
demands (i.e., billing for funding), and the needieate teaching resources. Some of the
difficulties within the family context included thehild with autism’s sibling(s) receiving less
attention, the child missing out on socializatioropportunities to exercise, the deterioration
of the child’s relationship with the sibling (reped in one-fifth of responses) or the
deterioration of the spousal relationship (in tmed of cases; Grindle et al., 2009).

Two-thirds of parents reported that overall expgats of the program were met or
exceeded. However, one-third were disappointedthigaintervention did not result in
normality. Overall, evaluation of the EIBI progrdm this small number of families was
positive, as over three-quarters of parents regdhat EIBI was the right choice for the
family given child progress and the positive impactthe family. Ten percent of parents
reported that although the EIBI program was thhtranoice for their child, it was not
necessarily the best choice for their family. Apgnoately one-quarter of parents indicated
that they would warn other families about the passnegative effects on the family life
(Grindle et al., 2009). Grindle et al. recommentteat future research should involve the
development of a survey instrument to measure paergeption on program-related
variables (Grindle et al., 2009).

Trudgeon and Carr (2007) investigated the expeee€t 16 parents from nine
different families running their own home-based BiBgram in the U.K. The children with

autism 6 = 9; 8 boys, 1 girl) in this study were all descritzedhaving mild to moderate
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autism at intake, ranging in age from 4 to 9 yeddgmean not given). A semi-structured
qualitative interview was conducted consistingafrfcategories of questions: setting up the
EIBI program, the effects of the program on fantilg, perceived benefits and disadvantages
of the program, and facilitators and hindrancesitming the program. Families were
selected for inclusion in this study because thdyaa a child diagnosed with autism, b)
were currently running home-based ABA programslzamiibeen doing so for at least three
months for at least 30 hours per week, and c) wesreiving supervision from qualified
supervisors. The resulting themes that emerged fhenguestionnaire responses related to
environmental adjustments, funding, social and fanalationships, life choices,
psychological, program demands, tutor (i.e., indtutherapist) issues,
disappointments/challenges, and benefits.

A number of demands from the program that weregaam parents had an impact on
their lives. Seven couples noted the impact of igutd create space for the program to run in
their home. The demand to contribute to teachingdiand make teaching materials was
reported as a pressure by three couples. Havingtéf was considered demanding for the
families because of the intrusion of people in® hlome, the difficulties in tutor recruitment,
difficulties in managing scheduling, and difficulyith team consistency and reliability.
However, one mother and one couple indicated Heatutors provided emotional support
(Trudgeon & Carr, 2007).

Parents also reported the tribunal funding pro@esthe U.K.) as difficult, and all of
the families except for one identified this praetas stressful. Even when funding was
obtained, the need to demonstrate that the fundasgstill needed throughout the program

was identified by one couple as a constant bur@arthe other hand, some parents reported
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that the tribunal experience was positive, as tiaged a better understanding of EIBI and
had more motivation to continue with the programgmifor those who were not awarded
funding, financial stress was identified as an ang@roblem (Trudgeon & Carr, 2007).

Trudgeon and Carr (2007) also found that the paneotted both social and career
impacts on the family. The social impact of EIBlIsagositive for two couples at the outset of
the program, given increased interactions with o#ailts (i.e., the therapists). However, the
effect of autism (e.g., problem behaviour) on utaleng social activities outside the home
was identified as a problem for four couples. Sa@#ion within relationships was also
affected: two couples indicated that their mangtionship was strengthened while one
mother indicated that the program contributed todieorce. Four couples indicated that the
program was beneficial for the sibling(s) as theyeneither able to do more things as a
family, or there were increased interactions ofgiiding with the child with autism
(Trudgeon & Carr, 2007).

A number of parents also found that participatmghie EIBI program had an impact
on their career (e.g., prevented continuing edanatiAlthough no fathers indicated that
career was an issue for them, other life choica® wepacted, such as delaying the decision
to have more children.

The children’s progress in the IBI program leddelings of empowerment for two
families, as they had a better understanding a$@uand how the teaching could be applied
to daily events. Also, the child’s progress ofteareased the possibility of the family
attending social and leisure events. However, atfeef in the study indicated that he had

difficulty in the initial acceptance of the ABA nietds (Trudgeon & Carr, 2007).
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Although some of the experiences reported in tireseviews were negative such as
the withdrawal of support from local services dgrthe ABA programming and concern
about transition to school without ABA staff, makthe experiences reported were positive
and included the provision of support to at-homehais, an increased understanding of
their children with autism, and the ability to eggan more family activities. Overall,
parents rated their experience with the EIBI proges positive. The researchers indicated
that severity of autism may play a role in the ouates reported by parents as the children in
this study were all described as being mild to matgein severity at intake. The researchers
suggested that future research might also compareeports of parents whose children were
enrolled in home-based vs. a school-based ABA pragiTrudgeon & Carr, 2007).

A study conducted in Ireland also explored the @gtions of parents in home-based
ABA programs (Dillenburger, Keenan, Gallagher & MuaiEney, 2004). This study involved
interviewing two groups of parents: those who wast beginning intensive programs and
those who had completed two years of programmihg. farents in this study had received
general ABA training for 18 weeks, which did nogsyically focus on IBI, but rather on
general behavioural principles. This method ofirag was intended to provide parents with
the opportunity to tailor their own home progranasdd on their new knowledge and to use
the skills they had learned to generalize theskiding taught in the home program. The 22
families were divided into two groups; the longategroup (LTG) ( = 12), whose child had
been receiving ABA-based treatment in their honoesrfore than two years (average of 35.5
months), and the short-term group (STG)}(10) who had been receiving ABA treatment
for less than one year (average of 6.1 months).rdihges of ages of the children in both

groups were similar (3 to 12 years and 3 to 13s)eathough older children were in the
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LTG (mean age of 91 months) as compared to the @6@onths) (Dillenburger et al.,
2004). The interview questions were designed ttuatathe IBI program’s social validity,
which included parent’s perspectives on the sigaifce of the goals within the program, the
appropriateness of the intervention strategies ustih the program, and the importance of
the outcomes (Dillenburger et al., 2004).

No significant differences were found between th&%nd the LTG in terms of the
goals, independence, quality of life, skills deyefent and maintenance, and social
interaction in the children’s lives. The intervemts were rated as effective and having an
important impact on the lives of their children.réé families in the LTG and no families in
the STG rated the ABA interventions as not effecfor their children in the domain of self
help skills. Two families in the LTG rated the ABAterventions as not effective for social
skills. The families responded positively to théeef of ABA on family life (e.g., “we are
now approaching normal family life,” “more managked) although one parent indicated
that the work and financial burden was difficuliy(e “a lot of time and energy was used up
on implementing ABA programs”). All parents repattdat ABA had a positive impact on
how they felt about themselves (e.g., “made me mordident and relaxed,” “confident as a
mother”), and on their child’s life overall (Dillbarger et al., 2004). Overall, the study
indicated that parents were satisfied with the @utes of ABA programming in terms of
validity of goals, the appropriateness of interi@mstrategies, the outcomes on their child’s
quality of life, the parents’ own feelings of caénce, and the overall impact on the family
(Dillenburger et al., 2004). The severity of autia@s not reported in this study; therefore it
cannot be determined whether the degree of chanidpe ichildren had an impact on the

family’s ratings of the program.
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Boyd and Corley (2001) examined parental satigfactatings of IBl and whether
children were “recovering” from autism (as defirigdLovaas’ 1987 criteria). A survey was
conducted with 22 families of children with autig¢ne., 16 boys, 6 girls) who had received
IBI services in California. Most of the children £ 20) began services before the age of
four, with a mean length of service of 23 montlah@e of 9 to 36 months). Eleven children
had received more than two years of treatment,endiil children had received less than two
years, and two children had received less tharnyeaeof treatment. The case files of the
children were reviewed to locate instances of recp\ollowed by the mail out of a parent
guestionnaire.

Overall satisfaction of the program was high, a8&@&# parents indicated that they
were satisfied (25%) or very satisfied (44%) whk tmplementation of the ABA program.
In terms of outcomes, satisfaction ratings werghsly lower as the rating of very satisfied
decreased to 25% and the rating of satisfied ised#o 44%. The level of intervention
received was sufficient to meet their child’s neadsording to 10 parents, although 3
parents indicated that it was not and 2 parentge wesure. The results indicated that no child
had achieved recovery, as indicated by normalligézice and placement in a regular
education classroom without a one-to-one aide. Weweseven children were rated by
parents as having normal intellect following theemention. Three of these children were
enrolled in a special education class and four ykxeed in a regular education classroom
with a one-to-one aide. Parents of two childrentiomied IBI methods at home (i.e., discrete
trial training) and were judged to have intellettigabilities. Eleven children attended a

special day class (six children having a one-to-ade), and four children were enrolled in
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private schools with small classes (two of thosédobn had a 1:1 aide) (Boyd & Corley,
2001).

The parents were also asked to rate the areasiamwteir children improved the
most. These were language (63%), compliance (3hthpee-academic skills (31%). The
areas in which parents noted the least amount pfavement were pragmatic language
(50%), and socialization (31%). The level of exgsiee language skills following IBI ranged
from the child being verbal (56%), to non-verb@%d) or using an augmentative system
(e.g., picture exchange communication system; PEZSS)). In addition to IBI, families
reported that they purchased services such astspeguage therapy (63%) and
occupational therapy (13%) or private tutoring (31@verall, 15 of 16 parents indicated
that they would recommend the EIBI program to offeents of children with autism even
though none of the children “recovered” from autigm., had their diagnosis removed), and
only half of the children acquired verbal languaggls. The researchers suggested that a
broader comparative investigation of community pBdbgrams be conducted to identify what
participant characteristics and treatment parammet@relate with better outcomes in the
children (Boyd & Corley, 2001). Overall, the parsatisfaction research suggests that
families rate 1Bl programs favourably despite tlagiable outcomes of children. Additional
data is needed regarding the aspects of the IBjrano that may affect outcomes of parent
satisfaction, such as whether parents respondeiiffi@lly if they are involved in home-
based programs as compared to centre-based prqogramisether particular goals selected
for the child are in alignment with the family’sae and values, and what impact this has on
satisfaction. Qualitative features of the IBI pragrare also variable and may influence the

rating of the treatment program in general.
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In a study conducted by Perry, Prichard and Pe@0dR, perspectives on what defines
quality intensive intervention was gathered viaszeymg professionals and parents in the
Ontario Autism Intervention Program. Of 57 professls who returned the survey
guestionnaire, 11 were clinical directors, 28 waarior therapists or supervisors, and 13
were other autism professionals. A total of 20 pta@articipated in the survey, and their
children with autism had a mean age of 5.7 yeadshad a mean length of involvement in
IBI of 2.7 years. The survey consisted of four ques, three of which were identical across
groups. The groups were asked to rate featurdBlafider a variety of categories (e.g.,
generalization) according to their importance inrdaarvention program. In addition, the
survey questionnaire asked one open-ended quedituut current issues in IBl. One
guestion was reserved for professionals, whichchslteether characteristics of quality IBI
programs should be measured subjectively (i.engs) or objectively (i.e., observations)
(Perry et al., 2006).

The top three features of I1BI that defined quaditgording to both groups were:
creating opportunities for generalization, admanisty reinforcers of the appropriate type,
and using effective behaviour management strategiesre was a lot of variability between
and across groups. For example, parents ratedatlyang of task presentations, creating
opportunities for generalization, and using effextboehaviour management strategies as
most important whereas clinical directors rated iagBtering appropriate reinforcers,
generalization, child-directed learning opportwestiand behaviour management strategies as
most important. The responses to the questiontabeasurement preferences indicated that
the professionals preferred objective measurenasrntpuld be expected. Finally, additional

issues needing consideration in 1Bl according t@pi@ and professionals (results were not
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defined separately here) included linkages betwBkermome and school (36 responses)
(e.g., parents involved and/or trained, consistawrygss therapists, home and school, and
effective communication across therapists, paramissupervisors), the therapist having
appropriate skills (29 comments) (e.g., posititéate, creative, good rapport with child),
regular supervision and training as provided bytagram (28 comments) (e.g., informed
by research), and that the program is applied dagtad appropriately (e.g., to meet daily
needs of the child) (18 comments). The resulthisfsurvey indicate that the features that
define quality within IBI may differ between profesnals and parents.

Hume, Bellini and Pratt (2005) argue that socaidrty is a necessary measure in
early intervention programs as many practicesdahatecommended by interventionists are
not being implemented by parents, suggesting adrsect between professionals and
families. Hume et al. conducted a survey of 19®piar of children with autism (range of 2
to 8 years; mean age 5.44 years) in the statededria. The survey questionnaire included
guestions about all services that parents withsautvere choosing to obtain, and the number
of hours that were received of each. The questiomaaked about the settings in which
services were being provided, and the strategiesmicular areas used within the
interventions. Parents were asked to rate theviet¢ions on a Likert scale as to whether the
service was effective in contributing to their dhsl growth, and an evaluation of the delivery
of the service was also requested. The parentaaeal the level of parent participation, the
guality of progress reports, the number of intagrabpportunities, the outcomes for their
child, and the effectiveness of case managememhét al., 2005).

The services that were most frequently obtaineddrgnts were speech therapy,

occupational therapy, classroom aides, augmentatinenunication, recreational therapy,
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inclusion supports, and social skill developmemipguts. Only relevant findings from this
study will now be discussed. First, 66% of the fanireported receiving fewer than the 25
hours per week that Hume et al., (2005) identifyh@srecommended number of hours for
early intervention for children with autism in artensive program. Interventions such as
Floortime (Wieder & Greenspan, 2003) and recreatitimerapy were perceived by parents
to have better outcomes than other treatmentsrticpi@r developmental areas, yet the
research on these interventions does not suppst thheatments (National Research
Council, 2001). Hume et al. (2005) suggest thatinents that include greater levels of
parent consultation or training may influence tleecpived outcomes of the intervention. The
researchers concluded that future research shocilgdie social validity measures with
parents, particularly with respect to assessingtified goals, treatment procedures and
outcomes, as well as barriers to receipt of pdercservices (Hume et al., 2005).

Culture and social validity. Social validity measures are useful in evalualiig
services to ensure that family views are represeiiier example, families of diverse
cultures may perceive goals and outcomes of eadyvention quite differently from one
another. This topic is beginning to be examinetheliterature.

Mandell and Novak (2005) suggested that culturenbpdpy a role in autism treatment
selection. The researchers articulated that thexebe differences in the presentation of
autism across cultures due to genetics or envirafyoe differences in the interpretation of
the symptoms of autism depending on culture, aatitherpretation of symptomology may
impact the treatments selected accordingly. Fomgia, social difficulties tend to be
identified first in “Indian” (South Asian) cultune@hereas language difficulties tend to be

identified first in the dominant North American tirke. Beliefs about the cause and course of
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autism may also vary across cultures, leading tmi@nest or non-interest in seeking
treatment (e.g., Latino families’ belief that thegn do little to alter fate). Interactions with

the professionals and services in health care mgsteay also be idiosyncratic. The authors
suggest that familial views across cultures areaessary consideration in research on social
validity, early intervention, and autism (MandellNbvak, 2005).

Olmsted et al. (2010) compared the viefudispanic and non-Hispanic families about
early intervention using a standardized surveyamilfy outcomes, and investigated whether
the language the survey questionnaire was writtgna., English or Spanish) affected the
responses of the Hispanic participants. The ppgrtis were 3140 families of children at risk
for disabilities and whose children were enrolledn early intervention program in lllinois.
The Family Outcome Survey (FOS) is a standard assa# used with families across the
states of Indiana and Texas who are receiving @&ayvention services. The researchers
sought responses from both non-Hispanic and Hisgdamnilies although the survey was
only available in English. The survey was subsetiyéranslated into Spanish, distributed to
new Hispanic families in lllinois and the resultere directly compared with the results of
the English-language survey previously completetdith the non-Hispanic and Hispanic
families from Indiana and Texas (Olmsted et all®0The survey assessed the families’
satisfaction with their own learning outcomes adl a&their satisfaction with program
variables. There were five components of “familyommes:” parent understanding of their
child’s strengths; needs and abilities; advocafmgervices and knowing their rights as
parents; helping their children to develop andriglhaving support systems; and accessing

the resources in the community.



62

The results indicated significant differences beméhe responses of the Hispanic
participants on the Spanish survey compared toddisgparents completing the English
survey in terms of outcomes for children. On allitetns of the survey, the Spanish language
survey means were significantly lower. For examitie,Hispanic families responding to the
Spanish survey had a mean rating of 4.7 (on a @tjhdiert scale, with 7 being high) in
terms of evaluating satisfaction of their outconaes] when compared to the Hispanic
families responding in English (mean of 5.4), and-Rispanic families (mean of 5.5), this
result is statistically significant. This suggestlkdt when the Hispanic families responded in
their native language, they were less satisfietl Wieir outcomes, although this result was
not seen among the Hispanic families who compl#tednglish-language survey. The
greatest difference was noted for items relatintdpéoparents’ understanding of his/her
child’s development, knowing about services, knaamow to help their children develop
and learn, having someone to call for help, an@ssing childcare. In addition, the Hispanic
group of participants who responded to the Endbsiguage surveys had significantly lower
ratings (than the Hispanic families respondingi® $panish survey) on three items: comfort
with professionals; having someone to talk to; #redchild participating in community
activities. In terms of features of the early imtgtion program, Hispanic families
completing the Spanish survey reported lower ratwfighe service in terms of helpfulness.
However, when services were rated as more famiyeced, higher ratings of satisfaction
outcomes were indicated. The article describesthewalues of English-speaking Hispanic
families may be more aligned with the English “painyi’ culture, by way of acculturation
(i.e., adaptation to the mainstream culture) ardetiore explain why services would be rated

higher when responding in English. Therefore, thesalts suggest that there may be
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different cultural values depending on the primlanguage spoken by the parent(s). These
values can affect the perception of services, @adily if the services do not consider
differences in family values. The researchers reanended that family-centered practices be
implemented in early intervention, consisting obbnation of services, effective
communication, flexibility, and providing a sendepartnership between the families and the
professionals, in order to recognize how culture aféect the satisfaction and thereby the
delivery of early intervention services (Olmsteakt 2010). The Olmsted et al. (2010) study
supports the necessity of a social validity assessim early intervention. This assessment
must consider cultural diversity in the assessméfamily satisfaction with intervention
services.

Additional considerations of parent perspectivesParents of children with autism are
unique in their life circumstances, regardlesefrtexperiences with services. It has been
identified that parents of individuals with devetogntal disabilities (DD) such as autism
experience both positive and negative effects wvirfgga child with a DD (Perry, 2004).

Perry (1990) identified how parents of childrenhaiutism experienced stress related to their
perception of their child’s levels of difficulty.nE parents in the Perry study also identified
stressors such as needing to “runaround” to agsges, resources (e.g., such as personal
competence), and “family system resources,” sudpassal relationships was identified.
Other studies have also indicated that stressafoilies may be increased as the children
with autism get older (Sabih & Sajid, 2008), andttbocial supports can help lessen the
stress for the family (Dunn, Burbine, Bowers & TafftDunn, 2001). Therefore, parents in

IBI programs are experiencing high stress priceritering the program, and the impact of
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the program on this stress warrants consideratibis. consideration reinforces the need to
understand the context for the family prior to a@uing any autism intervention.

The view that the environmental context (e.g., fghplays a crucial role in the effects
of intervention represents a contextual worldvi®wch a worldview provides the framework
for the proposed research. Functional contextudisms the epistemological framework for
this research and is described below.

Functional Contextualism

The current study is framed by a functional contakst epistemology that defines the
values on which this research is based. Functiomatiextualism is a philosophy of science
which seeks to predict and influence events, is@ated with the science of behaviour
analysis (Fox, 2005; Fox, 2006), and has origin&tau both the concepts of pragmatism
and contextualism. It has been argued that thaseief behaviour analysis is best
understood from a contextual framework given thatihteraction between the environment
and behaviour is the unit of analysis. In addititat which is known about the world comes
from direct contact with it, and given that evesrgon’s contact with the world is different
suggests that knowing is defined at the individee¢l (Hayes & Ghezzi, 1997).

Fox (2005) explains the contextualist’s approachiewing ideas that are “verified by
human experiences, with an idea’s meaning essigndigfined by its practical consequences,
and its truth by the degree to which those conssmpsereflect successful action” (p. 10).
The goal-oriented analysis and applied utilityle§tapproach is advantageous to educational
research. Further, the search for manipulable blsan the environment will allow for a

more rigorous, testable approach that can changgloence psychological events (Fox,
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2006). That is, understanding that current cordéfetcts behaviour allows for environmental
interventions to be designed, implemented, andraxpatally evaluated.

Functional contextualism is a useful concept fanfing social validity research in IBI
given that purpose and utility for the individugaé(, the family and the child with autism) is
considered the purpose of research in this wondviexamining those events in the
environment that have affected the outcomes foirtti@idual child with autism and their
family are essentially examinations of function @oedtext. Although this particular study
does not seek to manipulate events, it examinedthewarrangement of the IBI environment
affects the satisfaction outcomes for familiestufdren with autism. This analysis could
establish events (e.g., number of supervision hoarfamily satisfaction) that could be
manipulable in future experimental studies. Thaidkecontext as a consideration in the
delivery of behavioural services is not new. Selv&litadies have examined how attention to
the environment in which intervention services@@vided could be beneficial.

Moes and Frea (2000) compared the implementaticwatreatment plans, one that
was defined as “prescriptive” and one defined astextualized”. The researchers described
a “prescriptive” approach to intervention as oret thas exclusively defined by the clinician,
containing a highly structured protocol with stamtized procedures. A “contextualized”
approach was defined as one that included assetsitée setting, and the values and
beliefs of the family in order to increase the caiplity of the intervention with the
family’s life. The behavioural treatment plans wemplemented in the family home of a 3-
year-old boy with autism, his parents and his 4~g#d brother. Particular routines that were
problematic within the home were selected as avetiaining and generalization. The

contextualized approach as compared to the préiserigpproach included the parents
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selecting a functional communication statement ey were comfortable with (e.g.., “I
need help, please”) instead of the clinician’s ckde.g., “Can | have a break please?”) as
well as specific procedures that were selecteddaimghasized parent styles (e.g., reinforcing
compliance) (Moes & Frea, 2000).

The results indicated that both treatments wemxgffe in altering problem behaviour.
The prescriptive phase was implemented first, fodld by the contextualized phase. This
ordering of conditions suggests that it may hawnlibe combined treatments that were
effective and concluding that the contextualizedditoons were more effective is not
possible. However, in interviews, the parentstfedt prescriptive approach left them feeling
uncertain about the effects and how well the pliatihéir resources, constraints, beliefs,
values, goals, abilities, and needs. With the cdntdized plan, the parents were more
satisfied, and rated the behavioural interventiam puch higher and fitting to their life.
These results were maintained three months lateenGhat the family expressed increased
satisfaction with the contextualized conditionss iikely that this would lead to greater
compliance with the intervention plan, as well asreereased chance of maintenance and
generalization (Moes & Frea, 2000). Studies sudiasone need to be considered as initial
steps in understanding the role that context may ppl the success of behavioural
interventions. To date, examination of satisfactrobehavioural intervention has been
restricted to social validity measures, which mayéstrictive.

