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