Social validity was initially described as a coniclep Wolf (1978) where he suggested
that the goals, procedures, and outcomes of belnalimterventions should be evaluated by
the consumers of such interventions. In 1999, Qaurstin, Britton, Kellum, and Bailey

reported that only 13% of articles in the foremmshaviour analytic journal (i.e., tBeurnal
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of Applied Behavior Analygisvere reporting measures of social validity. Thesasures
typically included Likert scales where consumetsdaheir satisfaction in particular areas.
Schwartz and Baer (1991) suggested that socialityaineasures serve two functions: a) the
collection of a representative sample of consurparions and b) the use of these opinions
to support existing practices or to make changeseaded. However, these authors noted
that researchers seeking to verify the effectivermésheir work were collecting social
validity data rather than seeking out criticismd #mus the social validity surveys may have
been biased. Given that studies are beginningcrjiorate more qualitative data on
satisfaction in early intervention in the reseasalparent satisfaction, as described above, it
may be possible to get more disparate views ory @adrvention and perhaps an
understanding of key issues that may not be obvwmpsogram personnel who are designing
the consumer satisfaction surveys.
Summary of the literature

In summary, despite criticisms (Schopler et al3A)Df the original Lovaas (1987)
study, early intensive behavioural intervention hasn established as an effective treatment
for individuals with autism (Lovaas et al., 198%é&seth et al., 2002; Howard et al., 2005;
Eldevik et al., 2006; Eikeseth, et al., 2007; amdi®s-Ortega, 2010). This treatment can
have great long term cost implications for governti{@acobson, Mulick & Green, 1998).
The Ontario Autism Intervention Program (Perry, 208 well underway in providing these
services across the province (MCYS, 2011), withdgasults to date (Perry et al., 2008;
Freeman & Perry, 2010). Research has establishid sariables of EIBI programming that
can increase effectiveness, such as deliveringcgete younger children (Itzchak & Zachor,

2011; Perry et al., 2011; Granpeesheh et al., 201i6¢lli et al., 2000; Flanagan et al.,
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2012), providing more total hours of service (Greegheh et al., 2010, Luiselli et al., 2000),
and having high levels of supervision (Eikesethlgt2009). In addition, factors such as
early responsiveness to IBI (Weiss, 1999), sevefigutism at intake (ltzchak & Zachor,
2011; Perry et al., 2011), and cognitive levelmtke (Perry et al., 2011, Itzchak & Zachor,
2007) affect the results of IBI. IBl outcomes maydifected by parent stress levels (Shine &
Perry, 2010), and involvement by parents in IBdfiected by their perceived self-efficacy,
knowledge and beliefs about IBI (Solish & PerryD&0) However, the effects of IBI can be
positive given increased behavioural adjustmersitdings (Hastings, 2003) as well as many
other benefits (e.g., language progress of theld,cadditional support, improved family life
etc.) (Grindle, et al., 2009; Dillenburger et a004; Boyd & Corley, 2001) and parents
generally report IBl experiences as favorable. Elsv, negative aspects of receiving IBI
services are also reported (e.g., systemic isfinasces, staffing, home intrusiveness, social
and career aspects, not reaching particular gtals(&rindle et al., 2009; Trudgeon & Carr,
2007; Dillenburger et al., 2004; Boyd & Corley, 200The variability of the positive and
negative aspects of IBI is further highlighted bicRard and Penn (2006) where views on
what constitutes “good” IBI varied between parearid professionals, suggesting that
measures of quality need to socially valid and fgroentred, or parents may resort to
treatments that are not evidence-based (Hume,, @04l5). The notion of family-centered is
critical when families may have values that maylifierent from the professionals with
whom they are working, as is often the case wherp#rent and the professional are from
different cultures (Olmsted et al., 2010).

Measurement of “Satisfaction”

The measurement of satisfaction is complex giverstibjectivity of responses.
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However, McNaughton outlined four reasons why maagiparent satisfaction in early
childhood intervention programs (for autism) isregortant:
(a) Parents have the responsibility (for) and contf@ ohild's development, and
their decisions concerning success and failureldimave primacy
(Bernheimer, Gallimore, & Weisner, 1990; GuralnitR89);
(b) Information about parent satisfaction (and dis&atison) can be used to
develop better services and prevent program reje¢tipshur, 1991; Wolery,
1987);
(c) Parent participation in programs may be increagedduding parents in
evaluative decision making (Bailey, 1987; Conn-P@®yRoss-Allen, &
Holburn, 1990); and
(d) Consumer satisfaction data may be used to conwitie® audiences (e.g.,
funding agencies, administrators) of the usefulméssprogram (Scheirer,
1978) (McNaughton, 1994, p. 28).

Understanding the parent perspective in earlywetaion (El) is extremely important
because how parents perceive the interventionhaite direct implications for the uptake
and/or continuation of services for their childr®arent resistance to implementing
intervention is related to attrition. Thereforeisiimportant to identify the attitudes of parents
(Cornoyer & Johnson, 1991).

The first step in gathering perspective data inetucreating a construct of
satisfaction. McNaughton (1994) has identified #ssa problem in the existing literature,
and claims that many of the early intervention stsithave tended to lack a clear definition

of satisfaction, and/or the definition of satisfanthas not been apparent at the outset of the
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study. In his review of the literature, McNaughfonnd definitions of satisfaction were not
consistent in the El literature as compared to ngoresistent measures of satisfaction in
research in other fields (i.e., business, mediaeg,csocial services). This is a problem
because it prevents social service fields fromrnggome variables that are representative of
satisfaction across studies. He suggethedithe inclusion of parent expectation of service
outcomes at the onset as well as the end of serisamportant in the evaluation of
satisfaction in early intervention, or more broadigcial services. This inclusion of
“expectation,” which was not often seen in the Eadhe examined is important as a measure
within the satisfaction construct. McNaughton asggested that additional factors be
considered as possibly influencing satisfactioklinbesides expectation. These include:
assistance in accessing therapy and social serassistance in planning for the future;
family instructional activities; information for pents; personal and family growth; personal
family assistance; public attitudes and social suappuality of specialized child care; and
education and support with basic resources. McN@angsuggests that these areas are as
important as child outcomes for a thorough repriagem of the construct.

McNaughton (2007) described how the measures wffaetion in the early
intervention literature involving researcher-deywad tools but that one standard tool did not
predominat§dMcNaughton, 2007). The satisfaction tool or measas he sees it, should
include both Likert and open-ended questions andldmot be restricted to one type of data
but should consider all options (e.g., questioresaand interviews). McNaughton
specifically indicated that focus groups were aniging avenue for determining parent
satisfaction.

In a 1997 study, Wessell, Buysley and Tyndell messprofessional and parent
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perspectives of early intervention using focus geotrhe focus groups were an asset to the
researchers as they provided data with depth rétherbreadth alone (more typical of
survey data). The researchers identified the faegsearch on consumer satisfaction in
early intervention that is conducted outside ofagency providing the service, since relying
only on agency-administered tools often inflatesrgsults. In addition, they argue that
standardized tools (or quantitative measures) ataane be insufficient given the lack of
reliability of the instruments. Adding focus grougsa method to understand the experiences
and perspective of parents may provide a representet of data that is richer in its details.

The administration of satisfaction tool(s) to pagants should maximize recruitment
methods to ensure that all possible participargseached, while recognizing that
participants who have not received the servicafiang period of time will be less likely to
respond. Data on these participants should indloel@espondent’s parental role, their age
and socioeconomic status, the age of the childselerity of the child’s disability and the
type and intensity of services provided, as wetha&sexpectations, and priorities of parents
about the service. (McNaughton, 2007). All of thpeats were considered in the
development of the methodology for this researabdystand how they have been
incorporated is described in Chapter Three.
Rationale and Purpose of the Proposed Research

To date, research regarding the Ontario IntensetaBioural Intervention program

has only addressed child outcomes (Freeman & P20dQ; Perry et al., 2008), parental
involvement (Solish & Perry, 2008), parental strgdsine & Perry, 2010) and views on
guality teaching in IBI (Perry & Penn, 2006). Wheinains to be learned is whether the

parents of children who have completed the IBI progin Ontario, are satisfied with the
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service they received, and whether their satisiaas dependent on particular aspects of the
program. Investigating satisfaction as a functibmasiable features within the services of
the program constitutes an expansion of the corafeguicial validity. The extent of social
validity assessment to date has been limited t@aahegiver approving of the clinician-
selected intervention. Allowing for parents to ewiand give feedback on all areas of the
service delivery will provide more detailed datatba social validity of IBI. Data collected

in this area may provide a foundation for an IBdgnam that considers the contextual fit for
each individual family.

The purpose of this study was to examine the pelatiip between parent satisfaction
in the Ontario IBI program and the features that\ariable within that program with the
intention of providing data to support existingusture and delivery, and to inform for
potential program changes. Specifically, this reseaxamined whether satisfaction of 1Bl is
related to the variables that have been describ#us chapter. These variables include:
features of the IBI service delivery, charactecsnf the child, and features related to the
family.

Answers to the following research questions werghbt

1. Do parents express overall satisfaction with thigpi®gram?

2. Do parent ratings of IBI satisfaction vary accogdto the following aspects:

a. Personal agreement with program philosophy antsgoa
b.  Child outcomes in terms of cognitive ratings, auatseverity, and school

placement?
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c. Features of the IBI program: home vs. centre bdsédery, age at entry,
hours per week of service, total months of senaceount of program and
therapist supervision, and quality of interacti@nth program personnel?

d. Impact of the program on the family: parental empient and health,
familial relationships (i.e. spousal and/or extehtsmily and/or other
children), and families’ community and social irsetions?

e.  Cultural or linguistic differences between the péseand the
professionals?

These research questions were examined througiséhef survey and focus group
methods. Survey designs are quantitative methoel$ tasdescribe the “attitudes, opinions,
behaviours, or characteristics” of a particularydapon (Cresswell, 2005, p. 354). Weisberg,
Krosnick and Bowen (1996) describe how measuritigdes is necessary, since assuming
how people feel is often inaccurate. Although cears@-effect conclusions cannot be drawn
with survey methodology because of the lack of erpental manipulation (Cresswell,
2005), measuring the views and opinions of parehts have completed the IBI program
must be considered as one measure of the oveliedtigeness of the program, given the
need for generalization of programming. That isthods that are used in IBI sessions can
also be used at home with parents to increasekiglénbod that skills will be maintained and
demonstrated in all of the child’s environmentsatidition, parental views may influence the
long-term stability of the service, given that paschave been responsible for the program’s
inception and many of the program changes over (@, removal of age cutoff).

Subsequent to the analysis of the questionnaieg ddbcus group of a subsample of parents
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who completed the questionnaire was held to explereoncepts and opinions expressed by
the caregivers in greater detail.

The use of open-ended questions in the focus gabboywed participants to share their
experiences and is unconstrained by the perspetttitvee researcher (Creswell, 2005). The
focus group allowed parents to provide addition&drimation on their views of the Ontario
IBI program and provided additional qualitativeal&dr this study. Chapter Three outlines

the procedures for the survey and focus group imereation.
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Chapter IlI
METHOD
Research Design

This study is an investigation into parent satistecof the Ontario IBI program
using a mixed methods design (Cresswell, 2005) emlixethods design involves the use of
both quantitative and qualitative data to provideetier understanding of the research
problem than one type of data alone (Cresswell520Chis investigation into parent
satisfaction involved the use of both and focusugrmethodology in an explanatory design
format (Cresswell, 2005). This format is considese@/o-phase model where primarily
guantitative data is collected first, and is theltoived by collection of qualitative, in this
case focus group data.

The survey methodology involved the use of two tjaesaires: a Family
Perspectives in IBl Questionnaire (FPIQ) (developgthe researcher, the development of
which is described below), and a Measures of Peasesf Care (MPOC) questionnaire
(King, Rosenbaum & King, 1995). The purpose ofgdheond questionnaire was to determine
the concurrent validity of the FPIQ, as well aptovide additional data regarding caregiver
perception of the IBI services they received. Assrgectional survey design was used with
data collected at one point in time (i.e., betwsay and September of 2013) to measure the
current opinions of parents (Cresswell, 2005). Wltile researcher-developed family
perspective questionnaire contained both quant#tand qualitative components for
analysis, the second questionnaire (i.e., the MPR®&)ided only quantitative data, and the

focus group only provided qualitative data.
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The follow up focus group was the second phaskdrekplanatory design. As
Cresswell (2005) points out, focus groups can samember of purposes. They can
investigate outliers or extreme cases, explainqaatr results, identify emerging themes,
and/or examine multi-levels in the data (e.g., graoalysis vs. individual analysis)
(Cresswell, 2005). As will be described below, fieus group used in the current study
attempted to obtain all four types of information.

Bryne and Humble (2007) outline a number of atlges to the mixed methods
design. First, including more than one method ¢& dallection can strengthen the data.
Secondly, social phenomena (e.g., attitudes) caiotyplex and different approaches can
lead to a better understanding of these complexiliee mixed methods approach allows the
researcher to both confirm and explore questiotiseasame time and this allows a
researcher to construct and confirm theory in #rmaesstudy. One additional advantage is
that when contradictory results emerge, explanateam be given through the additional data
collection method (Bryne & Humble, 2007).

Phase 1: Quantitative

Participants. The sample for this survey consisted of parentaoegiveré whose
children received IBI services from the Autism Intntion Program in Ontario in the last
five years or who were currently receiving servitbis timeline was selected to maximize
the number of potential participants while stilsaring that they are able to recall details of
the program. As a result of the recruitment techesgdescribed below, 110 participants were
included in this study.

Demographic information. The final sample consisted of 110 respondentiseo t

guestionnaire, 63.5% (= 70) of whom were mothers, 6.4% € 7) were fathers, 1.8% were

% The term parents will be used throughout the rad®i of this document for consistency.
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grandmothersn(= 2), and one respondent (0.9%) was a foster mofiteeahildren with
ASD. As can be seen in Table 1 below, the respdedanged in age from 16 to 57 years of
age (M = 41) and there was an average of two @nl@range 1-5) per family. The majority
of participants were married (65.5%). However, 1@%participants identified themselves as
either single, living with a partner, separatedlionrced.

Only 66 respondents (60%) indicated their incorvellevhich ranged from less than
$20,000 to over $150,000°he education level of the participants was vaeialith 33.6%
of participants having completed a college or ursitg degree, 12.7% having completed a
graduate degree, and 7.3% having completed onbnslacy school. Similar results were
found for the secondary caregiver in the home vfil®% having some college or university
education, 12.7% having completed secondary sathatation, 8.2% having a graduate
degree, and 0.9% having an elementary school edacat

In terms of employment, 32.7 % of the participgdaregiver 1) were employed full-
time, 21.8% were not employed, 16.4% were emplg@gttime, or in school (0.9%). Of the
second caregiver in the household, 60.9% were gragltull-time, 4.5% were unemployed,
2.7% were employed part-time, and 1.8% of the iiddia&ls were in school.

As seen in Table 2, the majority of the respondantstheir partners were Caucasian
(60%, and 57.3% respectively). In terms of immigmatstatus, 64.8% were born in Canada.
Of the 15.45% of participants who indicated theyeaugot born in Canada, 57 identified
themselves as Canadian citizens, 6 as landed immgrand 1 as “other”. Other ethnicities
of participants and their partners included SousiaA (3.6%, 4.5%), Middle Eastern (2.7%,
1.8%), Southeast Asian (1.8%, 1.8%), Chinese (098pPand African Canadian (0.9%,

0.9%) respectively. English was the language spakémme for 72.2% of participants,
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Table 1
Demographic Information by Caregiver
Caregiver 1 Caregiver 2

Gender % N % N
Female 65.5 72 9.1 10
Male 7.3 8 60 66
No response

Caregiver Status 21 30 30.9 34
Mother 63.5 70 55 6
Father 6.4 7 56.4 62
Grandmother 1.8 2 1.8 2
Grandfather 0 0 0.9 1
Foster mother 0.9 1 0 0
Foster father 0 0 0.9 1
Stepfather 0 0 2.7 3
No response 27.3 30 31.8 35

Relationship status
Married 65.5 72 - -
Single 1.8 2 - -
Living with partner 1.8 2 - -
Separated 1.8 2 - -
Divorced 1.8 2 - -
No response 27.3 30 - -

Education
Graduate degree 12.7 14 8.2 9
Undergraduate degree 18.2 20 14.5 16
Community college 15.5 17 26.4 29
Secondary school 7.3 8 12.7 14
Elementary 0 0 0.9 1
No response 56.3 51 37.3 41

Employment
Full-time 32.7 35 60.9 67
Part-time 16.4 18 2.7 3
Not currently employed 21.8 24 4.5 5
In school 0.9 1 1.8 2
No response 28.2 31 30.9 34




Table 1 Continued
Demographic Information by Caregiver

ltem Caregiver 1 Caregiver 2

Income % N % N
>$150 000 10 11 - -
$100 - 150 000 16.4 18 - -
$80 - 99999 10.9 12 - -
$60 -79999 11.8 13 - -
$40 - 59999 4.5 5 - -
$20 - 39999 2.7 3 - -
< $20000 3.6 4 - -
Prefer not to answer 10.9 12 - -
No response 29 32 - -

Community
Urban 36.4 40 - -
Suburban 21.8 24 - -
Rural 12.7 14 - -
No response 29.1 32 - -




Table 2

Caregiver Ethnicity and Immigratio8tatus

Category Caregiver 1 Caregiver 2
Race/Ethnic Background % N % N
Caucasian 60 66 57.3 63
South Asian 3.6 4 4.5 5
Middle Eastern 2.7 3 1.8 2
Southeast Asian 1.8 2 1.8 2
African Canadian 0.9 1 0.9 1
Aboriginal 0 0 0.9 1
Chinese 0 0 0.9 1
No response 27.3 30 30.9 34
Born in Canada

Yes 63.6 70 55.5 61
No 15.45 17 16.3 18
No response 20.9 23 28.18 31
Immigration status

Canadian citizen 52.7 57 45.3 49
Landed immigrant 5.5 6 4.6 5
Other (not specified) 0.9 1 0.9 1
No response 42.5 46 54.6 59
Main Language Spoken at Home

English 72.2 78 - -
Arabic 0.9 1 - -
Spanish 0.9 1 - -
French 0.9 1 - -
Gujarti 0.9 1 - -
Italian 0.9 1 - -
Nepali 0.9 1 - -
No response 22.7 25
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although additional languages included Arabic, $arFrench, Gujarti, Italian, and Nepali
(1 parent each) with 22.7% not responding to thestan.

Recruitment. Multiple methods were used for recruiting particifsafor the study
over a period of five months. Each of these is diesd below.

Email distribution. Initially, the link to the online survey questionregawas attached
to a flyer and sent out to 37 personal contacte®fesearcher, the chapter managers or
point-of-contacts (or both) for each chapter ofigunt Ontario (as indicated on its website),
and the Clinical Director or another point of carttknown to the researcher or found on the
Ministry of Children and Youth Services of Onta(MCYS) website (MCYS, 2013) for
each IBI program’s regional agency. The commungggrecies that support the regional
autism program were also contacted by email, as a#of the agencies providing ABA
services as listed on the MCYS website (MCYS, 20A8ylitional emails were sent as
follow-ups to contacts made via the agency’s weksir Facebook pages.

Facebook. Facebook is a tool that is being more widely usgdesearchers to recruit
participants for research studies (Chu & Snidet,30 This social networking website
reaches millions of people, interested in the ta@biautism alone. For example, Autism
Speaks, a well-known international organizationdotism awareness has over 1,000 000
followers (Social Bakers, 2013), and Autism Ontdras over 2000 followers (Autism
Ontario, 2013).

The questionnaire link was posted to the reseascperfessional Facebook site.
Facebook was also used to post the gquestionnakédimany community agencies and
parent groups (see Appendix A). In a Facebook ngesshat was sent privately, the

researcher sent the information letter as an attaoh (Appendix B), copies of the flyer
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(Appendix D), and a copy of the University of Wind®kesearch Ethics Board approval

letter (Appendix E). A short biography of the resbar (Appendix F) was added to these
private messages after a few early responses, siwes being requested by some of the
respondents. In addition, two Facebook ads werehaged to run on sites that the researcher
deemed relevant to the topic.

Twitter. A Twitter account was set up and new and originaitfEer messages, or
“tweets” were sent out every one to three days,thadPIQ link was re-tweeted weekly.
This Twitter account linked to the Facebook accalesicribed above, as well as to a
Pinterest account described below.

Pinterest Pinterest is an image-sharing website where usersigload or “pin”
pictures or videos of their interests, and growgnthnto categorical folders (Wikipedia,
2013). Users then subscribe to the folders of fisewhere they can pin or “like” the images
(i.e., click on a “like” button that endorses theaige and then spreads the image to their
“friends” on Pinterest). For this reason, Pinterest valuable marketing tool as “likes” or
“repins” (i.e., users selecting an image from theénds’ folders and posting into their own
folders) act as third party endorsements for tloelpet (Whitecavage, Widgeon, & Overbey,
2012).

A folder on the Pinterest site included the adgertient for the online questionnaire.
The goal was for the survey link to then be repihbg the researcher at least three times per
week, and hopefully be repinned by others.

LinkedIn. “LinkedIn” has become the professional’s versiok@atebook. This
website allows one to maintain a community of psefenal contacts for the purposes of

networking or job hunting. A profile on LinkedInl@ls a professional to make additional



83

connections through the contacts of their colleaglreaddition, an individual can join
groups of professionals who are interested in @aer subject areas, for the purposes of
sharing information or jobs. This website is araideol for participant recruitment by way
of sharing the questionnaire link on group sites;antacting other professionals who would
be willing to share the link with their clients.

The researcher shared the survey link via LinkédImany professionals and groups.
The LinkedIn site was monitored daily for any nesgups or contacts that could be made to
expand the recruitment pool.

Website advertisementé/hen contact with a person or agency was initiatad
Facebook or email, it was requested that the agemagider posting a link to the
guestionnaire on their website, if they had one.4émne agencies, additional ethics
applications were required to describe the resetathwas being conducted and in all, but
one instance the timelines for these applicatieesned too great, and were not submitted. In
the case of one submission, the application wagptied and the questionnaire information
was subsequently posted.

Flyer distribution. A flyer was created with a link to the questioneand it was sent
via email to a number of contacts. In addition, ftiger was sent via email to new Facebook
contacts. Additional flyers were sent out via reguhail and are described below.

Internet postingsNews sources (e.g., CBC, CTV) use the Internpbgi their recent
stories, and they allow the reader to make comnmntke information by way of comment
boxes below every story. In order to attract madig@ipants to this research study, the
researcher commented and posted a link to the worveelevant media articles (e.g., autism,

developmental disabilities, special education,)etc.
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Online paid advertisement#\dvertisements were purchased and posted for up to
that functions like the classifieds section of avggaper, where items and services can be
advertised, or listed for sale or wanted for pusehd& hese ads were used as a supplemental
recruitment strategy to the existing methods. Crte@benefits was that Facebook ads
collected data for every click that was made onstieey link, thus allowing the researcher
to see that the ad was reaching potential partitgpa

Paper questionnaire distributionin addition to online completion, parents also had
the option for completing paper versions of thestioanaire regardless of the recruitment
method. Parents or professionals could requestciive a copy of the hard copy of the
guestionnaire that included the letter of informatithe informed consent form, and a pre-
addressed stamped envelope. In addition, a prémenteas made at the annual general
meeting of Autism Ontario in June of 2013, and pajesions of the letter, consent form,
guestionnaire and self-addressed stamped envelmyeddistributed to attendees.
Operational Framework

In order to conceptually organize the specificdesthat the literature has presented
on parent satisfaction of IBI, an operational framoek was created to guide the construction
for the Family Perspectives on IBI Questionnairel(®). Operational frameworks can be
considered “a network (...) of interlinked concetbiat together provide a comprehensive
understanding of a phenomenon” (Jabareen, 20@D)p.

Seven steps were involved in creating the framkwbDrreview of the literature (or
data), 2) categorization of the data from theditere 3) naming the concepts, 4)

deconstructing and categorizing the concepts,tByrating the concepts, and 6)
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synthesizing. The seventh step, validating the éaork, was completed through data
collection (Jabareen, 2009) and confirmatory faataalysis.

The resulting organizational framework is desatibelow and presented in Figure 2.
Parent satisfaction in IBI may be measured by d¢leellback from parents and conceptualized
as possibly dependent upon: the child’s outconeedufes of the IBI services, parent
agreement with philosophy, and cultural differenlcesveen the professional provider and
the parent.

Procedure

The quantitative portion of the data containedtii@ questionnaires; the Family
Perspectives on IBI Questionnaire (FPIQ) and thadvees of Processes of Care (MPOC)
(King, Rosenbaum & King, 1995) questionnaire. Thesthods were designed based on the
research literature as described in Chapter Twab sgnthesized in the operational
framework.

Instruments. The Family Perspectives on IBI Questionnaire (FRIQ$ created to
evaluate the research questions, while the prelyigublished and validated Measures of
Processes of Care (MPOC) tool was used to valitiat&éPIQ and also to see whether
families were satisfied with the family-centred eggch of the professionals and the agency.
Each of these instruments is described below.

Family perspectives on IBI questionnaire (FPIQYT.he author developed this
guestionnaire based on research findings from patént satisfaction and outcome research

in early intensive behaviour intervention, as dediin the operational framework. The
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guestionnaire consisted of 100 questions; 69 Likeate questions, 14 fill-in-the-blank
guestions, 16 check-from-a-list questions, andenegnded question. Three different types
of Likert scales were used in the FPIQ. The firaswan agreement scale with six possible
ratings (i.e., “strongly agree,” “somewhat agré'egither agree nor disagree,” “somewhat
disagree,” “strongly disagree,” and “not applicablehe second type was a scale that was
used alongside the agreement scale and asked p&ryeate the importance of the item that
was just rated, ranging from 1 (*unimportant”) t¢*gery important”). For example, one
guestion states “My knowledge of autism has in@édass a result of the IBI program” and
respondents were asked to indicate their leveyogement with this statement, and also how
important the area was to them. The third typeikéit scale had participants rate statements
concerning the quantity of IBIl. For example, respemts were asked to rate the number of
hours their child was receiving per week as “toacmu®just right,” or “not enough.” All
scales were labeled with words (e.qg., “stronglyeat)y, instead of numbers, to help clarify
the meanings of scale points for respondents (Véeysld996). The remaining questions
required selections from a list (e.g., “What otkervices was your child receiving during
IBI?") and parents checked all that apply from p@ied list of potential services. Space was
available to allow respondents to provide moreitete additional information (e.g., “Were
there areas within your child’s IBI program thauyfeel were not adequately addressed?”).
The questionnaire was available in both a papesimei(see Appendix A) and an
online version. The online version of the questamrewas created using Fluid Surveys©
(http://fluidsurveys.com) a web-based software paoglicensed by the University of
Windsor. This program allowed for a number of seaystions (e.g., anonymous responses,

non-saving of IP addresses, options to save andréi the questionnaire with a private
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password, etc.). The survey questionnaires werehated, and responses were manually
entered into Statistical Package for the Sociai@ms (SPSS) (SPSS, 2012) for subsequent
data analysis.

The questionnaire began with a few questions terdene inclusion eligibility. The
remaining questions were divided into six secti@agisfaction with how IBI services were
provided and the child’s outcomes, effects on #meilfy’s lifestyle, demographic
information, and cultural considerations. The questaire concluded with questions about
the child’s transition to their current educatiopklcement.

IBI service provision In this section of the questionnaire, parents vasieed to
indicate their satisfaction about areas of theild&hIBI programming and the resulting
outcomes. Specifically, the questions asked abargrps’ satisfaction with the skills learned
by their child, choices in the services that theyewgiven as parents, changes to the parents’
level of knowledge around ABA techniques and teaghheir child, and the overall impact
that the IBI program had on their child’s ability¢communicate, socialize and avoid problem
behaviour.

Effects on family lifestyleQuestions in this section of the FPIQ pertaineeftects of
the IBI program on the family and their lifestyfpecifically, the questions investigated the
relationships between family members and the etfextBl program had on the career and
health of the parents.

Cultural and religious considerationThe next section of the FPIQ was developed to
assess whether the cultural background and/oligaBgoreferences of the family were given
acceptable consideration in the development anteimgntation of the 1Bl program for their

child. Specifically, the questions asked whetheepts felt the professionals in the IBI
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program understood their cultural heritage, andthwdrethe goals and materials selected for
use within their child’s program reflected theiriteege, and whether this was or was not
important to the families.

Demographic information The questionnaire concluded with a section askiooya
demographic information on the following: employrhencome, marital status, education
level, ethnic background, birth country (and yaar€anada) languages spoken in the home
and outside, level of language understanding, numibehildren, birth date of children, and
the number of caregivers in the home. Finally,gbestionnaire included a request to
participate in a follow-up focus group, and an iatron to participate in a draw for one of
four $25.00 gift certificates to Tim Hortons.

Measures of Processes of Care (MPOC) Questionnaiteing, Rosenbaum and King
(1995) developed the MPOC Questionnaire to asseesiperceptions about interactions
with health care professionals and organizatiomgduhe time their children were receiving
services. Several studies have found the MPOC tork&able measure of parent
perspectives on therapeutic services receiveddiy ¢hildren using both the 56-item
guestionnaire (Himuro, Kozuka & Mori, 2012) and 2@item questionnaire (Arnadottir &
Egilson, 2012). The questionnaire was originallyedeped with 101 questions around five
factors: Enabling and partnership; providing gehiefarmation; providing specific
information about the child; coordinated and corhpresive care for the child and family;
and respectful and supportive care (King, et 85)9Following pilot testing and factor
analysis, the survey was condensed into both #&b6-and a 20-item questionnaire (King,
King & Rosenbaum, 2010), the latter of which wasdum the current study.

McMaster (2013) demonstrated that the MPOC display@od internal
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consistency (Cronbach's alphas ranging from .68@pand test-retest reliability resulted in
intraclass correlation coefficients ranging fror t@ .88. Previous concurrent validity
studies of the MPOC-56 identified that almost &lihee factors in the MPOC correlated with
the Client Satisfaction Questionnaire (CSQ). TheOdP20 was also compared to the CSQ
and significant and positive correlations (rang@.dD - 0.59) were found across the five
scales and the CSQ, indicating that results oVl R®C-20 could be considered valid
measures of satisfaction of the family-centereatmes of the organization from which the
services were being obtained (King, King & RosembaR004). Thus, the MPOC (20) is
considered a useful measure of parent perspedivéamily-centered practices of
professionals and organizations.
Quantitative Data Analysis

Data analysis occurred in two phases. Initiallydbantitative survey data were
cleaned and manually inputted into SPSS. A sechedkchy a research assistant ensured
that the data codes assigned to each questioneapense were accurate and that the data
entered into the SPSS spreadsheet were correctjuitiéative responses from the FPIQ
were then entered into an Excel spreadsheet aadaraed by question, to be analyzed
following the quantitative data, and using the sate@s as analysis of the focus group data,
to be discussed below.

Analysis began with the computation of descripstetistics to describe the sample
from the survey. These statistics included meanrgyes, and standard deviations for all
demographic and categorical variables (i.e., depeinand independent variables), as well as
frequencies for both scale responses and importaeesures.

Inferential statistics comprised the greater pathe data analysis and was used to
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answer the research questions. Pearsamrelation coefficients were used to determine the
relationship between overall satisfaction and treey variables. Following this, two
multiple regressions were computed to identifydheunt of variance in each satisfaction
variable and an overall mean satisfaction that attx#outable to each of the variables.

An analysis of multicollinearity was conducted usBPSS, followed by a factor
analysis of the variables. Multicollinearity is whehere are intercorrelations between
variables that would make isolating the effectthefindependent variables on the dependent
variables difficult. Correlations that are too lowtoo high can indicate multicollinearity
(Field, 2009) The regression analysis was then re-run usingahigdting factors as variables.
Additional predictor variables for satisfaction wesought based on descriptive categories
(e.g., Direct Funding Option (DFO) vs. Direct SeevOption (DSO). The results of these
analyses were then compared to the ratings of tapoe of each feature as given by the
parents on the FPIQ.

Reliability and Validity of the Instruments. Reliability of the Family Perspectives
on IBI Questionnaire was measured using Cronbadplsa statistic with the goal of
exceeding 0.70, which is the recommended stafrstia developing questionnaire (Rattray
& Jones, 2005). In addition, corrected item-totairelations were used to assess internal
consistency meaning that item scores in a categerg compared to total scores in a
category (with the item removed) (i.e., correcté)s allowing duplicate questions to be
identified and removed (Rattray & Jones, 2005).

Validity is a measure of whether a study can adelygrovide inferences about the
research questions it intended with the data tlaat eollected (Field, 2009). The MPOC was

used as a measure to assess concurrent validitg édmily perspective questionnaire.
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Phase 2: Qualitative

Lens of the Researcher

The researcher of the current study is a profdssaprogram for teaching
professionals to implement intensive behaviourrirention, and a Board Certified
Behavior Analyst. Prior to this role, the researclas a clinician in several regional and
private IBI programs for seven years, during ba#inception and initial delivery of the
program across the province. In addition, the ne$ea is a mother of two stepchildren in
their twenties as well as the biological motheaafine-year old boy. Therefore, this
researcher brings both an IBI clinical lens anéept lens to the data.
Focus Group

Recruitment. At the end of the questionnaire, participants vasieed to indicate if
they would be willing to participate in a focus gpowith a few other participants (maximum
of 10). Focus group participants were selected faomong those indicating their willingness,
and who were in in close geographical proximitgéeh other and to the researcher due to
financial constraints. The focus group was condlifméowing data collection and analysis
of the two questionnaires. This allowed for thenet emerged in the questionnaires to be
explored in more depth during the focus group.

The focus group session included eight open-endedtpns (Appendix F) and was
two hours in length. The session was audiotapettdascription and analysis purposes. An
assistant moderator attended and took notes socasrtpare to primary researcher’s notes
and establish some reliability for later data asiglyFollow-up questions were asked when
the researcher needed clarification of a response.

Participants. Forty-eight people completing the survey indicatesr interest in
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participating in the focus group, with all regiasfsthe province represented. However,
because of geographical constraints, the focuspgn@s scheduled to take place in the GTA.
Although six participants in the GTA were interestaltimately, only three participants were
able to attend. All three participants were motluérisoys with autism: Kelly, Natalie, and

Debbié.

Focus group analysisAnalysis of the focus group data began during #ssien, as
suggested by Krueger (2002). As responses wera dive researcher probed for additional
information when any statement was unclear. Batiréisearcher and the research assistant’s
notes contained information that could add to thedysis (e.g., noting emotions of
participants), and following the focus group, arnilefing session was held between the
researcher and research assistant where noteslisenssed and compared (Onwuegbuzie,
Dickinson, Leech & Zoran, 2009).

The focus group was transcribed verbatim and #estript was printed and then cut
into sections by participant statements (Krueg@®2). Statements were sorted into groups
according to whether they answered the questiorobrThose that did not were set aside and
were reviewed at the end. Those that did answegubstion remained under their particular
heading. Additional factors or themes were derifveth statements that did not fall into the
above criteria. All data were refined through tldeitonal splitting of categories and
subcategories as needed (Dey, 1993).

“Tree diagrams” (i.e., connected flow charts) witren created to see the “layers”
within the data (Cresswell, 2005) to analyze theneztions across themes, and to define

boundaries between them. The diagrams were ugadde similar ideas together and to

® These are not the actual names of the participants
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draw arrows to indicate the direction of relatiopsio other groups of ideas within the trees.
These groupings formed a theme, which was then aoedpo the findings from the
guestionnaires for the purposes of further validathe questionnaire (i.e., “triangulation”;
Cresswell, 2005). Therefore, emerging themes fitwarfacus group were compared to
existing themes from the quantitative data, amdatched, the focus group theme was titled
in a similar way. Themes that seemed to fit togetis did not match the quantitative data
were given their own names. Finally, addition&rttes that arose from the focus group were
also added to a related branch in the tree, iktlexs one. In addition, particular quotations
from the focus group were selected to represeit efthe theme areas, and were listed
below each section in the tree diagram.

Data were sorted first by the primary researchir tine initial categories (i.e., by
guestion and/or added categories). The researdtaagshen reviewed the data for
agreement of classification. Together the primasgearcher and assistant discussed how the
data should be further themed. The additional tlsewere then generated, and the data were
re-sorted accordingly. Disagreements that occuabealit the placement of data into a theme
resulted in further discussion until consensus betwthe researcher and the assistant was
achieved. This involved either discussion andrdatetion of the appropriate theme for the
particular response statement or the creationngvatheme in which to categorized the
statement. Interrater reliability (Kazdin, 1992)anthen measured by comparing the number
of statements that yielded disagreement. Therefd@eement of statements into particular
categories was compared to indicate agreemensagiiement. When there was extended
discussion about a particular statement, the s&temas set aside for later discussion.

Following the sorting of all statements, the “dission” statements were re-introduced.
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Because the primary researcher had more knowlettjexgperience with the context of what
parents were discussing the researcher made alldétisions related to the thematic
location of statements. Disagreements as to whatdgory statements belonged to were
evaluated using a point-by-point agreement fornfadgeement/agreement + disagreement X

100) (Kazdin, 1992) to provide an overall intererasigreement score.
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CHAPTER IV
RESULTS
Introduction

The chapter begins with an analysis of the demdugeapformation of the
participants, followed by the descriptive resuttsf the questionnaires. A crosstabs analysis
of the DSO vs. DFO services model was conducteltermine if there were significant
differences in the responses depending on therigndodel used. These results are
discussed within each section as relevant. A gvada@omponent analysis identifying factors
from the independent variables is then describdwed by a multiple regression analysis
identifying which factors caused variation withindsacross satisfaction measures. The
results of these analyses are followed by the igsié data from the focus group and the
guestionnaire.

Quantitative Results

FPIQ Reliability and Validity. The FPIQ was assessed for reliability and validity
through and examination of content and internakstancy.

Content validity.The FPIQ was distributed to five professionals fwel parents for
review and feedback on questionnaire structurecantent. Four participants returned the
guestionnaires, and provided feedback on the cor@erall, all four participants indicated
satisfaction with the content and format, altholegigth was indicated as a possible problem.
Three questions were modified based on the feedibatkvas received.

Internal consistencyAll data were examined for outliers using Zscoeeg] those
outliers were removed. A check on normality forddta were run, and those data with

kurtosis or skewness outside of +1 and -1 werestommed and rechecked. Those data with
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only slight ranges outside +1 or -1 were accepbedkdrtosis, whereas the other data were
removed. All data were examined using CronbaclpbBabnd met good internal consistency
at an alpha of 0.7 for each of the response categon the questionnaire.

Descriptive Statistical Analysis.Descriptive statistical analyses identified a numbe
of trends in the data, to be described below.dHyti the data were examined to identify
patterns of missing data.

Missing Data The range of missing data is listed in Table 3.dilig data were given
a score of 99 in SPSS which was a number not usttticoding of available data. Up to
15% of missing data can be given a score of 99awithltering the statistical findings
(Cresswell, 2006), however missing data in thislgsometimes exceeded 15%. Therefore,
the option to “exclude cases listwise” was chogeremove all missing data from the
statistical analysis (Williams, 2014). However,participants were excluded fully, simply
the responses in to particular FPIQ questionswieat left blank.

IBI service provision. While the majority of participants responding testhuestion
(48.2%) received services using the Direct Ser@p&on, 30.9% of participants used the
Direct Funding Option. However, a substantial nunddearticipants (20.9%) did not
respond to this item as seen in Table 4. The mgarm&the children when IBl began was 5.3
years ED = 2.2), with a range of 1-17 years), and the naggnthat IBI ended was 8.01 years
(SD= 3.1) with a range of 4-18 years. Compared td_theaas (1987) study (mean age 4.08
years), the respondents in this survey had chiltranentered the IBI program at slightly
older ages, however the ages were comparable ©ritagio IBI (Toronto) study whether

the mean was also 5.3 years (Freeman & Perry, 2010)
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Missing Data

Questions Range of Missing Data
Numbers N
1-10 0
11-20 0-10
21-30 11-36
31-40 11-36
41-50 12 -18
51-60 24 - 32
61-70 21-34
71-80 21-28
81-90 23-29

91-100 25-28




Table 4
IBI Service Provision

99

ltems

Percentage of Response Number of Participants

Type of IBI % N
Direct Service 48.2 53
Direct Funded 30.9 34
No response 20.9 23

M (SD) Range
Age For Services
Age When IBI Began 5.26 (2.2) 1-17 years
Age When IBI Ended 8.01 (3.1) 4 -18 years
Hours Per Week 23 (8.5) 0 - 40 hours

Months Since IBI Finished

19.2 (24.7)

0-120 months
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Respondents received a mean of 23 hours per wdélt sérvice SD = 8.5) with a
range of 0 to 40 hours, suggesting that some relgmas indicated that they were no longer
receiving service rather than indicating the amairservice they did receive while in the
program. Although 20 respondents were still recgj\services, the respondents who were
finished IBI, had been finished for 19.2 monthg] 4& participants had been finished
services for more than five years.

The first section of the questionnaire asked parabout their expectations of the IBI
program for their child. Throughout the questionaaihere were questions about IBI
satisfaction. The responses to these items caedreis Table 5 below. First, in terms of
expectations for child outcomes, “communication lddmprove” was the item endorsed
most frequently (32.4%), followed by “behavior plains would decrease” (26.8%) and
“academic skills would be improved” (25%). A smalleimber of responses fell into the
category of “making friends” (12.1%). Only 2.4%prents expected that “autism would be
cured.” In terms of whether caregivers felt thaitlexpectations were met, there was a range
of responses. While 29% of parents “strongly agfesad 30.9% “somewhat agreed” that
their expectations were met, 10% of parents “sonag¢wisagreed,” and 16.4% “strongly
disagreed” about whether their expectations ofwBie met.

Overall, caregivers were generally “very satisfi€é7.3%) or “somewhat satisfied”
(26.4%) with the program, but 10% were “somewhasdliisfied” and 9.1% of participants
were “very dissatisfied.” However, it was appartat caregivers’ satisfaction with 1B
varied over time. While the majority “strongly agdé and “somewhat agreed” that
“satisfaction with IBI increased with time” (55.4%21.8% did not feel that their satisfaction

increased over the time they were in the programlewl0% “neither agreed nor disagreed”
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IBI Expectations and Satisfaction Ratings

101

Percentage of Number of
Subcategories and ltems Responses Participants
Expectations (check as many as apply) % N
Communication would improve 324 93
Behaviour problems would decrease 26.8 77
Learn academic skills 25 72
Child would make friends 12.1 35
Autism would be cured 2.4 7
Other 1 3
IBI program Met Expectations
Strongly agree 29 32
Somewhat agree 30.9 34
Neither agree nor disagree 9 10
Somewhat disagree 10 11
Strongly disagree 16.4 18
Not applicable 1.8 2
Missing 2.7 3
Overall Satisfaction
Very satisfied 27.3 30
Somewhat satisfied 26.4 29
Not satisfied 10 11
Extremely dissatisfied 9.1 10
Missing/No response 27.3 30
IBI Satisfaction Increased Over Time
Strongly agree 37.2 41
Somewhat agree 18.2 20
Neither agree nor disagree 10 11
Somewhat disagree 9.1 10
Strongly disagree 12.7 14
Missing/No response 12.7 14
Impact of IBI
Large positive impact 39.1 43
Small positive impact 19.1 21
Small negative impact 2.7 3
Large negative impact 7.3 8
| do not know 2.7 3




Table 5 continued
IBI Expectations and Satisfaction Ratings
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Percentage of

Number of

Subcategories and Items Responses Participants
If you had the choice, would you have continued IB1 % N
Yes, in the same way it was delivered previously 31.8 35
Yes, although | would want it delivered differently 24.5 27
No, it was the right time to leave IBI 12.7 14
| do not know 2.7 3
Missing/No response 28.2 31
Looking back, would you choose the IBI program agai?

Would definitely select IBI again 44.5 49
Maybe would select IBI again 10.9 12
Probably would not select IBI again 7.3 8
Definitely would not select IBI again 4.5 5

| do not know 2.7 3
Missing/No response 30 33
Satisfaction with IBI's Consideration of Other Senices

I do not know/I did not discuss my services with them 21.8 24
Somewhat satisfied 20.9 23
Very satisfied 20 22
Somewhat dissatisfied 7.3 8
Very dissatisfied 5.5 6
Missing/No response 24.5 27
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that their satisfaction increased over time. OVeb&8.2% of parents reported that IBI had a
positive impact on their lives while 10% indicatbét 1Bl had a negative impact on their
lives.

If given the opportunity to continue IBI, 31.8% mdrents indicated they would select
it again, in the same way it had been deliverethdlgh 24.5% of participants indicated that
they would continue IBI again as well, they indezhthat they would want it “delivered
differently.” Finally, 12.7% of parents indicatdubt it was the right time to leave IBI. In
terms of whether they would choose IBI again basetheir experiences, almost half
(44.5%) indicated that they would “definitely sel#8l again” and 10.9% would “probably
select IBI again.” However, 7.3% of parents fetttthey probably would not select IBI
again and 4.5% would definitely not select IBI agai
Parents were also asked about their satisfactgardeng how the IBI program took the goals
of other services the families were receiving (saslspeech therapy or music therapy) into
consideration when planning the program. For thetrpart, parents expressed high or
moderate satisfaction (20% and 20.9% respectivalif)pugh 12.8% reported
dissatisfaction. It is worth noting that 21.8% eitllid not know whether IBI included their
goals from other servicesy, the parents did not discuss their other serviadstiveir IBI
team.

Amount of service Table 6 outlines the participants’ views on the antof service
they received. In terms of hours/week, most paudicts felt their hours were “just right”
(37.2%,), although many also felt the hours wesgifiicient (33.6%). Just under 3% felt
their hours were too many. In terms of hours @8raf intervention, most participants

(56%) felt their hours were just right, but 19.164 the hours were not enough. Whereas
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Table 6

Satisfaction Ratings: Amount of Service

ltem Not Enough Just Right Too Much No Response/
% N % N % N % N

No.oftreatmenthours o3¢ 37 372 41 27 3 263 29

per week

No. of months of service 50 55 23.6 26 1.8 2 23.6 27

No. of hours per day 191 21 50.9 56 4.5 5 25.4 28

No. of therapists 12.7 14 56.3 62 6.3 7 24.5 27

No. of ST meetings 164 18 554 61 1.8 2 254 29

No. of program meetings 18.2 20 51.8 57 5.5 6 23.6 27
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50% of participants felt that they did not have wyto months of service, 23.6% felt the
number was just right, and 1.8% felt that thereentep many months of service.

Most respondents felt that the number of therapastsvell as the number of program
meetings and meetings with the ST were sufficiB6t3%, 55.4%, and 51.8% respectively).
However, 18.2% and 16.4% of families felt that tlienber of program meetings and
meetings with STs were insufficient respectivelyd 42.7% felt that the number of
therapists were insufficient.

Parent control, choice and training Parents were asked about their inclusion in the
IBI program by the clinical team. Inclusion wasidetl in the survey questions as having
control, or choice in the methods and goals thaewelected for their child’s program.
These questions sought to identify whether paretitencluded in this aspect of IBI
programming. How this affected their satisfactidnBl is considered later in this chapter.
Overall, caregivers indicated agreement with haeimgice and control over teaching
methods and goals. As seen in Table 7, more th@md@@aregivers indicated “strong
agreement” or “agreement” that they had controk olre way that teaching was delivered,
what goals were selected for their child to wonkaods, and having choices in those goals.

However, 26.1% of parents either somewhat, or gtyotisagreed that they had
control over the way teaching was structured witheir IBI program. In the crosstabs
analysis (Table 8) between the DFO and DSO seraisgynificant differencep(< 0.01) was
found between the participants in terms of the mdmiver teaching procedures. Parents in
the DSO reported having less control of teachimg@dures and 86.7% of respondents who

“strongly disagreed” that they had control werarirthis group of parents.



Table 7
Satisfaction Ratings: Parent Control and Choice

Neither

Strongly Somewhat Agree nor Somewhat Strongly N/A or No
ltem Agree Agree Disagree  Disagree  Disagree Response

% N % N % N % N % N % N
Control over
Goals 36.4 40 37.3 41 27 3 82 9 82 9 72 8
Choices in
Goals 30.9 34 36.4 40 73 8 118 13 64 7 72 8
Control over
Teaching 27.3 30 36.4 40 53 6 9.7 11 164 18 45 5
Choices in
Teaching 17.3 19 28.2 31 182 20 182 20 10 11 82 9
Choices in
Service 27.3 30 20.9 23 55 6 145 16 17.3 19 145 16
Methods
Acceptable 47.3 52 25,5 28 55 6 55 6 36 4 12.7 14
Goals
Acceptable 42.7 47 309 34 6.4 7 64 7 18 2 11.8 13

90T



Table 8
Cross tabulation results across service type
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Variables

| had control over the teaching procedures

| was given choices in the way service was
provided

| consider the methods used in IBI to be
acceptable

| have learned how to implement IBI
treatment with my child

The program has negatively affected my
family's finances

13.264a

11.325b

9.463c

4.319a

13.981d

4

0.045

0.051

0.504

0.016

"p<.05 p<.01" p<.001

a 4 cells (40.0%) have expected count less th@h&minimum expected count is 2.67.
b 5 cells (41.7%) have expected count less thdiln®& minimum expected count is .79.
¢ 6 cells (60.0%) have expected count less thdmé& minimum expected count is 1.98.
d 7 cells (58.3%) have expected count less thdim®& minimum expected count is .75.
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Parents reported satisfaction (i.e., “very satibfier “somewhat satisfied”) with the
choices they were given in the way teaching waweied (45.5%), although there were
more parents that responded “neither agree nogrtisahere (18.2%) than in other
guestions on this topic, and more than a quartpacénts (28.2%) disagreed that they were
given choices in the way teaching was deliveredimtpchoices in the structure of I1BI
service was also rated similarly to choices inl@agand goals as 48.2% of parents agreed
that they were satisfied with the choices that thag. However, there was also high
disagreement as 31.8% indicated dissatisfactidarms of the choices they were given for
the structure of IBI. The crosstabs analysis betvtee DSO and DFO indicated significant
differences between the two groups<(0.05). The DSO group represented 82.4% of the
“strongly disagree” category about getting choiceservice as compared to 17.6% in the
DFO group (see Table 8). However, given the nurobeell counts below the five, these
results need to be interpreted with caution.

Finally, the parents were asked whether the mettiatsvere used in IBl were
acceptable to them. Although parents may or mayawé had choices in the methods of
interventions used within IBI (e.g., positive reinfement, chaining, video modeling, etc.),
whether these strategies that were used were atxtepod the families is an important
measure of social validity. Most parents (72.8%puomnded that they (“strongly” or
“somewhat”) “agree” that the methods used withihwRre acceptable, although 28.8% of
parents “somewhat disagreed”, and 5.5% “strong@gglieed” about the acceptability. In an
analysis between the two groups of parents (i.8Q@nd DFO), there was a significant
difference p < 0.05) in ratings of acceptability. For the resgents that indicated, “strongly

disagree,” 100% came from the DFO group. Howeve¥p &f “somewhat disagree”
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responses came from the DSO group. In terms okaggat with the acceptability of
methods, > 60% of the responses indicated “soméwhastrongly agree” came from the
DSO group. This indicates that parents in the D&ig were more likely to indicate
acceptability of the methods used in IBI.

The majority of caregivers (just over 70%) felttttieey had an acceptable level of
involvement with their child’s program (see Tab)ewhile just over half reported that they
had an acceptable amount of training (50.9%), dhtexh to learning how to implement IBI
(60%). “Training,” and “learning to implement IBi$ differentiated here because whereas
training may include more general knowledge-basading (e.g., autism, ABA), learning to
implement IBI consists of more individualized triaig with families so that they could teach
in the same way as the therapists. Almost halhefdarents agreed that they learned about
IBI strategies (42.6%) and autism (40%), compaoetid% who did not feel that they learned
the strategies. There was no significant differdmesveen the DSO and the DFO group in
terms of the parents feeling they had learned fdement IBI.

Child outcomes The parents were asked questions about thed’stubitcomes from
IBI across a number of categories. Parents weredaskidentify whether their child made
improvements in various communication, social, selé-help skills, as well as whether there
were positive changes in their child’s overall gr&sition of autism (i.e., decrease in severity
and maintenance of learned skills). Table 10 oeslitihe overall child outcomes that the
parents reported following IBI. Over 40 % of caxegs believed that the severity of their
child’s autism had decreased and more than 70%ateti that their child was still using the
skills that they had learned during the IBI progr&do significant differences were found

between the DSO and the DFO group.



Table 9

Satisfaction Ratings: Parent Training and Involvein:

Neither

Strongly Somewhat Agree nor Somewhat Strongly N/A or No
Category Agree Agree Disagree  Disagree Disagree Response
ltem % N % N % N % N % N % N
Level of 427 47 291 32 36 4 55 6 27 3 164 18
Involvement
Leamedto .5 44 20 22 127 14 36 4 36 4 20 22
Implement IBI
Acceptable
Amount of 28.2 31 227 25 82 9 145 16 82 9 18.2 20
Training
Knowledge of ;4 418 46 191 21 91 10 O 0 282 31
Strategies
Knowledge of 40 44 209 23 10 11 O 0 291 32
Autism

0Tt



111

Communication, socialization and self help skilserall, parents reported the
greatest area of improvement as being in the dreanamunication skills (see Figure 3),
with 74.1% reporting improvements in understanditigers, and 71.7% reporting an
improvement in their child’s ability to speak. Arderable amount of improvement was
identified in the area of social interactions. Speally, 72.6% of parents noted
improvements in their child’s ability to interacttivadults, 72.6% reported improvements in
the interactions with their family, and 66% of pateidentified improvements in sibling
interactions. In the category of self-help skifjlarents reported improvements in the ability
of their child to clean themselves (62.6%), dréesitselves (59.9%), self-feed (46%), as
well as eat a variety of foods (41.7%). parents alsted improvements around toileting
skills, such as toileting independently at 52.7%g being diaper free was noted by 45.4% of
parents. However, 37.1 % and 50.8% of parentsilietittg and being diaper free
respectively responded to this question with “rpyilezable,” or the data were absent.

As also seen in Figure 3, some parents, howeMethéd either the severity of their
child’s autism had not decreased (13.6%) or thatblpm behavior had actually become
worse (7.2%). There were also two specific skidlaar in which caregivers either noted “no
improvements” or indeed that the behavior had weededuring IBI. Specifically, 36.3% of
parents responded that “making friends” showedmarevement or got worse (1.8%), and

that their child’s “ability to sleep” did not impve (20.9%) or got worse (3.6%).
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Table 10
Satisfaction Ratings: Overall Child Outcomes

Severity of Autism  Child is Still Using

Rating Decreased the Skills

% N % N
Strongly Agree 3.18 35 48.1 53
Somewhat Agree 37 37 22.7 25
Somewhat Disagree 4.6 4 4.5 5
Strongly Disagree 10 11 3.6 4
Neither Agree nor Disagree 18.1 20 7.2 8
N/A 1.8 2 3.6 4

Data Missing 0 1 10 11
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Current educational placemerithe parents were asked about their child’s current
educational placement, type of classroom, educaltsupport or assistance, as well as
whether their child was prepared for school upawileg IBI (Table 11). From the 70% of
parents who respondedtttese questions, “public school” dominated as ype bf school
attended (58.2%), although 6.4% said “private sthaad 6.4% said “other” (see Table 11).
Of those parents responding in the “other” categimyr indicated that their child was “still
in IBI,” two children were “not currently placedhd one child was in an “autism unit.” The
type of classroom the children attended were madlsdy'same classroom” as same-aged
peers (32.7%) and a “developmental/special eduratitism classroom” (24.5%), although
8.2% attended a combination of both. In terms eicational support, 35.5% of the children
had a full-time educational assistant, 20% hadratpae educational assistant (EA), 7.3%
felt their child did not need an EA, and 6.4% dat have an EA but the parents were asking
for one. Finally, in terms of whether parents te#ir child was prepared for school upon
leaving IBI, 21% felt that their child was prepar@0% felt their child was not prepared,
13.6% indicated that their child was prepared lmitto their satisfaction, 5.5% indicated it
was too soon to tell, and 4.5% did not know. Finall3% indicated it was not applicable.
There were no significant differences between tR®nd the DSO recipients.

IBI Effects on the Family. The participants responded to a number of questions
regarding the effects of IBI on different aspedttheir life, such as their relationships,
career and stress levels. Table 12, and Figureeritbe the percentage of agreement to each

of the items in the questionnaire.



Table 11
Child's Educational Placement and Outcomes
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Percentage of Number of

Type Responses Participants
Type of School % N
Publicly-funded school 58.2 64
Private school 6.4 7
Daycare/preschool 0.9 1
Home school 0.9 1
Other (please specify) 6.4 7
Missing 27.3 30
Type of Classroom
Attends the same classes as other students chthe s

age/grade 32.7 36
Developmental/special education/autism classroom 24.5 27
Attends regular class and some special educatamses 8.2 9
Not applicable 7.3 8
No response/Missing 27.3 30
Educational Support
Yes, works full-time with my child 35.5 39
Yes, works part— time with my child 20 22
No, s (he) does not need one 7.3 8
No, but we are asking for one 6.4 7
No response/Missing 30.9 34
Prepared for School Upon Exiting IBI
Yes, absolutely 20.9 23
Yes, but not to my satisfaction 13.6 15
No, my child is struggling 20 22
It is too soon to tell 5.5 6
| do not know 4.5 5
Not applicable 7.3 8
No response/Missing 28.2 31
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Table 12
Satisfaction Ratings: Relationships, Religion amtbRces

Neither Agree Missing/Not
ltem Agree nor Disagree Disagree  Applicable

% N % N % N % N

Negatively affected my 25 55 18 2 154 17 354 39
family's finances.
Increased my stress level. 40.9 45 36.3 5 245 27 30 33
Improved relationship with 227 95 236 26 19 21 345 38
spouse/partner.
Improved/is improving
relationship with 22.7 25 309 34 309 14 33.6 37
community.

Improved relationship with 1
extended family.

Negatively affected other
children’s extracurricular 17.2 19 10 11 281 31 445 49
activities

7.2 19 32.7 36 145 16 354 39
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Career Effects on Participant and Partne
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Figure 4.1BI Effects on the Care
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Relationships, stress and financds. general, the responses were evenly divided
across the rankings. For example, 32.7%, 30.9%28r&do of parents neither agreed nor
disagreed about IBI improving relationships witkittextended family, their community, or
their spouse respectively. A number of parentsgilesd that relationships were improved
with their community (30.9%), with their spouse ¥49 and with their extended family
(14.5%). However, some parents did note improvenanthe relationship with one’s
extended family was improved by IBIl in 17.2% of fhes, and with their spouse and
community in 22% of parents responding.

By far the majority of parents responding to thesfion indicated that IBI created a
negative effect on stress (40.9%) and on finand@%0). Significant resultp (< 0.05) were
noted between the DSO and the DFO group on theigoes financial effects. Within the
“strongly agree” category, 60% of responses wamnfthe DFO group. Within the “strongly
disagree” and “somewhat disagree” rating, 84.6%100% of the responses were from
parents receiving the DSO. This finding suggests plarents within the DFO funding group
were more affected financially (see Table 8).

Career effectsThe participants were also asked questions aheugftects that
participating in the IBI program had on their carag well as the career of their partner. As
seen in Figure 4, 12.8% of participants who respdrtd this question felt that IBI had no
effect on their career compared to 30.5% indicativag participating in the IBI program had
“no effect” on their partner’s career. This suggehtt the participant was typically the
parent who was more affected. Just over 10% ofqggaaints identified having to either
decrease the number of hours they worked, or hawiggit their job altogether (9.3%)

compared to approximately 6% and 3% of partnersnigato do so respectively. On the other
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hand, 2.3% of participants and 9.4% of partnemsadlgtincreased their work hours.
Approximately 7% of participants and their partnexsorted having more difficulties with
colleagues (7.6%,) or with the boss (7%). Diffeesbetween the DSO and the DFO groups
were not identified. Additional details about the$kects are described in the qualitative
data.

Other services.Parents reported that their children received abmrrof other
services during their IBI treatment. As seen inl&dl3, the most popular services received
were Speech Therapy (19.6% of responses) and Quamugial herapy (18.6% of responses)
with notably beneficial effects reported (84.7% &6d7% respectively reported some or
great benefit). Just over 11% of respondents useda diets and vitamin supplements with
67.6% and 77.7% respectively of those using thgmartieng favourable effects. However,
29.4% of parents who implemented the gluten/caseadiet noted no benefits. Other
interventions were also accessed by parents su€lbagime 6 = 26), sensory integration
(n=21), play therapyn(= 19), facilitated communicatiom & 19), and auditory integration
(n = 15) suggesting some uptake of these servicéis gneater than 50% of those
participating indicating they were of some, or gteenefit.

Cultural and religious considerations Parents were also asked about their ethnicity,
culture, religion, and whether IBl was considei@téhese features of their lives. As
described above and shown in Table 2, at leastd 5f3he participants and 16.6% of their

partners were born in another country. In 72.2%e$e cases, the main language spoken at



Table 13
Other Services Received During IBI Treatment

Access Benefit

Used the Some/great Did Not
Service Service Benefit Do not know No Benefit Use/Missing
Speech therapy 19.6 59 84.7 50 1.6 1 13.5 8 46.3 51
Occupational therapy 18.6 56 76.7 43 7.1 4 16 9 49 54
Vitamin Supplements 11.9 36 777 28 111 4 5.5 2 69 76
Gluten/Casein free diet 11.2 34 676 23 2.9 1 29.4 10 69 76
Floortime 8.6 26 73.0 19 19.2 5 7.6 2 76.3 84
Sensory Integration 6.1 21 76.1 16 9.5 2 14.2 3 80.9 89
Play therapy 6.3 19 76.1 16 15.7 3 0 0 82.7 91
Egr‘;:mtr?igaﬁon 63 19 578 11 105 2 315 6 87 Ol
Auditory integration 4.9 15 66.6 10 6.6 1 2.6 4 86.3 95
Physiotherapy 3.3 10 40.0 4 20 2 40 4 90.9 100
Chelation therapy 1.9 6 50.0 3 50 3 0 0 94.5 104

0cT
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home was English. Thus, 27.8% of parents spokegukge other than English at home.

A small number of participants on average=(17) responded to the IBI program’s
consideration of the cultural and language prefasiof families as seen in Table 14.
Although response rates were low for this subsamflee participants, and thus detailed
analysis is not possible, there were data wortmgaiverall and in specific areas. For
example, difficulties with English made IBI mordfahult for at least one parent (0.9%), and
two parents indicated that the IBI staff did notlarstand their culture (1.8%). In terms of
the IBI program’s consideration of culture andgign in the goals that were selected for
their children, six (5.4%) participants felt th&l Idid not consider their culture or religion in
these goals. Finally, seven families disagreed wtikther IBI considered culture an
important part of the IBI programming and only tfamilies (1.8%) agreed that it was.

Measures of importance.Throughout the questionnaire, parents were asked to
identify how important the particular area washterh. For example, if the question was “I
had control over the teaching procedures that wepéemented with my child,” there was a
follow-up importance question that stated, “Pleade the importance of this item to you.” In
general, parents reported all items in the questiva to be “somewhat important” or “very
important”, with few responses indicating not imaoit (see Table 15). The high rankings
suggest that the items listed throughout the queséire were very relevant for families.
Responses were categorized according to area operational framework, and were ranked
from the greatest to the least number of resposdent indicated “very important,” and

each of these is discussed below.



Table 14
IBI and Culture, Language and Religion

Disagree ) Missing
Agree (Strongly  (Strongly or Neither Agree Data/No
ltem or Somewhat) Somewhat) Not Applicable  Nor Disagree Response
% N % N % N % N % N
Speaking a different language has made 0.9 1 6.3 " 218 24 45 5 66.3 73

the IBI program more difficult

My cultural background was different

from the staff in the IBI program 8.1 9 54 6 3.6 4 7.2 8 754 83

My cultural background was understood

by the staff in the IBI program 10.9 12 1.8 2 2.7 3 8.1 9 76.3 84

My cultural background was considered

. . 1.8 2 6.3 7 2.7 3 9 10 78.1 86
an important part of IBI programming

My cultural background was considered

the IBI goals 2.7 3 5.4 6 2.7 3 8.1 9 80.9 89

My religion was considered in the IBI

3.6 4 5.4 6 2.7 3 9 10 79 87
goals

My cultural background was considered
the materials

My religion was considered in the
materials 3.6 4 5.4 6 2.7 3 8.1 9 80 88

1.8 2 4.5 5 2.7 3 9 10 81.8 90

act



Table 15

Parent Ratings of Importance Across Categories

Total Very Somewhat Missing Data/
Category Responsés  Important Important Unimportant No Response
Satisfaction-Related Questions N % N % N % % N
IBI meeting expectations 108 73 80 16 18 0.9 1 1.8 2
Decrease in severity of autism 107 718 79 109 12 2.7 3 2.7 3
Satisfaction with 1Bl increased over time 99 37.2 41 182 20 127 14 10 11
Features of IBI Service
Number of IBI months 84 66.3 73 45 5 0.9 1 23.6 26
Number of treatment hours per week 84 63.6 70 8.1 9 0.9 1 23.6 26
Number of treatment hours per day 85 60 66 10.9 12 0.9 1 22.7 25
Staff understood IBI impact on family 96 59.1 65 20 22 1.8 2 12.7 14
Number of therapists 85 46.3 51 236 26 0.9 1 22.7 25
Number of ST meetings 85 455 50 209 23 0.9 1 22.7 25
Number of IBI program meetings 85 37.3 41 30 33 0.9 1 22.7 25
Child Outcomes
Child's problem behaviour 86 65.5 72 7.3 8 1.8 2 21.8 24
Child's ability to speak 88 62.7 69 7.3 8 3.6 4 20 22
Child's ability to understand other people 90 62.7 69 11.8 13 1.8 2 18.2 20
Child is still using the skills from I1BI 95 61.8 68 18.1 20 1.8 2 13.6 15
Child's ability to interact with other children 89 60.9 67 145 16 0.9 1 17.3 19
Child's ability to interact with family 88 60.9 67 13.6 15 1.8 2 20 22
Child's ability to participate in group settings 85 57.3 63 16.4 18 0.9 1 22.7 25
Child's ability to make friends 81 53.6 59 118 13 0.9 1 26.4 29
Child's ability to interact with adults 90 509 56 17.3 19 1.8 2 1.8 2
Child's ability to independently use the toilet 69 47.3 52 10.9 12 0.9 1 2.7 3
Child's ability to interact with siblings 66 45.5 50 154 17 1.8 2 18.2 20
Child's ability to be diaper-free in the daytime 49 42.7 47 6.3 7 0.9 1 36.4 41
Child's ability to clean self 69 40 44 20 22 0.9 1 30.9 34

XA



Table 15 cont'd
Parent Ratings of Importance Across Categories

Total Very Somewhat Missing Data/
Category Responses Important Important Unimportant No Response
Child Outcomes cont'd N % N % N % N % N
Child's ability to dress self 70 39.1 43 218 24 09 1 27.3 30
Child's ability to participate in extracurriculastivities 74 36.4 40 173 19 09 1 327 36
Child's ability to feed self 68 34.5 38 136 15 1.8 2 38.2 42
Child's ability to sleep through the night 60 32.7 36 9.1 10 1.8 2 1.8 50
Child's willingness to eat a variety of foods 73 28.2 31 154 17 3.6 4 33.6 37
Child's ability to use a communication system 54 21.8 24 136 15 27 3 1.8 66
Child participating in religious activities 47 20 22 9.1 10 27 3 57.3 63
Family Effects
IBI had a negative effect on my family's finances 73 40 44 164 18 3.6 4 33.6 37
IBl increased stress level of my family as a whole 70 33.6 37 145 16 3.6 4 36.4 30
IBl increased my stress level 73 32.7 36 191 21 27 3 33.6 37
IBl improving parent relationship with other child 69 27.3 30 109 12 55 6 37.3 41
IBl improved relationship with spouse 74 26.4 29 136 15 27 3 32.7 36
IBl improved relationship with the community 71 13.6 15 20 22 27 3 355 39
Effects on sibling's extracurricular 65 20 22 164 18 2.7 3 40.9 45
IBI negatively affected religious practices 60 8.2 9 7.3 8 109 12 455 50
Philosophy, Control and Choice
Learning IBI strategies 82 60.9 67 8.2 9 0.9 1 255 28
Methods in IBI acceptable 100 59.1 65 20 22 0.9 1 11 10
Goals in IBI acceptable 100 59.1 65 218 24 0.9 1 11 10
Choices in IBI services 100 57.3 63 182 20 0.9 1 9.1 10
Control over IBI goals 105 55.5 61 30 33 09 1 4.5 5
Level of parent involvement 95 53.6 59 218 24 0.9 1 13.6 15
Learning to implement IBI 106 52.7 58 18.2 20 0.9 1 36 4
Choices in IBI goals 104 51.8 57 354 39 09 1 5.5 6
Learning about autism 90 49.1 54 109 12 0.9 1 27.3 30
Control of IBI teaching procedures 108 48 53 309 34 0.9 1 1.8 2

144’



Table 15 cont'd
Parent Ratings of Importance Across Categories
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Total Very Somewhat Missing Data/

Category Responses Important Important  Unimportant No Response
Cultural Considerations N % N % N % N % N
Language different from IBI staff 11 36 4 0.9 1 1.8 2 90 99
Culture background understood by staff 16 09 1 1.8 2 4.5 5 855 94
Cultural background considered in IBI programming 14 09 1 1.8 2 4.5 5 87.3 96
Cultural background was considered in the IBI goals 15 09 1 0.9 1 6.4 7 864 95
Cultural background was considered in the 1Bl mater 14 09 1 0.9 1 5.5 6 873 96
Religious practices were considered in the goals 15 0 0 2.7 3 5.5 6 86.4 95

Religious practices were considered in the IBI mal® 14 0 0 0.9 1 55 6 873 9

for my child

The categories “neutral” and “not very importangéve been removed to fit the page

1A
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Satisfaction-related question®arents were asked questions related to satmfiacti
with elements of the IBI program throughout the @Pand in three areas they were asked to
identify how important these were to them. A numbigparents identified that “IBI meeting
their expectations” and “autism severity decredswas “very important” (73% and 71.8%
respectively). Just over one third (37%) of pardisted IBI satisfaction increasing over time
as “very important,” however, all three questionssatisfaction had a high number of
responses(> 99) and proportionately most responses werkarranking of important
(“very” or “somewhat”).

Features of the IBI serviceln the area of IBI features, the highest ratinigs o
importance were given to the number of months ofise, the number of treatment hours
per week and the number of treatment hours pemnaay66.3%, 63.6%, and 60% of parents
listing these as “very important” respectively. $hareas were followed in importance by:
ratings of staff understanding of the impact tiigtHad on the family (59.1%), the number of
therapists that were important (60.9%) followed‘dgceptability of IBI methods” and goals
(59.1%), “choices in IBI service” (57.3%), “contraver goals” (55.5%), “parent
involvement” (53.6%), “learning to implement IBI52.7%), “choices in IBI goals” (51.8%),
“learning about autism” (49.1%), and “control odtding procedures” (48%). In this
category, parents rated everything as “very immitar “important,” with the exception of
“control over teaching procedures” (3.6% of respantd rated “not very important”).

Cultural considerationsFinally, cultural considerations had the lowest hemof
responses given that this was a subsample of {algton (range of 11 - 16 responses). Of
these responses, more items were considered “uniampbacross all ratings, with the

exception of “language different from IBI staffri terms of cultural background and
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importance within IBI, only 1.8% of respondentsigaded that these were “somewhat” or
“very important.” In the area of “religious pracin goals, ” and “religious practices in
materials” no participants rated these as “veryartgnt,” 2.7% of participants rated them
“somewhat important,” and almost 5% of participgegponses were rated as being “not very
important” or “unimportant.” This small sample drnents suggests that most feel that
language differences are important to IBI, culton@y be, and religion is not as important.
However, there were still a number of parents wdted these items as important and these
should be considered when planning IBI programs.

Measures of Processes of Care (MPOC) result§he parents were asked to respond
to the MPOC instrument as a measure of the Ongali8l’ program’s ability to provide
family-centered care and also to establish conntixralidity of the FPIQ. In total, 71.29% of
participants responded to the questions on the MBO€an be seen in Table 16. Possible
responses range from 0 (not at all) to 6 (to a geeat extent) on the MPOC. Means and
modes of the participants’ responses were calalikate are presented in Table 16. Overall,
means were higher (indicating greater satisfactiothe questions asking about the “people”
(i.e., professionals) in IBI (3.8 - 4.5), and loweresponse to questions about the
“organization” (i.e., the centre that is resporsitar providing IBI) (2.8 - 3.2). Most parents
responded 4 or higher in terms of communicatian,(being told the results of assessments”)
(M =4.5), and support (i.e. “felt cared for” anaict rushed” by professionals, “made to feel
competent”) (M = 4.4, 4.4, and 4.3 respectively)eparents also rated teamwork, getting
written info, and being treated as an equal iMdthé& range. The parents overall were less

satisfied with the way in which treatment choicesa@vexplained to them (M = 3.9), or
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Table 16

Measure of Processes of Care Survey Instrumentq{ii)=

Item Measure

The people: M SD Mode

Help you feel competent as a parent 4.3 1.6 6

Provide you with written info about what your chigddoing 49 16 6
in therapy

Provide a caring atmosphere rather than just ghewritten 4.4 16 6
information

Let you choose when to receive information and wyyae of 37 5 6
information you want

Look at the needs of your "whole child" 4.3 1.8 6

Make sure one team member worked with your famigng 43 17 5

time

Fully explain treatment choices to you 3.9 1.9 6

Provide opportunities for you to make decisionsudbo 38 18 5

treatment

Provide enough time to talk so you don't feel rashe 4.4 1.7 6

Plan together so they are all working in the saimextion 4.3 1.7 6

Treat you as an equal rather than just as the pafenclient 4.2 1.9 6

Give you information about your child that is catent from 49 18 5

person to person

Treat you as an individual rather than the typpaaknt of a
child with a disability

Provide you with written information about your lci's

progress
Tell you about the results from assessments 4.5 1.6 6
The organization

Gives you information about the types of serviceslable in 39

4.3 1.8 6

4.2 1.8 6

the organization or community 18 2
Has information available about your child's digabi 3.2 1.8 2
Provides opportunities for the entire family toaiht 3 19 3
information
Has information available to you in various forms 2.8 1.9 2
Provides advice on how to get other informatiomow to 3 5 0

contact other parents (for support)
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involved them (M = 3.8), and whether they had casiin the information they could receive
(M =3.7).

When the parents responded to the questions atmibfganization,” all ratings fell
below an average score (i.e., 3.5), suggestingiiséaction. Parents rated “information
being available in various forms” the lowest (M 8 followed by “advice on how to
contact other parents or get more information i@em or their whole family” (M = 3), and
“providing information about the disability or alalle services in the community” (M = 3.2)
the highest, but still below an average rating. t@Nethe parents were not satisfied with the
organization through which they received serviees, moderately satisfied with the
professionals’ ability to include them as a parth@ IBI team and in making treatment
decisions. Significant correlations were found lestw all the means of the independent
variables in the FPIQ and some or all of the maéings on the MPOC (Table 17)
Therefore, concurrent validity of the FPIQ with tM&OC is evident. However, IBI's
inclusion of other service goals had only significaegative correlations with MPOC 7 (i.e.,
“To what extent do the people who work with youil@lull explain treatment choices to
you?”) and MPOC 16 (“To what extent does the orgation give you information about the
services offered at the organization or in your gamity?”).

Inferential Statistics. Factor analyses, using principle components arglysre first
conducted prior to the regression analysis.

Factor analysis The operational framework developed for this redearas based
on that described in the literature review in Ckafiwo. In this framework, five categories

of independent measures (i.e., child outcomesy@alltonsiderations, philosophy



Table 17
Concurrent Validity of Independent Variables and®P Scores

MPOC Question

Overall Satisfaction

MPOC 1
MPOC 2
MPOC 3
MPOC 4
MPOC 5
MPOC 6
MPOC 7
MPOC 8
MPOC 9
MPOC 10
MPOC 11
MPOC 12
MPOC 13
MPOC 14
MPOC 15
MPOC 16
MPOC 17
MPOC 18
MPOC 19
MPOC 20

0.296**
0.538**
0.561**
0.532**
0.627**
0.373**
0.562**
0.607**
0.557**
0.574*
0.625**
0.595**
0.650**
0.604**
0.555**
0.512**
0.438**
0.515**
0.356**
0.393**

"p<.05"p<.01" p<.001
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and knowledge, features of IBI, and family effest®re created, each containing
subcategories that aligned with questions fronsthreey questionnaire (e.g., self help skills,
social interactions, etc.).

A principal component analysis (PCA) of all 62 adnles with orthogonal rotation
(varimax) was conducted in SPSS to first assessha&hall the variables combined together
represented a good model (see Table 18). The Kisisger-Olkin measure (KMO) verified
the sampling adequacy of the analysis (Field, 2@08@)the Bartlett test of sphericity was
used to check the likelihood of an identity matrikae KMO resulted in a score of 0.715,
which was above the acceptable limit of 0.5 (Fi2@9), but the Bartlett’s test of sphericity
indicated that the differences between the vargabere not sufficiently large enough for a
PCA (¥ = -67.759p = 1.00). Given that the combined model was natitakle fit, and the
number of variables was so large, a PCA was coerduweithin each category, to identify
whether all the variables under each subcategayldhhemain, and then whether each
independent variable should remain or be removbki. dnalysis allowed for the categories
of variables to be examined independent of onehemot

The first category examined was the “Features 6t [Bhe KMO for this group was
0.64, which was above the acceptable limit of &iBl¢l, 2009), and Bartlett’s test of
sphericity indicated that the differences betwdenvariables were sufficiently large for a
PCA (X* = 480p < 0.001). Items with loadings less than 0.80 vexauded from the
analysis, yielding a five-factor solution (see TahB). The category of “Child Outcomes”

was explored and analysis of individual questi@pomses resulted in an output indicating



132

Table 18

Factor Analysis Results - Family Effects

Factor Loading Category Eigenvalue

Family Effects 1 2 3 4 5
Relationship with other children 0.832 0.096 -0.168 -0.162 -
Relationship with spouse 0.103 0.873 -0.014 -0.06 -
Increased stress on the family 0.036 0.006 -0.067 0.925 -
Negatively impacted siblings' extracurricular 0913 0.048 0125 0.085 _

activities

Features of 1Bl
Number of treatment hours/week 0.094 0915 -0.141 -0.013 0.082
Number of treatment hours/day 0.101 0.847 -0.309  0.107 0.034
Number of therapists 0.002 -0.015 0.196 0.15 0.814
Number of ST meetings 0.004 0.155 0.11 0.859 0.113
Number of program meetings 0.051 0.062 -0.144 0.866 -0.012
Control over the goals 0.832 0.073 0.154 0.041 0.081
Choices in the goals 0.875 -0.003 0.013 0.045 0.184

Child Outcomes
Child is still using the skills 0.037 0.848 0.079 -0.108 -
Child's ability to speak 0.202  0.803 0.175 0 -
Child's ability to use a communication ~ syste 0.813  0.196 0.032 -0.183 -
Child's ability to dress self 0.843 0.194 0.147  0.068 -
Child's ability to clean self 0.809  0.307 0.112 -0.149 -
Child's ability to be diaper free -0.191  0.15 0.015 0.858 -
Child's ability to participate in a group 0.825 0.279 0.134 -0.157 -

Cultural Considerations - - -
Language different from staff 0.82 - - - -
Cultural background different from staff 0.908 - - - -
Culture understood by staff 0.855 - - - -
Culture was included in the programming 0.902 - - - -
Religion was considered in the materials 0.913 - - - -
Culture was considered in the goals 0.867 - - - -

Philosophy and Knowledge
Knowledge of autism 0.154  0.906 - - -
Knowledge of IBI strategies 0.233 0.873 - - -
Methods acceptable 0.809 0.185 - - -

Family Effects
Relationship with other children 0.832 0.096 -0.168 -0.162 -
Relationship with spouse 0.108 0.873 -0.014 -0.06 -
Increased stress on the family 0.036 0.006 -0.067 0.925 -

Negatively impacted siblings' extracurricular 0913 0.048 0125 0.085
activities
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that the matrix contained negative eigenvaluess Tésult could be due to linear dependency
or too much missing data. Therefore, the PCA wasrwith the mean scores of each
variable (see Table 19), and resulted in a KMO.8¥6, and a Bartlett score of 0.0p0
.001). Loadings less than 0.80 were excluded flmaranhalysis, yielding a four-factor
solution. The category of “Cultural Consideratiéngith an acceptable KMO (0.927) and a
Bartlett scoreff < .001), resulted in only one factor being repnése with six variables.
Acceptable KMO (0.689) and Bartlefi € .001) results were also found with the
“Philosophy and Knowledge” category, where two dastwere determined across three
variables. Finally, “Family Effects,” with a KMO 0526, and a Bartlett score where .001
yielded three factors across four variables (Eegenvalues > 0.8). This analysis yielded a
model with 27 variables remaining across five fexto

The remaining 27 variables from each of the caiegavere recombined and a PCA
was rerun. These variables yielded a KMO of 0.7&8 Bartlett £° = 359.109 < 0.001)
suggesting that the model was a good fit for faat@alysis. From this group, seven factors
were extracted. For each of the factors, there weoethree or four variables that could be
combined. However, the alignment of these factaisdt always seem to make sense. For
example, although an attempt was made to combaeahables, some factors combined
items that were not logically grouped together. &ample, “child’s ability to use a
communication system” would be combined with “riglaship with spouse” and “child’s
ability to dress self.” Therefore, this combinedAP®as discarded and the factor analysis
within the categories (Table 18) was used for asialy

Multiple regression. A multiple regression analysis was conducted torexa the

relationship between the parent satisfaction ofdid the 27 independent variables that may



Table 19

Combined Principal Component Analysis with IdeatifVariables

Factor Loaded Variable Eigenvalue

ltem 1 2 3 4 ) 6 7
Knowledge of IBI strategies 0.23 0.08 0.747 -0.145 -0.072 -0.004 0.073
Knowledge of autism 0.396 0.159 0.666 -0.214 -0.17 0.019 -0.052
Methods acceptable 0.072 0.064 0.59 0.206 -0.056  0.335 -0.062
Language different from staff 0.016 0.864 0.112 0.155 0.005 0.104 0.046
Cultural background different from staff 0.042 0.902 0.111 -0.058 0.068 0.164 -0.044
Culture understood by staff 0.141 0.814 0.182 -0.234 0.168 0.046 -0.08
Religion was considered in the materials 0.088 0.863 0.136 -0.043 0.176 0.159 -0.073
Child is still using the skills 0.171 0.116 0.738 0.082 0.169 0.284 -0.069
Child's ability to speak 0.271 0.215 0.705 -0.089 0.062 0.121 0.105
Child's ability to use a communication system 0.818 0.005 0.183 -0.13 -0.173  -0.013 0.056
Child's ability to dress self 0.795 0.154 0.273 -0.168 -0.137  -0.138 -0.018
Child's ability to clean self 0.852 0.053 0.244 0.021 -0.116  0.057 0.044
Child's ability to be diaper free -0.482 0.192 0.502 -0.014 -0.285 -0.324 -0.111
Child's ability to participate in a group

Number of treatment hours/week -0.028 -0.053 0.014 0.93 -0.002  0.085 0.021
Number of treatment hours/day -0.218 -0.05 -0.116 0.897 0.168 0.081 0.003
Number of therapists -0.356 0.114 -0.026 -0.074 0.277 0.359 0.415
Number of ST meetings -0.216 0.177 0.012 0.055 -0.001 0.024
Number of program meetings -0.243 0.182 -0.056 0.109 0.812 -0.053 -0.107
Control over the goals 0.002 0.242 0.302 0.047 0.153 0.751 -0.093
Choices in the goals 0.275 0.13 0.25 0.013 -0.029 0.772 -0.139
Increased stress on the family 0 -0.149 0.133 -0.073 -0.158  -0.042 0.785
Relationship with other children -0.082 0.069 -0.007 0.075 -0.096 0.311 0.097
Relationship with spouse -0.189 -0.005 0.117 -0.115 -0.046  0.016 -0.793

vET
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function as predictors. Initially, all data wereecked for multicollinearity where variables are
too highly correlated making it difficult to deteirme the contribution of an individual variable
(Field, 2000). In “Child Outcomes”, the variablésit were deleted due to multicollinearity (VIF
> 0.3) were “dressing self”, and “group settingtjggpation”. In “Features of IBI”, the variable
“hours per day” had to be removed due to multioelirity. In the “Philosophy and
Knowledge,” as well as “Family Effects” categorias, multicollinearity was found in the data.
Finally, in the “Cultural Considerations” categomyulti-collinearity was indicated (VIF > 0.3)
when the following variables were included: religgamaterials, culture in the programming,
cultural background different from staff. Theseiables were then removed prior to conducting
the multiple regression analysis. This analysis28fvariables to enter into the regression
analysis.

Initially the factors (i.e., Philosophy and Knowtgs Cultural Considerations, Child
Outcomes, Features of IBI Service, and Family Efflewere entered into the regression as
means of a number of variables. Essentially, eactalle that was found under each factor was
reduced to a mean score, which was then recombine@ate an overall mean score of the
factor. This cluster mean (i.e., cluster of varlwas then compared to means in each of the
independent variables for satisfaction, as wed agean of the clustered variables (i.e.,
satisfaction measures combined). This method atidaean examination of predictor variables
for each satisfaction variable and the combinationld allow for an overall measure of
satisfaction to be examined in relation to thealale cluster from each factor. The results
indicated which factors would effectively predia@riability in the satisfaction measures. The

ANOVA results are presented in Table 20.



Table 20
Multiple Regression Overall: Anova Results

Severity of Satisfactioh with Satisfaction

Program Autism IBI Satisfaction |B!'S Inclusion of Overall Measures

Categories Expectations Decreased Increased Other Services  Satisfaction Combined

E Sig. E Sig. E Sig. E Sig. E Sig. E Sig.

Philosophy and

Knowledge 823 .003° 8.04 .000° 2233 .000°7 @ 5.27 .003" 1.45 23 2386 .040°
Cultural Considerations ~ 11.49 .003° 5.46 .006° 1254 .000" 1.33 27 77 46 759 .001"

Child Outcomes 759 .00I" 2.19 .082 3.82 .010 2.25 .10 .60 72 .60 72
Features of IBI Service .60 724 1.78 115 24 .95 0.53 78 41 86 3.79 .002
Family Effects 2.21 .099 15  .958 2.21 .09 2.21 .09 2.21 09 1.23 .30

"p<.05 p<.017 p<.001

9€T
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An initial examination of the ANOVA suggests thaetfactors Philosophy and
Knowledge, Cultural Considerations, and FeaturdBblfiad significant predictive value for
the combined satisfaction measures (F-ratio of,2086.01, F-ratio of 7.59) < .001, and F-
ratio of 3.79p < .01 respectively), indicating that high ratingseiach of these categories
predicted higher satisfaction ratings overall.tdrms of the individual satisfaction measures,
statistical significance was found between ratimgshe Philosophy and Knowledge factor
and all satisfaction categories with the exceptibfoverall satisfaction.” Therefore, parents
who were more satisfied with their philosophicalesgnent or knowledge learned from the
IBI program would be more likely to rate higheristction with program expectations
being met, the changes in their child’s autism sgyencreased satisfaction throughout the
program, and the way in which the IBI program imigld the goals of their other services.
Satisfaction ratings of Cultural Considerations &mld Outcomes were also found to be
significant with respect to satisfaction with pragr expectationg(< .01 ancp < .001
respectively). Therefore, those parents who welrsfigal with the cultural considerations of
the IBI program would be more likely to report thiat met their expectations. Regressions
were then run at the individual independent vaadbvel, to see whether particular questions
were predictive of some or all of satisfactionmgi. The results are presented in Table 21
below.

The results of the analysis suggest that thera atember of factors that affect
satisfaction within the Ontario IBI program. Inres of “program expectations,” whether
methods were rated as acceptable and whethercthileirwas still using the skills they
learned in IBI were significantly and positivelyroslated at th@ < .001 level. Whether the

family’s culture was understood by the staff wasbglositively correlated with program



Table 21
Multiple Regression Results

Satisfaction with IBI's

Severity of Autism IBI Satisfaction Inclusion of Other Satisfaction Measures
Factors Program Expectations Decreased Increased Services Overall Satisfaction Combined
Philosophy and
Knowledge B SE B B SE B B SE g B SE B B SE B B SE B
Constant 0.00 0.88 1.06 0.80 -0.65 0.62 0.25 151 1.11 0.27 4.13 0.78
K”‘S’t"r":t’sgiis"f'm 005 021 003 | 007 023 004 | 068 021 042 | 1.01 038 036" |-007 007 -013[-0.34 025 -0.19

Knowledge of autism 0.21 0.25 0.40 0.05 0.21 003 | -0.23 0.21 -0.08 | -0.59 0.36 -0.22 0.13 0.07 0.24" |-0.18 0.26 -0.09

Methods acceptable  0.52 0.13 0.43” | 053 0.12 05 | 0.56 0.11 0.46 054 0.19 0.33 | -0.04 0.04 -0.13|0.28 0.13 0.21
Cultural
Considerations

Constant 231 042 257 0.38 1.92 0.39 3.33 0.62 123 0.11 2.17 0.30
La?r%‘ﬁ%fa?fiﬁerem 011 011 014 | 014 010 019 | 023 01 03T | 001 015 002 |-0.04 003 -0.18|0.12 0.08 0.21
C“gt“;f? understood by 19 019 027° | 012 009 02 | 047 008 024" | 017 014 019 | 002 003 013|012 006 °24
Child Outcomes

Constant 0.44 0.96 253 1.51 051 1.87 1126 3.33 2503 0.76 7.15 2.79
Ch”gliﬁl:“" usingthe g5 017 079" | 058 024 060 | 086 036 0718 | 099 055 065 | 0.14 012 046 |031 045 0.20

Child's ability to speak 0.11 0.23  0.07 0.00 036 0.01| 0.13 0.43 0.071 | 0.36 0.6 0.17 0.04 0.14 0.08 |-0.27 0.66 -0.12
Child's ability to use a

communication -0.64 0.25 -0.29 0.39 -0.23| -0.92 055 -0.411 | -0.85 085 -0.35 | -0.1 0.19 -0.18 |-0.03 0.73 -0.01
system
Child's ability to clean
self 042 026 022 | -054 036 -044 | -039 055 -0.177 | -0.83 0.82 -0.29 | -0.28 0.19 -0.44 |-0.58 0.67 -0.30
Ch'lﬂ‘isasgr'l}%éo be -0.23 0.25 -0.11 | -0.14 0.25 -0.11| 041 0.26 0.243 | 0.39 0.77 0.13 | -0.07 0.09 -0.18 |-0.39 0.45 -0.19

Child's ability to
participate in a 0.38 0.24 0.21 0.58 045 0.47 | 091 0.48 047 113 0.72 045 | -0.15 0.17 -0.24|-0.21 0.84 -0.11
group

8ET



Table 21 cont'd
Multiple Regression Results Across Factors

Satisfaction with IBI's

Severity of Autism IBI Satisfaction Inclusion of Other Satisfaction Measures
Factors Program Expectations Decreased Increased Services Overall Satisfaction Combined
Features of IBI B SE B B SE B B SE B B SE B B SE B B SE B
Constant 434  1.47 3.60 1.27 3.47 1.48 732 221 1.39 0.39 329 1.44
Number of
treatment 062 042 034 | 003 035 002 | 005 041 003 | 038 057 017 |-0.10 011 -0.21|-0.62 0.39 -0.31
hours/week
Number of g
therapists 044 041 -024 | 007 0.34 0.05 | -0.14 040 -008 |-046 058 -0.19 | 0.13 0.11 026 | 073 0.38 0.3
N“mntq’ggt‘i)r‘:;g 038 036 -014 | -061 029 -025 | 017 035 006 | 001 046 001 | 0.04 009 005 |-039 034 -0.13
Number of
program 021 034 -008 | -024 029 -0.09 | -027 034 -009 |-0.69 050 -0.19 | -0.06 0.09 -0.08 |-0.84 033 -0.27
meetings
Congg'al‘;"e”he 064 047 021 | 1.09 040 039" | 025 047 008 | -008 071 -0.02 | -0.06 013 -0.07|1.24 046 0.37
Cho'gcoeaslénthe 053 040 -020 | -038 034 -016 | 004 04 002 |-023 059 -0.06 |-0.01 011 -0.01|-0.15 0.39 -0.05
Family Effects
Constant 6.78 1.58 3.47 1.45 7.83 155 13.17 1.67 1.15 0.46 549 1.23
Increased stress 1o 517 13 | 005 016 005 | -0.05 016 -004 | -0.40 017 -028 | 0.03 005 008 |-002 013 -0.03
on the family
Relationship
with other 001 002 012 | 000 001 003 | 001 0.02 0.08 |-001 0.02 -002 |-001 004 -0.06|006 0.0l 0.06
children
Relationship 089 0.37 -034 | 002 035 001 |-091 037 -034 |-167 039 -057 |-001 011 -0.02|-048 029 -0.24
with spouse

"p<.05 p<.017 p<.001
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expectations at the< .01 level, suggesting that if parents feel thatr culture is understood,
then they also rate that the program met their eapiens. Finally, parent ratings of whether IBI
improved the spousal relationship, was signifigaatid negatively correlateg € .05) with
program expectations. That is, when parents réi&ctheir relationship was improved by IBlI,
then they rated expectations as not being metifahey rated that their relationship was not
improved by IBI, then they rated IBI expectatiossb@ing met. This result will be discussed
further in the next chapter.

Parents responded to whether their child’s autiacthreduced in terms of severity as
a result of IBl. Whether the methods were acceptaht the child was still using the skills was
positively and significantly related to ratingsaaftism severity decreage< .001 ang < .05
respectively). Having control over the goals wasifpeely correlated with severity decrease at
thep <.001 level, suggesting that parents who ratethgasufficient control also rated positive
changes in autism severity. A negative correlatvas found between the number of ST
meetings and ratings of autism severity improvemghnis finding indicates that the more
satisfied the parents were with the number of mgstwith the ST, the more likely they were to
rate autism severity as improved (i.e., decreasedrgy).

Whether or not IBI satisfaction increased over tinkgle participating in the IBI
program was significantly predicted by a numbevariables. The rating of acceptability that
parents gave the IBI methods was a predictor osHilsfaction increasing over timg< .001).

In addition, if the child was still using the skilhnd whether the parents’ language was different
from the staff was a significant positive predicfok .05).
Another area of satisfaction concerned whethep#rents felt satisfied with the way in

which the IBI team included the goals of their othervices. Four variables were significantly
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related to this dependent measure. First, paréistaztion with their learning of IBI strategies
was found to be positively and significantly coated at thg < .001 level suggesting that
parents who learned IBI strategies were more gadisvith the way in which the IBI team did
or did not incorporate the goals of other serviddee acceptability of IBI methods, as well as
whether IBI increased stress on the family wastp@dy and negatively correlated respectively,
with the parents’ satisfaction with the inclusidrother service goal$(< .05). Therefore, when
the parent rated stress as higher for the famifinduBl, they rated less satisfaction with IBI's
inclusion of other service goals. Finally, anothegative correlation at the< .05 level was
found between IBI's effect on the marital relatibipsand inclusion of other service goals.
Thus, when the marital relationship was rated gaineely affected by IBI, then inclusion of
other service goals was rated positively.

In terms of overall satisfaction predictors, raimggarding appropriate number of
program meetings were negatively correlated witkral satisfactiong < .05). Therefore as
meeting numbers went up, satisfaction went dowsdidition, methods being rated as
acceptable, and having control over the goals salegithin IBI were also significant positive
predictors of satisfaction at< .05. Each of the independent measures of setisfiaalso
demonstrated a number of predictors, as was deskritherefore, quantitative analysis
indicates a number of statistically significanatednships between variables in the operational
framework and individual and combined measuresit$faction.

As discussed in Chapter Three, there were a nuoflgren-ended questions in the
survey and a focus group was held following thevesyidata collection. Both of these sources
provided additional detail related to the factdrsttaffected satisfaction. These results are

discussed below.
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Qualitative Results

For various questions in the survey, there waspmoriunity for parents to add
additional comments. Comments could be made orsimmncerning “the delivery of the IBI
program,” “any other areas of improvement and 1Bthe effects of IBI on your or your
partner’s career,” “the effects of IBI on your faynlife,” “current educational support and the
transition from IBI,” and finally “your satisfactiowith the Ontario IBI program.” In addition,
space was given at the end of the survey for psuterdadd any additional comments. These data
were analyzed following the completion of the fogusup, and the findings from both sets of
gualitative data are described below.
Focus Group

Setting The focus group was held in a private communitymao the public library in
a suburb of the Greater Toronto Area (GTA) that fmtably sat the participants, the researcher
and the research assistant. Two microphones aad@airders were in the middle of the table
and refreshments were available. The focus grooip itace on a weekday evening and lasted
just over one and a half hours.

Participants Kelly is a working mother in her 40s with oneldhiwhose son with
autism is 18 years old and who received IBI atausiperiods throughout his life, using both
the DFO and DSO options. Kelly’s son received IBlen the provincial program began for
almost a year when he was five years old. At sacy®f age, he was discharged from the
program (given the earlier age limits of the progyaand thus Kelly continued paying for her
own IBI services until he was a teenager. As adgenhe was able to access IBI services
through the government-funded (direct servicesjpopgain and received five years additional

years of IBI. Kelly describes her son as havinguaegl communication skills but not until his



143

teens, which she credits to IBI. Natalie is a @#lstudent in her twenties and has three
children, the youngest of whom has autism, anigesars old. Natalie describes her son as
having made great gains in DSO IBI and how he loasl ganguage skills and a lively
personality. Natalie’'s son had been in the directise model of IBI for two years. At the time
of the focus group he had been out of the prog@msik months.

Debbie is a stay-at-home mother with two childrad ker youngest child is a five-
year-old son with autism. She describes her sdraegisig struggled to learn throughout IBI and
who still has many challenges. Debbie’s son begaédrvices just before the age of three
through the direct funding option, and at the twhéhe focus group, was being slowly
discharged from these services. Debbie and hermdshave decided to continue his IBI
services for half-days paying for it themselvesofwing his discharge.

The questions that were asked during the focuspgaoe presented in Appendix F. The
resulting data from the focus group were firstsorccording to the questions that were asked
and then were analyzed thematically using thedragram strategy described in Chapter three.
Four overarching themes emerged from the dBiaRelated Stres<Child and Parent
Outcomes Resulting from [BParental Control of IBI programandService DeliveryTable 22
outlines the general themes and subthemes thatickartfied.

Overview of Qualitative Results

With respect to the receipt of IBI services overadith the mothers in the focus group
and those responding to the open-ended questiotiee@urvey largely agreed that the receipt
of IBI services was of great benefit to their chifdcus group participants spoke highly of their
children’s outcomes, and expressed the desirev® lhad 1Bl continue, had that been possible,

and how the amount of service was insufficient. idoeis group participants spoke extensively
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Focus Group Emerging Themes and Subthemes
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Theme

Subthemes

IBI -Related Stress

Child and Parent Outcomes

Parental Control of IBI

Service Delivery

Access to IBI services
Maintaining IBI services
Child-related stress
Support for child and family
Personal relationships

Child gains across domains
Lack of generalization of skills
Lack of benefit for some children
Change in parenting style
Parents learned skills

Parents made personal changes
Advocacy

Lack of control and choices in IBI
Dissatisfaction with service model
Scheduling control

Opposition to IBI teaching methods
Lack of communication

Support from IBI clinical team
Individualization of IBI program

Amount of service

Timing of service

Waitlist

Transition to school

IBI therapist training and managing
Relationships with clinical team
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about the difficulties they encountered attainingnaintaining IBI services for their children,
and survey respondents added the point that sdimwittations led to the need to purchase IBI
privately, at great personal expense. Several pavem selected DFO described a greater
feeling of control over their IBI program, howeubey also indicated a great deal of
dissatisfaction around the structure of the systefmance the program. The distinction
between the service or funding provider and thaadi IBI provider came up repeatedly as a
necessary distinction in terms of satisfaction.

Additional information was provided on the issuestaffing IBI programs, as well as
the difficulties in trying to communicate with safls. There was a recurring discussion in the
focus group around the struggle these parents ete@a in many areas of their lives, and how
they overcame or did not overcome particular chgks, and how advocacy skills were
developed by many of the parents during the prog&ewueral parents made overt
recommendations around the structure of the proguashthese are discussed in the discussion
chapter. Following, is a discussion of four majuernes that emerged from both the focus group

and the comments provided by parents on the survey.

IBl-related stress. Feelings of stress were prevalent in the livethefparents. It was
evident that families who responded throughoutiestionnaire as well as the focus group
experienced a great number of hardships in tryergupport their child with autism, and there
was either a general lack of support availablééot, or the supports were not effectively
coordinated (as will be discussed later). Paregetpuently mentioned the word “stress” in their
responses to the open-ended questions (e.g.,ssifémving to deal with a child that can’t

communicate”).
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Parents identified the stress related to one afdéspects: access to and receiving IBI
services (i.e., assessment processes, financiakinghild-related stress (i.e., scheduling and
preparation, and problem behaviour), support ferdhild and family (i.e., across services)
and personal relationships.

Waiting for services and decisions around IBI ssggiwas a struggle for these
families. They expressed how they were constarghtihg for services and questioning the
process and the decisions that were made for¢had by service providers.

The only time we felt stressed with IBI program wagn it was time for our son’s
assessments and reports. There was so much prdsssgere well to continue
therapy and the reports were usually so negatiag¢ ithwas stressful to hear. Our
team was not the source of our stress but [rathieg] government body that provided
our direct funding (Survey respondent).

The process and decisions that were made arouredsatx services were described
as stressful, and supports to assist in this psowese not evident. The parents expressed a
lot of dissatisfaction with the process for acaegsiervices. When service was to begin, the
parents described how decisions were made betweatirect funding option (DFO) and the
direct service option (DSO) that were unrelatetheofamilies’ needs or preferences, and this
caused a great deal of emotional stress. The mdoeallowing ongoing service or to
terminate services was described as very diffieniotionally. This process of making
service decisions was standardized, accordingascpbed “Clinical Benchmarks” (Perry,
2010). These benchmarks are indicators used toureeaether the children are benefiting
from IBI and should continue, have benefitted aredraady to move on (to school) or are not
benefitting (i.e., not learning) and should be desged from the program. Parents described
these service delivery decisions as being too staiiwked and not meeting their needs at an

individual level, causing them personal distress.



147

.. .to discontinue services only based on the tdag[my child now has] academic
skills is wrong. Our child had some academic skilswvever he did not have the
ability to integrate into a mainstream classroom. or. have self regulation skills at
school. This impacted his ability to learn and fumg..and unfortunately [this] was
overlooked. | was left back at square one, andtbddok to other private therapies
once he was discharged. This current program I\iemild benefit kids that are
higher functioning, but unfortunately these [higlfienctioning] kids are left to their
own devices and slip through the cracks of theesistem. (Survey respondent)

The termination of services following assessmegftdamilies without ongoing
support. Debbie described how difficult it was iperience the clinical benchmark
assessments. She described how an evaluator cdraehouse every six months to evaluate
her son for 20-30 minutes. Given the amount of tiha her child had been in service, she
felt that this short period of time was not su#iai to evaluate his progress, and that the
previous six months needed to be given more coretida. Debbie did not feel the
assessment was representative of her son’s skdi$i@ was discharged from the IBI
program due to the lack of progress. She deschbaddevastating this was for her, her
feelings of powerlessness, and how this assesdefeher crying for days.

For me (IBI) felt like my lifeline . . . my totaligport system. My lifeline. Then, with my
son’s services ending, it is like somebody wasiga)ou need to cut off and go all
own your own’. And | . . . I don’t know even knoteve to start. It's been three years,
| can't even imagine doing this on my own. . . yod know he is only five. I've got a
whole lifetime ahead of me. . . | am not readtlids. | was panicking. . . (Debbie)

Following IBI termination, parents described feglalone and isolated. Kelly
describes how her son was learning steadily witr#ention and yet he was discharged by
the funding provider. She describes the emotiorkisfprocess and how she would cry, and
how lost she felt at what to do, having only futhé school as the place for her son in the
future. The feelings of these parents suggeststgtorts were not in place to make

transition from IBI smoother and less difficult enomally. Debbie indicates that she and
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another family opted to file an appeal about tdescharge from IBI. She felt that this was a
good option for parents, even though she and antahely she knew had both been turned
down. The fact that Debbie had attempted to apipeadiecision is indicative of the
continued fight that parents have made to accesges for their children.

The stress that IBI created for the family was esitee and the topic of financial
impact came up as one problem area. This finamoéct was either due to the family’s
necessary changes in employment (e.g., quittidp areducing hours) or the need to
purchase private services and make additional mtmeg so.

Job changes were often a direct result of the sdimedof the IBI program. Parents
indicated that the structure of the service cauiidulties on their job due to the need to
pick up or drop off their child up during work hauiThis resulted in one parent either having
to leave their job to accommodate the IBI hoursyree parent having to change their job to
one that had more flexibility in the hours worked.

| had trouble with the rigid pickup and dropoff #sfor my child. There was NO
leeway for any reason whatsoever. There are eitbeafter school programs, or no
public transportation available, to allow a secoparent to maintain a job. | had to
start my own business which | could work flexildens and/or from home in order to
accommodate my autistic kid’s education. (Survepeadent)

The schedule for IBI was described as “rigid” anddrous”, and made it difficult
for many families to work outside the home. Oneifambescribed how they were lucky to
have services in their home, as otherwise they avbale had to drive 60 km to the nearest
centre.

The location of IBI services also had an impacparental employment. Several
parents mentioned the requirement for them tolstang in a particular place in order to get

services, and the impact this had on their work.
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We have had to stay in the same location as wedAtaue lost our spot on the
waiting list. My husband has then had to commuwtr an hour each way to get to
work and back as we were so tied to the locationvere in. (Survey respondent)

Only one of the three mothers in the focus grouglyKwas employed and worked
during the receipt of IBI services and she desdrédb@umber of issues related to her
employment. At one point she was given 30 daysefapy funding and she had to take a
leave of absence from her job. She then describedshe eventually lost her job.

Well | was knew it was coming because you knowatsing right? . . . All the years
went by and | was still there... right? Then pedpl& ‘Oh she gets special treatment’
... and | would (want to) say to people. . hayen’t) slept for like a week . . .and
(my colleagues) don't need to know what happengetan the home with my kid. .
.We were afraid to get phone (calls) from schooEventually | ended up losing my
job and I believe it was because of it. . . Theyfe@ up. . . they needed somebody
there from nine to five and | was . . on the phlmo&ing for services for [my] kid.

(Kelly)

Even managing the IBI program for families hakdi impact on their employment,
as one parent had to leave or reduce their workshioumanage the demands on the
schedule.

Because we were forced to go to a centre for onrtkat took us a 30-45 minute
drive to get to | couldn't keep working my job. Mysband then had to pickup an
extra part time job and is now working the two j@list so we can continue on. . . We
still do this because our daughter is in servicarn{Survey respondent)

There was also the predicament that families faceelrms of planning for the end of
IBI services. One family described how this impddigeir employment because they would
need to earn more money to support purchase atesrin the future.

My partner has to work in [the] mid-night shift ander to arrange paid IBI after his
therapy is over. She is diabetic and we have [adlkthyear daughter. If we would
receive part time Ontario funded IBI, she [my parirwill spend quality time with
family by changing her job to day time and shessIstress[ed] (Survey respondent)
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There were a few families who described how thepi®igram was structured in a
way to reduce the effects on their career. For @@none family described how their IBI
was provided in a day care setting and therefatendt interrupt their workday. Other
families described being lucky because they hay flexible employers or their own
business (although it was negatively impactedjhey had a clinical IBI team that worked
hard to help the families with their schedule.

Parents commented the most about the financisdetng IBI throughout the
survey’'s open-ended questions. Many parents mesdipaying for or not being able to pay
for private services. This need to pay for serviwas due to waitlists, insufficient funding,
or discharge from the program. The cost and thetiemad toll on the family were extensive,
and bankruptcy and poverty were descriptors ofrtipact.

We avoided bankruptcy by going to a credit counrsahal having them take over
negotiations with creditors. We are 4 years into-gear payback program and are
now living below the poverty line. It has leftfurmncially devastated. No family
should be put in debt like this, the program reqdiso much money in order to meet
the requirements to continue receiving fundings.just wrong!!!!' The financial
stress has had a huge impact on the health offalspheart attack, depression,
anxiety, etc, etc. (Survey respondent)

The amount of money that was spent by familiesreefduring, and following I1BI,
was also described. Two parents indicated thatthelyspent over $100,000 for services,
which depleted of retirements account and saviAgether parent needed to purchase a car
simply to get to the agency where services wenegoéelivered, and several other parents
identified transportation costs as a big problem.

Because we were waitlisted for IBI we went to &gte school for 2 years. It costed
[sic] us over 100K which we had to mortgage our$®itor. Something is not right
here......(Survey respondent).
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Even when parents obtained funding, choosing th® Dption meant still having to pay
money out-of-pocket. Several parents describedthevDFO option was open only to
parents who could afford it, since the funding wassufficient to cover the amount needed.
This impasse forced parents to choose the DSOroptio

The impact of IBI also extended to the marital andial relationships of these
participants. Relationships with spouses, familg &irends were often described negatively,
and several parents described the dissolutionenf tharriage.

While my son was in IBI, his father and |, who weeparated because of the stress of
our family life, continued to be separated becamseparenting techniques changed
and [we] were no longer on the same page. | leamegtything that | could and
applied as much as | could to improve my son’s chamf success while his father
did not appreciate being "told what to do.” He didt approve of the changes that
were required in his parenting and did not makesthaecessary adjustments.
Because my children are the most important thingpynlife, my relationship with

their father is, | feel, beyond repair. (Surveypgesdent).

The central focus for the women in the focus graag their child with autism, and
their other children, and this had a direct nega#iffect on their marital relationships.
Despite this, the relationships with their otheitdrien were described as improved, either
due to changes in parenting practices or improvésrarthe child with autism, allowing the
parent to devote more time to the other children.

There were impacts on relationships outside thelyehome as well. Debbie
described how she learned who her friends were lafteson was diagnosed and the
disappointment of realizing there were many frieadd family members that she could not
count on.

We really found out who our family and friends were the people who are willing
to stand beside you while your kid has his meltdovaey might not do anything, but
at least stand beside you and call you the nextasaly[still want to] be your friend. |
don’t want the people to tell me how to better parbut | don’t want the people to



152

not acknowledge that my son has autism eithethink that was one of my hardest
parts of [my son’s] diagnosis. [The] people thahbught were my friends and family
that | counted on turned out not to be (Debbie).

Several parents described how the behaviour aof thédd also caused a great deal of

stress. Kelly in the focus group, described howdoer would hit her before IBI, and how IBI
has led to decreases in her stress levels becatlse @hanges in behaviour.
It is absolutely destroying watching your childnligion the ground like that. And |
would cry for hours and hours and hours and becdesgot the therapy and he
learnt how to express himself and to communicatehenlearnt how to control
himself and he learnt how to learn, he just... hetvrem a kid screaming on the
floor kicking, punching me in the face, [and] heépged one of my teeth. | was
abused so badly by my kid [but] he is not like #ax@gmore and I'm no longer like
this stressed out woman . . .| have got part ofetiggiain and that’s what the IBI did
for me. (Kelly).
The topic of problem behaviour recurred in the ®gwoup and came up in the
comments on the survey. Problem behaviour impromesna non-improvements had a great
impact on the lives of the families in terms oheit decreasing or exacerbating the stress that

was experienced.

You go to the store and [your child is] laying dre tfloor screaming and kicking and
then you have people coming at you telling you wbatare doing wrong with your
kid and you are [actually] doing the right thingtiviyour kid. When you have people
staring at you, it just puts a tremendous amourstiass upon you because you have
to deal with your kid and [ignore the people]. ()

For several parents, IBl changed their perspectivproblem behaviour. They learned how
to handle the behaviour, which decreased theisstevel. The focus group parents were
confident about the way in which IBl addressed fobbehaviour or how the IBI
professionals taught them to handle problem beluavikhis training for parents was very
important. However, in the survey responses, onenpanentioned that their provider did
not address the most severe problem behaviourgstigg some inconsistencies across

programs, but also still underlining the importaoté¢his issue.
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The stress described by these families was adadeptathem, because of the positive
outcomes. Although stresses such as financiall@dding were a result of the IBI program,
it is not clear whether the stress experiencedahyilies was due to the nature of having a
child with autism, regardless of enrollment in IBhese outcomes or changes are described
next, as well as the way in which parents were efsmged during or following IBI services.

Child and parent IBI outcomes.The parents described IBI as a “lifeline,”
suggesting that they highly valued the service tihey received. Not only did their children
made great gains throughout IBI, but IBI also peadly affected the parents and their
family. Participation in IBI resulted in changesparenting style and helped develop many
parent’s abilities to advocate for their childré&ihe focus of these parents always remained
the skills of their child.

All three parents in the focus group credited IBklae reason that their child had
made gains and they described the progress thidreanmade as very significant.

| don’t think [my son] would be where he is todé@ynt for IBI]. . . | just saw him
almost transformed into something | didn’t recogrgand now . . . this kid is amazing
to watch and see, he teases, and he loves gigglend . . . | see his personality is
emerging and I'm like ‘WOW'’! Even our family [anfifiends who do see him, they
say “Wow, look at the changes in him! It's brilli&i{Debbie)

Debbie and Natalie explicitly described how thew slaeir child’s personality
emerge. For example, Natalie commented on seeingomés sense of humour, and his
increased empathy toward other children.

A little boy in school fell and he was bleeding &my son] went over there [and]
was trying to help him, to calm him down. . .Hedusenot want to be helpful. . .he
has empathy now. He actually cares about his fdé&talie)

Natalie spoke with great excitement about her sprogress. This expression of

empathy by her son was really a breakthrough asailvet, as children with autism tend to
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be characterized as lacking empathy. Therefore\&balie, this expression by her son may
have differentiated him from his autism diagnoassjndividuals with autism often do not
express empathy, indicating great progress.

Debbie described how meaningful it was for hercttol learn how to shower and
brush his teeth independently.

He was able to take a shower . . . on his own aashvhis own face, and wash his
own hair, and brush his own teeth. | said OMG. Beseathese things to everybody
else it’s so little, but to us its the biggest thin the world (Survey respondent)!

Communication was a skill that was important to ynparents, with at least one
family in the open-ended questions indicating thatr child had made great progress in this
area. In the focus group, Kelly described heariaigson’s voice for the first time and his
progression into communication at an older age.

| saw speech coming. | mean he was 11 or 12 whawthally could hear his voice—
... steadily through his teenage years andhe] can write his address. If he
expresses verbally you can't really understand Huut,if you say ‘Write it down,” he
will write whatever you ask him to write. . . (Kgll

The parents highly valued the skills acquiredhmjrtchildren. In the open-ended
guestions in the survey, more parents more often tiot reported great gains in their child,
and some parents indicated that their gains ressftecifically from their private (DFO)
program rather than the DSO program (thus implyivag they had received both). Two
parents attributed their child’s gains to havingenthan three years of service (this aspect
will be discussed later in another section). Likese of the focus group parents, the gains
mentioned by parents on the open-ended questimra (he FPIQ) were also in the areas of
communication and self help skills. Three famikéso identified academic skills as having

improved as a result of their IBI program.
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A couple of parents indicated that IBI skills wexa generalized and how the
departure from IBI programming (following dischayded to a decrease in future gains, and
some loss of skills, suggesting that improvemennfiBl may not be permanent for all

children.

Several improvements did not last or did not geliegdeyond the IBI setting. My
son has returned to eating a very narrow rangeoofis. He has never washed his
hands for us or at school, despite doing so at IBis aggressive behaviour has
increased dramatically since completing the progeran though his workers were
able to eliminate most of it while he was therer¢®y respondent).

In addition, two parents described their childrergatting worse, specifying anxiety
or emotional trauma in particular, and felt thal lBethods were not acceptable to them.

My son was traumatized emotionally by his expegemith IBI. He was afraid to

enter the room where his therapy took place forksedter we terminated the
therapy. The testing and goal setting determinadl e was at a nursery school level
when he was actually doing grade level work in gekindergarten at school. We
have no confidence in the validity of the testgmgl setting aspects. We also have no
confidence in the effectiveness of this therapyvaemald not recommend it to anyone
(Survey respondent).

All three parents in the focus group described bwsir parenting style had changed
through the parent training that was included a8l program (which one parent felt
should be mandatory), or through simply learnirmgrfrobserving the staff. This learning was
positive for the women and their families.

It totally changed my parenting style. Totally dtduse | wasn't raised to be taught to
teach my kids like that, like when | had to do shimg when | was a kid, | did it. And
| wasn't, you know, | wasn't told to, | just wasy@eshown how to do things and how
to break things down. So when | had to learn hodadhat with him, it just became
like a second nature and totally changed how | patem and how | parent my other
two as well. And then, just for my personalityjéd to integrate my personality and
into what they taught me so that | can use it edayyand not feel like | am being told
how to parent (Natalie).

Natalie described how she would learn by simplychiatg the therapists, and how
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copying their behaviour made her more effectiveammunicating with her son. In general,
the gains were shared between the children andatents. Kelly also discussed how she
learned to interact differently with her son, alilgb she tried to separate being a therapist
from being a parent, her more important role.

The parents also described how some of these expes had led to them making
personal changes. For example, Natalie describedshe now has her driver’s license
because of a battle she endured in accessing theitluher stroller. Because of the
difficulties that she faced concerning riding thestwith her child, she decided to obtain her
driver’s license. Essentially, she was driven targe her own skills because of the needs of
her child. These women in the focus group weremnglto do whatever was needed, as Kelly
described; “You become a warrior, you become adigtyou become like everything to get
the services for your child.”

These parents learned to advocate for their cmldreese advocacy skills may have
come from the receiving of IBI services and knowivigat their child should have, or simply
from the struggle of having to maintain such a lemging life, and trying to obtain any
services they could.

The ability of parents to advocate for their cleldiwas evident throughout their
discussions about appealing for more servicesjmdpafith school entry, advocating in the
community (e.g., getting the stroller onto the bas)d responding to members of the
community about their child’s autism.

The need to advocate was often directly relategeting access to services.

| am amazed how you have to fight for those sesvicethis day and age, | think its
crazy. .. This day and age, | think it's unbedlge the things | have to do to get the
services! (Natalie)
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It was repeatedly evident that the parents hadist po get their needs met. The mothers in
the focus group related with one another on theggtes they endured. These struggles were
most evident in the school system. For examplepizelvould question the school about her
son’s education, and because she was dissatisfiedheir responses, she decided to
transfer him to another school.
| [enrolled] (my son) to (a) different school besauthe board has not prepared for
[him]. They did not have any plans put in place | said ‘You know what? | am not
comfortable with this.” And | remember someonergayo me, ‘You know, you have
to trust this. We do know what we are doing.” Ameeht ‘But you are not showing
me you know what you're doing. Like, | am asking sgecific questions, you are not
giving me answers. (Debbie)
The advocacy required of these mothers in the dshiepeatedly emerged throughout the
focus group. The mothers discussed how they metisaveen IBl and the schools. They
described having to explain to the schools howr tttgid should be taught, based on their
learning in IBI. Kelly specifically advocated andig for her son’s Educational Assistants

(EAS) to attend IBI workshops to get additionalrtnag to help her son.

When my son was in elementary school, we actuatlyahcouple of EAs, take
workshops . . .. [We] offered to pay [the EAs] tloe day because [it was] a
Saturday. They didn't really have to do it, butdiese they liked [our son] and
obviously they wanted to make their job easiectually got three EAs to come with
me at one point. | had to beg them to come. (Kelly)

The learning that happened in IBI seemed to telaelparents what could be possible
for their children, and they sought the same le¥alervices in their child’s school.
Essentially, parents wanted options and control thar child’s learning, or they needed to
see that someone was in control and working towidrelseeds of their child and family.

Parental control of IBI program . Throughout the focus group the mothers identified
a lack of control and choices with respect to thkvery of services, but an appreciation of

individualized support and considerations in IBtheTresponses to the open ended questions
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on the questionnaire indicated that those pardsdsfalt a lack of control and choice
regarding their children’s programs at times, dred/tfelt that communication was
sometimes lacking. Families who were able to acttes®FO indicated having control over
their IBI program in many areas.

IBI services were designed to offer service chotodamilies when they were
eligible for funding. That is, when the child wasedto come off the waitlist, they were to be
given a choice of having either the direct serapaon (DSO), or direct funding option
(DFO). This choice was designed to support famikbe may have already had an existing
IBI program which they would want to continue. Haseg, the mothers in the focus group
described how there was not actually a choice batvwervice providers as they had
originally been told. When they were contactedh®yregional agency, they were presented
with only one of the two options. If they wanteddaegin service at that moment, they had to
choose the option presented, otherwise they waoaNe ko go back on the waiting list. Two
respondents to the questionnaire confirmed thizetthe case for them as well. In the focus
group, Debbie described how her son’s best outcavees dependent on time, and how
earlier access to services was better for her chddhe had been told. She said her decision
to accept DFO was a decision made out of “fearfiras was slipping away.

So | mean when we had 24 hours to decide, | was@k my god, what am | getting

into? . .. He is not even three yet, . . . I9d early? Am | gonna, you know, mess up

this one opportunity that you get?’ They really the pressure on [you] to make a

decision right then and there. . . . | was afrhidould make the wrong decision

[and] | would just totally mess everything up ah@vould have a negative impact on

him. (Debbie)

The choice between DSO and DFO was described dsaaisg. The choices are not

always presented simultaneously, or parents arpmogtded with the information needed to

make an informed decision as to the service theyldvprefer.
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When we got on the waitlist, | wish they had tadaistart. . . researching . . . direct
funding . . .to know . . . what to look for ... omtio go about finding a provider. We
were out of luck, but against the odds, we honesitye across the one that we went
to and | don't regret it for a moment. It was prohathe best decision we ever made.
But,if it hadn't been for that option | don't knewhat we would have done in
retrospect. And | don't even know how we would lesem come about to find one.
(Natalie)

Some parents indicated that they wished the funpiinogided them options outside of IBI, as
they believed their child’s gains were not soldlyilautable to the IBI. Two parents
attributed their child’s gains to biomedical intentions and maturation and were not willing
to credit IBI for all the positive changes theiildrhad made.

Our family chose a multi-disciplinary approach tg son's treatment using an
intense behavioural/educational/attitudinal I1BI gmam together with many
biomedical interventions (diet manipulation, suppéntation and many other
complementary treatments). The biomedical intdfeas had a tremendous effect.
It was like he came out of a fog and was interestgueople which we hadn't been
since he was one and a few months old. The hosedhogram was his
rehabilitation. . . | personally feel that more féies should be allowed or approved
for Direct Funding. . .(Survey respondent)

This inability of the parents to have control otleir service providers suggests that
the parents were at the mercy of the funding atrectThe control of the services was with
the funding agency, and this was increasingly extiderring periods of assessment. Debbie
describes the control held by the funding agency.

... A 20-30 minute visit with another instructthrey just take notes and they do their

own evaluations for another half an hour. They ttwok at a whole 6 month block . .

. you know every six months you've got to go througnd they held all the strings

and all the power, didn’t matter what my kid hachdap until then. They held all the

power (Debbie).

Families who were receiving DFO reported a greai df control over their IBI

services in terms of the number of meetings oraairthey had with staff. Control over the

schedule in IBI was described as an issue for nfiemylies. Lack of flexibility in dropoff
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and pickup times was noted as difficult although fdamilies who received services from a
DFO provider described more control over the schleednd how convenient this was for
them.

Some opposition to the teaching methods used invl described, and this might
be a difference in learning philosophy betweenpdwents and the professionals. Therefore,
despite extensive gains noted by many parents thiere still parents who felt that IBl was
not the treatment approach they would choose far thild. On the open-ended survey
guestions, one parent felt that the clinical tearthe IBI DSO was even secretive in their
delivery of IBI.

[In] the three months that my son was in a DSO paiag | had no knowledge of what
they were doing and they were very secretive amasl not allowed to see my child
when | was there. When he was in DFO, | was irecbMHowever, the team knew
better than | did what some of his goals shouldehasen. (Survey respondent)

The issue of poor communication was also raisebarfocus group discussiohfiwo
of the mothers discussed how lack of communicadioout the services for their child was an
issue for them. This lack of communication was whtéir 1Bl funding provider (i.e., the
regional agency) and the Ministry of Children’s \8ees. One parent was told she would be
on the waitlist for two years, and at four montresvguddenly given an option to choose
between direct service (DSO) and direct funding@pMebbie was not prepared for the
direct funding option as the option came up sodim@n what had been previously
communicated to her. She had not yet had the chamresearch providers and no support
was provided in this regard.

And for us we did not even see it coming. We vadddttwas a two-year waiting list
and it was only like four months we were on theingilist. So, | wasn't even looking
and wasn't even thinking and I've got actually 24dns to decide whether | wanted
the money or not. And then it was like okay s@ktihe money and then it was like
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okay now what will I do? | gotta find a providerdidn't even know what | was
looking for in a provider, you know, so that pafity that was very stressful.
(Debbie)

It was clear throughout the focus group, that tibenen were unhappy with the way
in which service decisions were made, and presdatdtem, yet they felt powerless to
change this. They described emotions such asTeay discussed fear about long waitlists,
fear of making the wrong service decision, and &arot getting services in time. There was
a lack of confidence in all the women with regagheir child and attaining needed
services. Overall, the parents expressed dissdimfiawith communication from their
funding providers, and occasionally from their wal team. As will be described below,
when more individual, tailored support is provid&nilies reported more satisfaction.

There was a clear differentiation between the stppompassion and understanding
that parents expressed having received from tlieical IBI team, as opposed to the
individuals and/or the system surrounding the IBiding initiation and termination. When
supports were individualized to the family by thiaical team, the mothers in the focus
group expressed particular satisfaction. When amg¢standard protocol was implemented
(e.g., during assessments, as described abovegatbets expressed great dissatisfaction
with the process.

All the women in the focus group described howamgnt the individualized nature
of the service was for their families. The clinitgams often implemented goals for the
children that were unique for the particular famlpr example, Debbie described how the
therapists came to the house to help them with theélid’s unwillingness to sit in his car
seat, or his limitations in eating a variety offéient foods. On an occasion when Debbie’s

son was ill, the IBI therapist made use of Skypmteract with him and to continue
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teaching. In addition, Skype was used to allow Delbi see her son in the therapy session
since he would get upset if she was ever presesily Hiscusses how the IBI team
considered her upcoming wedding in the goals tleseldped for her son.

| happened to remarry in the same year that hetatiathe program. | wanted him to
be [the] ring bearer and they actually customizegragram for him to walk (down
the aisle). Oh my God, | was so nervous. Is hdyemnna pull this off? . . . and they
sent one of the therapists to the wedding to ble kvt . . . and they worked on it for
like two weeks or so before the wedding. . . écwhen | had to leave, when he was
getting discharged (Kelly).

Overall, the parents described how they felt theyenspecial to the team and did not
feel as if they were just another “number,” contriar the experiences with the funding
agency. Therefore, having choices and control wgmitant to the parents, but also seeing
that the IBI program was tailored to their indivadlimeeds was quite valuable.

Service delivery The parents responded extensively to the opeaeeRBIQ
guestions with comments regarding the nature ostBVice delivery. These included
comments about the amount of service that waswedewhen the service began, the
extensiveness of the waitlist, and the difficudnsitions to other services (i.e., the school
system).

Parents described the limited intensity (hourstatal months) of the IBI service and
how more hours would have led to better outcomethtar children. It was clear that several
parents understood the intensity requirementsasmamend in the research (e.g., Lovaas,
1987), and felt that they were being underservindte IBI.

Unfortunately we were in provincially-funded IBI isfh limits to 24 hours per week. |
seriously believe if my child had the recommendetalrs a week he would have
made even more gains than he did. (FPIQ respondent)
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Generally parents reported that their child didgettenough months of service, and that they
would have continued if they could have. Howeveiterms of hours of service per week
over this period of time, a few families mentioried need for flexibility in their weekly
hours, and how they would have increased or deeddasurs to fit their child and their
family’s needs.

Several parents indicated that the IBI servicdedtitioo late (i.e., older than four
years) indicating that these families were not pgyirivately to access the treatment while
on the waitlist—they were waiting until the fundibggan to obtain IBI. Similarly, the
parents in the focus group also felt that the tefiservice was too short, and that hours were
often below what had been recommended in the reise@hey described wanting to have
IBI continue, even across the lifespan.

My child was diagnosed at two years of age. At tima¢ it was difficult to find a
Behavioral Therapist. We managed to locate somebtank two years. My child
began IBI at four years of age. Because funds Vimited the child only received
twelve hours a week. We saw a great deal of pregsath regards to functional and
communication skills. After literally hounding [tnegional provider], my son finally
received funding at seventeen. Apparently the bjgeson on their lists. Our
program was already in place and with the fundirggwere able to increase the
hours of IBI. Even at seventeen years of age wegseat progress! This needs to
continue in the adult years as well. (FPIQ respartyle

There were a number of very specific comments athaustaffing difficulties within
the IBI program. Comments focused around the nurobtirerapists that were provided by
the IBI program, the training and qualificationstieérapists, and the challenges of managing
therapists within the team. First, the numberdefdpists was reported as too few.

| think if we had more therapists, we'd have ddss acrimony. [There were two]
therapists that caused most of the problems, andiovéd have been able to ask for
other therapists in their team. Team meetings wexer positive, but we were able
to get good things out of them sometimes too. (FBEpondent)
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There were a number of parents who indicatedtheit therapists were insufficiently
trained. Because of this, the parents were notyawatisfied with the therapists that they
were assigned.

It was extremely frustrating to keep getting sdist[i.e., Instructor Therapists] that

knew less about Autism and IBI than | did. Some wet trained at all. Our

provider had explained to us that there was momaai&d for service than there was
properly trained available IT's [sic]. (FPIQ respdant)

Another issue was raised around consistency oaping and staff turnover. Parents
reported that they had many different therapistd, lrow difficult this was for them. It was
described that the agency had a “rotating door”taredhad an impact on the programming
that was provided. In addition, the mandatory Peladist supervision was not highly

regarded.

There was too much staff revolution. One [therjffuscame a Senior Therapist,
another [was] off on maternity leave, team memineos[ed] around, etc... We were
charged supervision hours from our Psychologistramtly saw them. Sometimes we
were between ST's [sic] when someone quit and we still getting charged hours
but we were not receiving visits from them nor updan programming. Often data
[were] not up to date. (FPIQ respondent)

Two of the women in the focus group discussed ¢hagionships they had with staff,
and the intimacy of these relationships was evidentlescribed by Debbie below. The
clinical team was described as a “second familyptBhe focus group participants and the
guestionnaire respondents described how persoese tlelationships were, and how they felt
that the staff would often go above and beyond tiesiponsibilities, suggesting high
satisfaction with the quality of the clinical tealhwas mentioned how this was not likely to
be something they would get from their school retethips.

.. .and there [was an] open door policy. | meboguld have a bad day... | cried
numerous times in their office. . . | would tekh just about anything. And I loved it
when I've been having a bad day and he was havlmgalay and | am like ‘1 am
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really sorry’, they're like ‘Just go! This is what get paid for. Just go home and
relax!” You know, | never had anyone say this befdiou always feel like it's your
[the mom’s] responsibility. You take care of himuYnake him feel better, and [as a
mom, you] feel guilty [when you] give him to soneeetse. But they always make me
feel okay (and they would say) ‘you know this iatwie do’. They [then] text me and
tell me ‘He is fine’ and ‘Relax. He is good you wnad feel relieved, you know? |
don’t know if every [IBI provider is like] that. Fas it was one of the key things that
we found really helpful. (Debbie)

The transition to school following the terminatiohlBl services was very difficult
for families. The intensity of the service, thedewf individualization and the amount of
interaction with the staff was much greater in flBdn in school. The ending of IBI services
for families was difficult because the parents fie#tt the school system was not able to
successfully provide services in a manner thatesgasistent with IBI.

Although it seems my child made great strideslItfes this was just the beginning.

If he was allowed to stay in the Regional prograbelieve he could have actually

gained many more skills. His 1Q score were actugdtting higher. | wish that IBI

was involved in schools. (FPIQ respondent).

There were changes in the amount of communicatianthese parents received from
the schools as compared to IBl. When the mothessribed their communication with
schools, they were consistently dissatisfied, ag thet a lot of resistance from school staff,
and this led to negative opinions regarding thest& capacity to support and teach their
children. All three women described this battleAmn schools and parents. Debbie
discussed her role and the disappointing lack wdlirement she has had in her son’s
educational programming, which is understandabiergthe “open door policy” she had
described within the IBI program. Natalie descriltieel repeated phone calls she would
receive from the school, due to her son’s problemaliour, requiring her to pick him up,

which would be not a situation that would occutBh making it difficult for the parents to

adjust. This school transition leaves a supportfgafamilies.
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| got really pissed off at school because two walksrow they called me to get him.
And he is doing the Connections progfasne. So there was somebody coming from
[IBI] and showing the school how we do everythitings is what he needs, his reports
systems . . . Everything was going fantastic shid [teacher] dropped his rewards
program. .. So, | am going in there and | am upgét them. . .(Natalie)

The three focus group participants each had diftdi service experiences: either
direct service, direct funding or a combinatiorboth, but all were satisfied with the clinical
services they had received as was described ablevéng direct service in a
multidisciplinary agency was useful for Natalieshe described how her son was able to
access additional services (i.e., pediatricianupational therapy, infant and child
programs). She described how her son’s additioeedls (i.e., ADHD) were identified
because he was in this agency, and how the semwmesprovided during his day and at the
centre, which was very convenient for her. Howelrwas always the priority for these
parents (the “front-runner”) and adding in othewsmes was not necessarily of interest at the
end of the day, so they were not often accessediliEa who responded to the open-ended
guestions in the FPIQ mostly expressed satisfagtitmtheir clinical services in the IBI
program, although several did indicate wanting ofegvices as well.

Parental suggestions for the IBI program Both parents responding to the open-
ended questions on the FPIQ and those in the fgroug had a number of suggestions about
improving the Autism Intervention Program. The segfgd improvements included financial
reimbursement or a funding increase for familiegiiealent delivery in the amount of IBI
given, and offering more flexibility and choice.

The discrepancies in the amount of money provfdetherapy and the amount that

parents had to pay for DFO was repeatedly probleraatd it was suggested that the

* A provincial program for transitioning the childréom IBI into school
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funding amount should increase. There was a gefestihg that recognition of the stress
and financial hardships that families endured wWitgting for services, or continuing
services, or purchasing their own services wadnhgckom the funding organization and the
government. The need for services to occur ovegdoperiods or indefinitely, and for all
children or all functioning levels was suggestediany parents.

Several parents indicated that the funding modelishbe completely direct funding.
That is, parents should receive the money direxntly be able to choose their service
provider, which might allow them more individualian in clinical methods. Therefore, all
three parents in the focus group expressed sdtmfiagith the 1Bl program from a clinical
perspective although the delivery of the servicesewdissatisfactory in terms of assessment
processes and length of services.

Research Questions

Below is a consideration of each of the resear@stjons posed in Chapter Two. The
findings are discussed with respect to all dataiged in the mixed methods approach.

Do parents express overall satisfaction with the IBprogram? Overall, parents do
express satisfaction with the IBI program as defibg child outcomes. The parents
indicated in the FPIQ that they would have contthtree service if they could have, and they
described how the service was very beneficial ¢éir tthild and their family. However that
satisfaction is clearly contingent on the individegperiences of the parents and how their
service was provided to them. There are a numbeomdtraints to satisfaction, as was
described and will be highlighted below.

Do parent ratings of IBI satisfaction vary according to the following aspects?

There were a number of areas in the literatureitieattified the following research questions
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as pertinent to satisfaction in IBI. In the currstudy, many of these variables did affect
parents’ ratings of satisfaction within the Ontahigtism Intervention Program.

a. Personal agreement with program philosophy armhts. Parents identified the
importance of control and choice throughout thiglgt with different experiences depending
on their service. Several parents expressed dtaetion with their involvement in goals,
and others were satisfied when there was individedlgoals designed specifically for their
child’s or their family’s needs.

b. Child outcomes in terms of cognitive ratings,te&am severity, and school
placementverall, parents were satisfied with their childigcomes, although a few
parents noted dissatisfaction or were not williagttribute their child’s gains to IBI. Gains
made by the children were in communication, academd social skills, although the latter
was said to be lacking by some parents. In addiparents were satisfied when problem
behaviour was addressbkdt dissatisfied when it was not.

c. Features of the IBI program: home vs. centre lealsdelivery, age at entry, hours
per week of service, total months of service, amiboihprogram and therapist supervision,
and quality of interactions with program personrieParents were dissatisfied with the
amount of service that they received in terms tltmonths, and they felt the therapists
were not all equally trained and qualified. The ilees regarded their interactions with the
clinical personnel with high regard, and closetreteships and support were described.
When the IBI personnel were responsible for thesssent of their children and access to
services, parents were dissatisfied with theseviddals and the process.

d. Impact of the program on the family: parental empglment and health, familial

relationships (i.e. spousal and/or extended famalyd/or other children), and families’
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community and social interactionsParents expressed much dissatisfaction with tieetsff
that IBI had on their family, although several pasaindicated that the effects were worth the
gains for their child. Significant dissatisfactiaas identified with the financial impact of IBI
and effects on the career of either the participateir partner. Other issues (e.g., marital
dissolution) identified by individual participantsere not significant enough to indicate that
they would predict the overall satisfaction of taésmilies.

e. Cultural or linguistic differences between thaments and the professionalsihe
ability of the IBI program to consider culture alsad a significant effect on satisfaction.
However, there were few respondents to these gqusséind thus the area warrants further
investigation. Families responding to these quasttbough expressed that their culture was
not understood in some cases, or that it was nidered in the goals for their child. This
finding suggests that cultural and language diffees may need to be further examined in

relation to IBI satisfaction.
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CHAPTER V
DISCUSSION

The Ontario Autism Intervention Program has besagport for many children with
autism and their families (Perry et al., 2008). Teenand for the service alone suggests it is
meeting some need in Ontario communities and thadl vill not be decreasing any time
soon (Howlett, 2007), given the prevalence of akitdbeing diagnosed with autism at 1 in
68 (CDC, 2014). As the demand for service continné3ntario, a thorough examination of
exactly what need the program is meeting as weltash aspects of the program are most
necessary in order to continue the services ircekpand fiscally responsible manner. In
addition, critical examination of the program maytibute to an understanding of the
pieces of IBI that are most influential for leargifLechago & Carr, 2008). The purpose of
this study was to investigate factors that contalio parent satisfaction within the Ontario
Autism Intervention Program. A number of factorsndfied within this study provide a
framework for consideration. This framework is adtional contextual (Fox, 2005) view of
both the clinical and service design of the program

Previous to this study, analysis of the Autism iméation Program in Ontario has
been limited to child outcomes, clinical servicealify, or parent involvement (Perry et al.,
2011; Perry et al. 2006, Solish & Perry, 2008).sTieisearch has been fundamental to the
sustainability of the provincial program, as wedlianovative in its consideration of quality
markers in IBI (Perry et al. 2006), and questiortimg reasons that parents are more, or less
involved in the program (Solish & Perry, 2008). pis these valuable pursuits there are
limitations to this research. The examination ddilgy indicators in IBI has been limited to

clinical considerations (e.g., quality of therapjstc.), and the investigation of parent
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involvement variables has been restricted to charmatics of the parents (e.g., self efficacy,
belief in the program) without explicitly investigyag the characteristics of the program.
Examination of the IBI service delivery model (botie clinical capacity as well as the
administrative structure), along with a considematf the overall impact on, and perspective
of families was overdue. Ivey (2004) identified hparents have very strong feelings and
concerns about outcomes for their children and imeportant it is for professionals to
collaborate with the families. Yet the amount ollaooration between professionals in the
IBI program and families was unknown. Grindle arehfington, (2014) identified the
importance of understanding the impact of intenagmprograms on families.

The current study provided the groundwork for mpeehensive understanding of
IBI effectiveness in Ontario from the families’ gpective, and, to the researcher’s
knowledge, is the first study to investigate tlogit in Canada. As such, it makes several
contributions to the current literature. In additithis study is the first to use a mixed
methods approach to parent satisfaction in IBl,civtielped to gather both breadth and
depth in the data. The findings from this resedrelps to inform the framework for future
IBI services. This framework considers parent pecspes about the existing model. The
following discussion will highlight the strength§©ntario IBI program, and make
suggestions for improvement to the program.

Parents receiving intensive behavioural interveniioa number of countries have
generally been satisfied with their services (Temy& Carr, 2007; Boyd & Corley, 2001),
and although this is also true in Ontario as veatisfaction rates were not overwhelming. Of
the parents who responded regarding their ovestififaction in the current study, two thirds

rated that they were satisfied or very satisfiethwhe program, and one third were not
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satisfied or extremely dissatisfied. Although m@ayents described the life changing effect
it had on their child with autism and how this “ed{ their child and their family, there was
still a great deal of discontent. When discussiregimpact that 1Bl had on the lives of the
families within the study, more than 80% indicatieat it had a positive impact; however
14% did indicate that the impact was negative lient, 4% did not know and 2% of data
were missing. Despite the overall positive vieviled AIP and its effect on the family, the
negative responses raise questions about flawawith service model that warrant
exploration.

The international studies were limited in that fiesi were primarily asked about
satisfaction with the implementation of IBI andisfatction with their child’s outcomes, and
not specific features of the service itself. In B@and Corley’s (2001) study for example,
there was a difference in ratings on satisfact@aseld on the more general question about IBI
implementation as compared to satisfaction of tbleild’s outcomes. Parents in that study
expressed more satisfaction about their child's@ues and less satisfaction with the
implementation of IBI. This variability in satisfin suggests there are different elements
that parents are evaluating and that child outcismet the only contributing factor to
satisfaction. Asking parents about their satistactvith an 1Bl program without defining the
aspects of the program may result in a view os&attion that is too narrow, and may not
provide a thorough evaluation. In the current stutdyecame clear that 1Bl satisfaction is a
construct, where measurement involves an analysmitiiple layers of data.

IBI Satisfaction Construct
“IBI satisfaction” is a construct that this studygbt to define and measure. Whether

or not parents were satisfied with the 1Bl prognaas assessed using the FPIQ, the MPOC
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measurement tool, and a focus group. The literataseribed in Chapter Two was used to
formulate the operational framework upon which $Btisfaction was measured. The
findings from the questionnaire and the focus grealglated a number of the variables
within that framework, and provided additional adulies that seem to function as factors of
satisfaction. It is evident from the results ofthtudy that there are many features of IBl in
Ontario that are highly regarded, and a numberrteatl to be improved.

Parent Satisfaction with the IBI program

There are a number of factors in Ontario IBI's peog that have affected parents’
satisfaction of the program as a whole. These fadgtelude: child outcomes, IBI program
agents (funding organization vs. clinical teamteat of IBI (contextual fit, parent
philosophy and choice, culture, family-centeredhabe family impact of I1BI (finances,
relationships, stress), features of the serviceo(ant) staffing), and transitions (to school). In
the quantitative analysis, only two factors (icelltural considerations and features of the IBI
service) had a statistically significant relatioipsto all questions about satisfaction.
However, other factors arose those clearly impatzedlies’ views of the service. These
combined results are discussed below beginning efitlld outcomes, the reason for which
IBI was originally developed (Perry, 1999).

Child outcomes The IBI literature has repeatedly demonstratedl ititensive ABA-
based treatment results in effective outcomestiddien with autism regardless of the
country (e.g., Eikeseth et al., 2007; 2002, Howardl., 2005; Lovaas, 1987; Perry et al.,
2011). Therefore, it is not surprising that thisdst found that some satisfaction measures
were dependent on parents’ views on their child&omes. Parents are expecting their child

to improve in their skills during early interventiatherefore their satisfaction with the
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program is at least partly dependent on such ingrants. The focus of IBI has consistently
been on the outcomes of the children. Researcltsgsovide a rationale for the program
(i.e., its necessity, and its intensity) as welfasgovernment funding. The positive outcome
for the child is the fundamental purpose of eamntgiivention and this measure determines
one area of satisfaction (Boyd & Corley, 2001). Mitthis study the parents responding had
children who entered IBI at ages slightly oldentliae Lovaas (1987) student and the
Ontario IBI study (Perry et al., 2008), althouglvés similar to the Toronto IBI study
(Freeman & Perry, 2010). Variability in satisfactigarticularly with respect to child
outcomes may have been due to the age at enttlydahildren. As was described earlier,
research supports IBI at younger ages for imprawgdomes (Flanagan, Freeman & Perry,
2012; Itzchak & Zachor, 2011; Perry et al., 20Hgwever, both the variability in
satisfaction ratings and the results of the qualgaanalysis suggest that there are a number
of factors besides child outcomes that affect fati|on within the Ontario IBI program.

IBI service differentiation. The current study found that measuring IBI satisbn
within Ontario requires an operational definitiditlee service. When parents responded to
guestions about the IBI program, there was a dffeation between the agents (i.e., people
responsible for carrying out the organization’sygsss) and the organization in their
responses. It became clear in both the quantitatidequalitative results that parents
emotionally separated the clinical IBI team (itagse that design and implement the ABA
interventions for their child) from the funding teaor regional service provider (i.e., the
organization responsible for the allocation or reai@f IBI funding and/or services, and the
structure of the program). For example, the panentise focus group described the clinical

team as being a support system to them, and howhidek strong connections with these
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professionals, and how leaving the team when IBednwas quite difficult. Yet, within that
same discussion, the parents also described a pbfferential between them and the
funding providers (“They hold all the power”), ahndw communication about services was
often unclear. Because two service delivery optemesavailable in Ontario (i.e., hiring
privately (DFO) or choosing the government-funded/ge (DSO)), these results may be
unique to this provincial program. In Trudgeon &uatr’s study for example (2007), it
seemed that parents solicited funding from the gowent, with parents obtaining their
services privately and there was no direct semioéel. As a result, other studies have not
needed to differentiate parent satisfaction basetyme of funding. In the current study,
however, the results indicate that parents werappy with the funding process for early
intervention despite being satisfied overall, tauggesting that parents considered these
aspects separately.

The funding organization It was evident from both the questionnaires ardidicus
group that parents were dissatisfied with the fngdiystem and/or organization of the IBI
program. Parents responded with dissatisfactiontabe waitlist for services, the
communication about the IBI service, and the methafdhssessment and discharge. It was
clear that parents felt they were insufficientlyppgarted in their access to services.

The funding organization was not perceived as “fgmentered,” as defined by the
MPOC scale, where parents rated questions abowutrdfamization quite low compared to
their ratings of the clinical team. Overall, it wasar that parents felt as if the persons or
organization responsible for the funding and theeas to services had little regard for the
needs of the family. Parent responses on bothgbe-ended FPIQ questions and in the

focus group indicated that parents felt the waitlias too long, the structure of the funding
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model was inequitable, insufficient, and poorly mged, and that the level of control held by
the regional programs was excessive. Particulaffigult for families were the methods and
processes that were used to assess whether sesitdd continue or cease.

It seems that parents have clear views about tjenaration of the service. The use
of choice in service delivery would seem to be amenue in which parents could feel more
control over their services. However, up to thismpdhe only built-in choice in IBI was the
direct service vs. direct funded option. The resaftthis study indicate that this was often
not a choice offered to parents simultaneouslyethyeforcing them to choose to start service
now and get the model of service available to themyait for the availability of the other
service. Another difficulty with the organizatiof 8| was the ongoing waitlists. Without
changes in the funding or structure of the sentloese waitlists will continue. Parents who
can afford it fund their own IBI programs at exteescost. The families who cannot afford
it, or do not have access to private serviceseir theographical regions, are left waiting.
Once service has begun, however, the clinical twamhighly regarded overall.

The clinical team From the parent’s perspective, some of the bastifes of the IBI
program involved the decisions and actions of thecal team. The focus group parents
indicated that the clinical teams provided a gdeatl of social support by way of being
available to families (“open door policy”) and bgrdonstrating and understanding the
parents’ need for a break in the day. The tailoahtBl goals to individual needs of the
families was one way in which parents felt satfigth their IBI program. Despite the fact
that IBI, by definition, always considers individization to be a hallmark characteristic, this
feature may be more presumed than operational f&niy described how IBI goals

changed with a changing senior therapist, sugggstist goals were sometimes driven by the
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professionals instead of the parents. The liteeatur IBl has yet to define interventions in
these programs as individualized beyond the lefvgkils assessment and curriculum.
Research on the individualization of interventiansl methodologies to fit the needs and
preferences of families is lacking and warrantssagration.

Although the clinical teams received mostly postieedback from families, there
were a few areas that resulted in less satisfacfiba level of parent involvement and
training was not reported to be consistently satisiry. Some parents felt that they were not
included and the treatment was “secretive.” Inalgddarents in IBI programs is foundational
to the structure (e.g., Lovaas, 1987). A levelarisistent parental involvement should be
required of all IBI programs in a manner that diwdualized (in content, intensity and
scheduling) to parent needs. Although most FPIQaedents felt that their team was well
gualified, a few parents indicated that they haatdpists who were insufficiently trained or
educated. The province of Ontario has yet to impleinstandards around qualifications of
ABA therapists despite attempts to do so intermatiy (Behavior Analyst Certification
Board, 2014) and despite indicators that therabaditlevel is a feature of quality IBI (Perry
et al., 2006).

Parents who felt that there were too many prograsatimgs were more likely to rate
their experiences as less satisfactory. In addiparents who rated the number of
supervisory meetings with their ST as too few anshtisfactory was predictive of less
satisfaction with their child’s overall outcometarms of autism severity. This finding
suggests that the meetings with the ST were qeeficial for the family and they wanted
more, which was similar to the research by Eikesé#il., (2009) where cognitive level

results (i.e., from 1Q measures) from IBI were gigantly correlated with the intensity of
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supervision received. Therefore, the families’ vievthe current study regarding the
adequacies of the supervision of their child’s pang from the ST may be reflective of and
somewhat attributable to their child’s outcomese Tével of supervision provided in IBl is a
clinical variable that may affect the quality oflJ&nd may require a permanent and defined
place in the clinical service model (Eikeseth et2009). IBI models might consider
establishing a minimum level of supervisor invoherwith the families throughout the
intervention.

The role that therapists play in the IBI prograrmsvgignificant and respondents
identified the number and quality of therapistsedgvant to their satisfaction. The number of
therapists was a significant predictor of satiséacand parents indicated that having only
one or two therapists was insufficient for theilds generalization of skills. The
establishment of fixed therapist numbers mightsgathe families and benefit the children in
the future. Therapist numbers are currently deteechby the availability or affordability (in
DFO) of staff or they are determined by clinicartedecisions (e.g., length of shifts, how
therapists are assigned to children, etc.). Wighdihect service option, parents have little
control over the staffing that is provided, buthe directly funded model parents are able to
make demands related to the numbers or qualitiyedf staff. Ultimately, the context of the
IBI intervention is an important consideration.drder to provide the most effective
treatments, consideration of how the program &@tsrdividual families will lead to
generalization and effective long-term outcomes.

Context of IBI. The functional contextual view is one that canmetioth research
and clinical practice in the Ontario Autism Intentien Program. Behaviour Analysts

believe that function and goal setting are fundaalen applied behaviour analysis in all its
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applications, including IBI (Wolf, 1978). Howevehe methodology to measure whether a
goal is a functional target for a client, or ingalment with their values and their context is
still lacking in ABA and its implementation, pawiarly in 1Bl programs. In the current
study, a number of areas can be considered unedemtbrella of “context.” These include
the contextual fit for the family, the consideratiof culture in program direction and
implementation, and the overall family-centeredrapph of the IBI service.

Benazzi, Horner and Good (2006) stated that effediehaviour intervention plans
must have “contextual fit,” a term used to deschbw a plan’s procedures must align with
the “values, skills, resources, and administrasieport of those who must implement the
plan” (p. 161). In examining the results of thereuat study it is clear that the IBI program is
not meeting this objective. At the root of conteattfit is the idea of “family-centered
planning,” defined as a move away from expert-dritreatment, towards an equal
partnership with professionals where parents dogrmed and supported to make treatment
decisions in (King, et al., 1996). In IBI, the ratiof “family-centered” has yet to be well
defined, but doing so could bring more satisfactmrparents and better outcomes for
children.

Parent philosophy and choic&arents in the current study generally rated the
methods used in IBI as being acceptable and thaxss{s who believed the IBI methods
were acceptable and who had input in deciding tdasgof the program were more satisfied
than other parents. However, the clinical team sg@edonsider that some families may not
believe in the methods that are being used indBdl this can also alter the level of
involvement of parents in IBI (Shine & Perry, 2008upervising therapists may want to

consider educating families about their methodsrga service implementation, and even
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offering choices in these methods prior to intemgn

Once in the IBI program, however, parent satistactended to increase over time.
When parents rated the methods within IBI as baswgptable, they also gave higher ratings
to IBI meeting their expectations. Therefore, “bhaoy1o the strategies and techniques will
likely to lead to more parent involvement, moreguarsatisfaction, and result in better
outcomes for the child. Focus group participantscated that IBI led to changes in their
parenting style because they saw methods workiiegtefely in IBI. This observational
learning suggests that effective parent traininglves teaching parents directly with their
own children. The IBI program should involve thegrds by allowing them to observe the
clinical sessions, and directly teach their owrdchlthough cultural or language differences
may make this more difficult.

Cultural diversity in IBI. Cultural factors have not been considered in Bie |
literature, yet they warrant investigation. In teitady, although a small sample size, the
cultural considerations that were made in the I®gpamming were factors that significantly
affected parent satisfaction of the Ontario IBlgmam. When the goals and objectives of the
program are more aligned with cultural values,e¢hgould be increased satisfaction.
However, IBl teams may not adequately acknowletigadle that culture may play in the
formation of intervention or educational goals ifadtividuals with autism.

Given that IBI goals are often far-reaching andoemgass all aspects of the individual’s life
(e.g., academic skills, toileting skills, self hekills, vocational skills, etc.) the program may
need to be even more culturally aware than sch&olsexample, teaching a child to eat
using a fork, a skill that may be common in 1Bl gramming may not be relevant for all

cultures. Making the assumption that such goalsamemon for all families may alienate
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some families and lead to differences in the dioacdf the clinical goals.

As discussed in Chapter Four, cultural and religiaspects of the IBI program do not seem
to be meeting the needs of family. This findingikely a shortcoming in IBI as the
assessment tools used in the program (e.g., ABldK)cultural relevance for non-western
families. If the IBI staff is over-reliant on thesmls to develop goals and teaching plans,
then it is likely that culture and religion are texged. Based on results from the current
study, it is evident that more work is needed Rirtb adequately consider family
perspectives with respect to culture, as it mayachgducational priorities (Mandell &
Novak, 2005) and goals, selection of materialddaching, and how IBI methods may, or
may not align with the family’s values.

Family-centredness of the IBI prograniThe MPOC assessment is designed to
measure family-centeredness of intervention prograynmeasuring five factors; enabling
and partnership; providing general information;yydong specific information about the
child; coordinated and comprehensive care for thiel @nd family; and respectful and
supportive care. In all areas, participants rasediliy-centredness of the IBI program
between 3 and 4.4, which is relatively low for @dint scale (with 7 indicating “to a great
extent”). One parent expressed the ideal as bbhatd'good therapists work closely with the
parents so that you are all working towards theesgaals.” Although parents who
participated in the focus group expressed a greataf satisfaction with their level of
involvement, some parents indicated that theyiéditout of the program which may explain
the lower ratings in the MPOC. It is possible thatents feel limited in their ability to make
choices and decisions surrounding their 1Bl treatihpeogram and this contributed to the

low scores in this area. Ultimately, it is the fanwho is impacted by the structure of the
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Autism Intervention Program and the impact on thigris a necessary measure of 1Bl
outcomes.

The Family Impact of IBI. This study indicates that the impact of 1Bl on tamily
is substantial. IBI has positively changed livesifany families, but at a great cost to their
finances, health, and relationships. Although tbgative correlation between IBI meeting
expectations and IBI improving spousal relationshi@s the only statistically significant
predictor of satisfaction found, there were a nundé@ther important findings in the open-
ended questions, in areas such as finances, redatpgs and stress.

The parents in this study indicated that the mjavould continue the IBI services if
they had the option. Given the recent Perry (2@h2jngs demonstrating that children
entering IBI at older ages in Ontario do not hdwetame outcomes as younger children,
continued pursuit of IBI services by families ofwlg diagnosed children will likely
continue. This same determination to obtain eartigrvention services at all costs was
described as a stress by Grindle et al. (2009daan and Carr (2007) and Dillenberger et
al. (2004). This inevitably maintains the stressgarents in this study.

An additional stress for parents was the effecttheir marital relationship
throughout IBI. Considering that some parents diesdrthe dissolution of their marriage, it
is possible that their relationship was sacrifibedause the investment in their child’s
outcomes, and this became their priority. In tihesearch, Trudgeon and Carr (2007)
reported there were more marital relationshipsweat affected negatively than positively,
causing increased stress or removing stress fdathidies. However, stress effects can be
reduced with social support.

Grindle and Remington (2014) describe predictonsaséntal stress in IBI (in
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Hastings & Johnson, 2001). The researchers desdchidm lower stress in parents was
associated with good social support and a greatexflin IBI, and higher stress was
associated with more severe autism in the chilérdfore, those parents with limited social
relationships may require additional support fréva BBl program, and this might be a
necessary feature of the service.

Features of the serviceAlthough the amount of IBI intervention providede(i
hours and months of service) has been determinkaue a variable effect on child
outcomes (Granpeesheh et al., 2010; Luiselli eRADO), it was apparent that these variables
did not predict satisfaction in the current studgwever, a number of responses to the open-
ended questions and the focus group participadtsated that service length was
insufficient, started too late, or was not représive of what the research (e.g., Lovaas,
1987) suggests. Other features that also impaetesfaction were the amount of parental
control, choice and involvement in the IBI progrdParents were consistently dissatisfied
with the amount of service they received or thargrof the termination of service. When
service was terminated, most parents enrolled thlidren in school, which was not
described as a good transition for the child okesalMparents. The differences in educational
and behavioural methods and goals, communicatimhsapport were quite different
between IBI and school, and not satisfactory ferghrents.

There is no question that in general parents irctineent study feel that the 1BI
program is effective, and this supports the extitarature. However, families are also
reporting that there needs to be some improvemeitite service. This study identified a
number of areas that could shape the future seofitiee IBI program in Ontario if family

satisfaction is a goal.
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Strengths and Limitations of the Study

As described in the introduction, this study is fii&t parent perspective study on the
IBI program in Ontario. The use of a mixed methodgl allowed for both quantitative and
gualitative data, which is regarded as beneficiamresearch is evaluative and exploratory
in nature (Cresswell, 2006). In addition, the isodi of parents who have recently
completed the IBI program as well as parents wieacarrently completing the IBI program
provides a solid representation of the currenestéthe service. The inclusion of parents
receiving either the direct service or the directding options also allows for a more
comprehensive understanding of parent experience.

The length of the FPIQ was both a strength anddition of this research. The
guestionnaire length allowed for a depth of exglorathat would not be possible in a more
condensed version. The questions covered five eadply areas (demographics, child
outcomes, family affects, culture, and family-ceatihess), each of which was comprised of
a minimum of five questions, allowing for a richta@et on the one hand, but potentially
limiting the sample on the other. It is possiblattbome parents either chose not to respond
to the questionnaire, or did not complete it beeanfsts length. In addition, the lack of
translation possibility meant that the questiommaias restricted to English speakers and this
limited the amount of data that was collected comog culture and language.

Because the paper questionnaire was being distddwyt the professionals, or other
parents, there was no way of knowing to whom threesuwas given, which individuals had
returned the questionnaire, and who had not. Tigggmted individual reminders and follow-
ups being sent to those individuals. It also makmspossible to know if responders and

non-responders differ in any significant way (iie.terms of program satisfaction or
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demographic variables) and limits the generalizatibthe results to the larger population of
past and present IBI program participants.

In addition, the possibility exists that respong@®en by the paper survey respondents
differed from those obtained through the onlinesgie&naire, simply due to the topography
of the response. However, because only four ppamnts completed paper copies of the
guestionnaire, separate analyses to determineigmjicant differences between the two
formats was not possible.

The use of the MPOC tool was also a strength sfghidy as it provided concurrent
validity of the FPIQ and also provided a measurtheflBI programs ability to be family-
centred. This psychometrically valid tool alignetihathe findings of the Family
Perspectives Questionnaire in that parents wereemataly satisfied with the 1Bl programs
inclusion of families.

The purpose of including a focus group followindgedanalysis of the questionnaire
responses was to explore particular aspects difRt@ or the MPOC in more depth.
Although the focus group findings may not genegatiz the population of parents
participating in the IBI program, the focus growggalenriched the details provided in the
guestionnaire and allowed for a more in-depth ustdeding of the views of the parents.
However, only three participants attended the faposip, providing a very small sample for
analysis. Finally, because the participants inginestionnaire were primarily mothers, it
cannot be determined whether the experiencesloérfgtvere similar or not.

Future Research
This study identifies a number of potential aremguture research concerning IBI

programs. Some of the key areas concern culturdiderations in IBI, and the clinical and
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service differences between DSO and DFO providers.

The current study suggested that understandingarhdy’s culture leads to better
ratings of satisfaction of the IBI service. Profesals in IBI would benefit from training in
“intercultural competency, ” (Byram, 1997) learnitmgcommunicate effectively with
individuals from other cultures, in order to leamd understand the differences in
educational views or parenting practices.

The families in this study were receiving servifresn DSO or DFO providers, and
there were distinct differences between the sesyiag was described by some of the
families. It would be useful to further investigaie qualitative features of the different
services. For example, do levels of individualiaatin the goals vary? Do the levels of
parent involvement and communication vary dependmghether parents are paying for
the service directly or are having to employ tlosun therapists (as could be possible in a
DFO)? For example, a parent may have more optioteyins of their level of involvement,
and this involvement may impact on their child’samumes. Do parents in DSO programs
have more or less control overall?

This type of exploration leads to questions of aesle methodology. Grindle and
Remington (2014) identify qualitative studies asaldfor identifying themes in parent
experiences in IBI, and the use of these theme®xrauhining their relationship with
adjustment could be examined in a quantitativeysmal Pursuing survey design and
gualitative methods in research may enable ABAg@imbraced within other disciplines that
use these methods, such as education. Currerglyield of ABA restricts their methods to
single subject design, due to the value of expeartaieontrol for demonstrating behavioural

change. However, the delivery of IBI to childrertmautism and their families involves
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more than direct behavioural change. There are@mviental systems and affects that must
be considered outside of the immediate behaviotiiethild. Alternative research
methodologies can provide exploratory data to mftie design of IBI programs to
maximally benefit the child and the family as a \eho
Conclusion

Ultimately the IBI program was designed to improle outcomes of children with
autism in Ontario, and this goal is being met (Yetral., 2010; Perry et al., 2008). However,
not all children are obtaining this service andifeas are seeking out the service privately,
out-of-pocket to great personal financial detrimé&wen when the families are getting access
to services, the process often causes a greaovfistakss. Despite the good clinical
outcomes, the service is time-limited and in the, grarents return to either fighting for more
support, or are struggling because of the lackuppsrt. There are improvements that can be
made to this system both administratively and célty that warrant further discussion, and
further research, both in Canada and internatignltlis no longer sufficient to focus only on
the provision of clinical hours without consideaattiof the perspectives of the family. The
greatest long-term outcomes will be found wheni$Bionsidered a service for the family,

and not exclusively a service for the child.
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Appendix B

Correlation Matrix

Correlation Matrix

Severity of IBI Satisfaction  Satisfaction with
Met Program Autism Rate Increased Over IBl's Inclusion of
Expectations Decreased Satisfaction Time Other Goals

Pearson

Knowledge of autism Correlation .267* 0.151 -0.079 .543** 279
Sig. (2-tailed) 0.019 0.184 0.491 0 0.028
N 77 79 78 80 62
Pearson

Strategy knowledge Correlation .280* 0.212 0.166 .396** -0.009
Sig. (2-tailed) 0.014 0.063 0.149 0 0.948
N 76 78 77 79 60
Pearson

Methods acceptable Correlation 404** .394** -0.108 .581** .339*%*
Sig. (2-tailed) 0 0 0.334 0 0.006
N 96 98 82 96 65

Speaking a different Pearson

language Correlation 311* 321%* -0.098 A461** 0.139
Sig. (2-tailed) 0.006 0.004 0.385 0 0.273
N 78 78 80 79 64

Culture understood by  Pearson

staff Correlation .361** .325** 0.019 A435** 0.204
Sig. (2-tailed) 0.001 0.003 0.869 0 0.106
N 78 80 81 80 64

Child is still using the Pearson

skills Correlation .394** 519** -0.035 .626** 272
Sig. (2-tailed) 0 0 0.759 0 0.031

20¢



Correlation Matrix cont’d

Severity of IBI Satisfaction  Satisfaction with
Met Program Autism Rate Increased Over IBI's Inclusion of
Expectations Decreased Satisfaction Time Other Goals

N 88 91 79 91 63
Pearson

Child's ability to speak  Correlation .282* A463** 0.028 525** 0.235
Sig. (2-tailed) 0.01 0 0.805 0 0.063
N 82 84 78 85 63
Pearson

Child's ab|||ty to use a Correlation 0.13 0.047 0.06 .381** 0.097

communication system Sig. (2-tailed) 0.396 0.748 0.696 0.007 0.573
N 45 49 45 49 36
Pearson

Child's ability to clean ~ Correlation A429%* 0.174 0.04 A23*%* 0.149

self Sig. (2-tailed) 0 0.129 0.737 0 0.26
N 76 78 74 79 59

Child’s ability to dress ~ Sig. (2-tailed) 0.638 0.949 0.66 0.461 0.943

self N 45 47 46 a7 35
Pearson

Child's ability to Correlation .336** 0.157 0.063 .535** .351**

participate in a group Sig. (2-tailed) 0.002 0.16 0.579 0 0.005
N 80 82 79 83 62
Pearson
Correlation 0.093 -0.013 0.015 -0.006 0.012

Treatment hours/ week Sig. (2-tailed) 0.411 0.911 0.898 0.96 0.925
N 80 80 80 81 64



Correlation Matrix cont’d

Severity of IBI Satisfaction  Satisfaction with
Met Program Autism Rate Increased Over IBI's Inclusion of
Expectations Decreased Satisfaction Time Other Goals

Pearson

Number of therapists Correlation -0.023 0.041 -0.095 -.218* -0.194
Sig. (2-tailed) 0.838 0.714 0.398 0.047 0.125
N 80 82 81 84 64
Pearson

Number of ST meetings Correlation 0.037 .296** -0.075 -0.05 -0.118
Sig. (2-tailed) 0.744 0.007 0.507 0.653 0.354
N 80 82 81 83 64

Number of program Pearson

meetings Correlation -0.093 0.128 -0.035 -0.053 -0.096
Sig. (2-tailed) 0.412 0.25 0.758 0.632 0.45
N 80 82 81 83 64
Pearson

Control over the goals  Correlation 428** 341%* -0.051 544 311*
Sig. (2-tailed) 0 0 0.652 0 0.012
N 100 102 82 95 65
Pearson

Choices in the goals Correlation A41%* .266** -0.003 .584** .355%*
Sig. (2-tailed) 0 0.007 0.981 0 0.004
N 99 101 82 96 65

Increased stress on the Pearson

family Correlation -0.012 0.16 -0.029 -0.157 -0.011
Sig. (2-tailed) 0.918 0.159 0.798 0.16 0.933
N 78 79 81 81 65

Relationship with other Pearson

children Correlation -0.103 -0.034 -0.001 0.03 -0.054
Sig. (2-tailed) 0.371 0.769 0.992 0.793 0.671
N 78 78 80 79 64

30¢



Correlation Matrix cont'd

Severity of IBI Satisfaction  Satisfaction with
Met Program Autism Rate Increased Over IBl's Inclusion of
Expectations Decreased Satisfaction Time Other Goals
Pearson
Relationship with spouse Correlation -0.122 -.262* -0.096 -0.141 .265*
Sig. (2-tailed) 0.283 0.019 0.392 0.208 0.033
N 79 80 82 82 65

'p<.05 " "p<.01,"p<.001
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Appendix C
Letter to Families Requesting Survey Participation

University 0

of Windsor

LETTER OF INFORMATION FOR CONSENT TO PARTICIPATE IN RESEARCH
Title of Study: Parent Perspectives on the Ontario Autism Intensi Behavioural
Intervention (IBI) Program

You are asked to participate in a research stuaywcted byMichelle Turan, doctoral
student, and supervised by Dr. Elizabeth Staryrfaculty, from the Educational Studies
program at the University of Windsor. The result$his study will be used for the purposes
of contributing to the dissertation.

If you have any questions or concerns about theareh, please feel free to contact Michelle
Turan,_turan@uwindsor.d®05-220-6662), or Dr. Starr; estarr@uwindsof®E9-253-3000
ext. 3836).

PURPOSE OF THE STUDY

The purpose of this study is to examine the defivarthe Ontario Autism Intensive Behavioural
Intervention program and how the structure or ouies of the program affect parent satisfaction.
PROCEDURES

If you volunteer to participate in this study, | wd ask you to do the following things:

Respond to the survey that is either mailed togmoaccessed online

Participate in a focus group (optional) followirgetsurvey

It is expected that participation within this studill be approximately one half hour for the survey
completion and (if participating) three hours @ddor the focus group.

POTENTIAL RISKS AND DISCOMFORTS
Minimal risks or discomforts are expected

Some participants might find it uncomfortable tspend to questions on the survey or discuss their
opinions in the context of a focus group.

POTENTIAL BENEFITS TO SUBJECTS AND/OR TO SOCIETY

Participants can expect to benefit from the oppuotyuto voice their opinions on the services they
received, as well as support the continued growiti development of intervention research for
children with autism, particularly in Ontario.

PAYMENT FOR PARTICIPATION

All participants will be entered into a draw for, 10 gift certificates for Tim Horton'’s.
CONFIDENTIALITY

Any information that is obtained in connection wiltlis study and that can be identified with youl wil
remain confidential and will be disclosed only withur permission. On the survey, there are no
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names requested, and no identifying informatiomii®n. Should you agree to participate in the
follow-up focus group, only first names will be texgted, and names will be changed when data is
shared with others. Only the researcher and a daeworder will know the first names of individuals
in the focus group.

PARTICIPATION AND WITHDRAWAL

You can choose whether to be in this study or tofou volunteer to be in this study, you may
withdraw at any time without consequences of angkiYou may also refuse to answer any
guestions you do not want to answer and still ranrathe study. The investigator may withdraw
you from this research if circumstances arise whialrant doing so.

Reasons for withdrawing a participant from thidgtinclude: the use of foul or abusive language
towards one’s self or another person during thedagoup session.

FEEDBACK OF THE RESULTS OF THIS STUDY TO THE SUBJE®
Findings from this study will be available follovgrdata analysis. These findings can be obtained by
contacting the researcher directly.

Date when results are available: December, 2013

SUBSEQUENT USE OF DATA
This data will be used in subsequent studies.

RIGHTS OF RESEARCH SUBJECTS

You may withdraw your consent at any time and diiooie participation without penalty. If you
have questions regarding your rights as a resesubfect, contact: Research Ethics Coordinator,
University of Windsor, Windsor, Ontario N9B 3P4;|&ghone: 519-253-3000, ext. 3948; e-mail:
ethics@uwindsor.ca

SIGNATURE OF INVESTIGATOR

These are the terms under which | will conductaede

Signature of Investigator Date
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Appendix D

Was your child enrolled in the Ontario Autism Intervention Program and receiving
Intensive Behavioural Intervention (IBI)?
Your feedback is needed!
| am a doctoral student at the University of Windseeking the assistance of families to
provide their perspectives on the Ontario IBI pragr. | am requesting your help. | am
looking for families who have completed the IBIgyeon within the last two years. Can you
please use the link below to complete a surveyoan gxperience in the IBl program?

IBI Parent Perspective and Satisfaction Survey
If you would like to complete the survey on papetead, please email me

turan@uwindsor.caor phone me: Michelle Turan 9fjjjjill662
Thank you for your consideration.
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Appendix F

Michelle Turan is a doctoral candidate in the Unsity of Windsor’'s Educational Studies
program. Michelle is interested in parent perspeston autism intervention services in Ontario.

Michelle has been the Coordinator of the Autism Betiavioural Science Graduate
Certificate at Mohawk College for the past 8 years] has also taught courses at Brock University,
Western University and Sage Colleges.

Michelle is a Board Certified Behavior Analyst amgublished researcher in the area of error
correction in discrete trial training.

Michelle is also married, and is the mother of t,3@ho is 7 years old, and 2 stepchildren
who are 27 and 24 years old.
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Appendix G

Focus Group Questions
. First, if you could introduce yourself, and lest know:
how old your child with ASD is now and
what grade they’re in, and
how long you were in the provincial IBI program and
whether you were receiving direct funding or direetvice. (go around the
table in a certain order so that you can registisrdn the recorder)

[ —

2. What do you think about the IBI program’s effen your resources, such as your time, or
your money or your space? (perhaps....?)
How could this have been different?
Why do you think IBI had this effect?

3. How did your personal philosophy of interactorgeaching your child fit with the IBI's
approach?

e How has the IBI program affected your knowledgeuwtlamtism and your beliefs
about interacting with your child?

4. Do you think the the IBI program has had aecfbn your other services or your receipt
of such services? What effect might there have Béemy., school, respite etc.)

5. From your perspective, what do you see aséBefbatures or aspects of the IBI
program?
e Do you feel that there are any particular probleviik the way that IBI is currently
being delivered to families within Ontario?
e How do you feel the program could be improved?

(o2}

. Given what you know now, and where your childtisn school, or overall, would you
have changed the way in which you received IBI betlier you received it at all?

\‘

. What influenced you to select direct servicedisect funding, and how do you feel about
your decision?

8. For those of you who received services throhghdirect funding option: describe what it
was like to receive funding and locate and manégaféregy for your program. How
did that go for you?

9. For those who received services through dsentice; describe what it was like to
receive services within this format?

10. Of all the things we discussed tonight, whatdo is the most important?

11. Is there anything else that you would likedg?
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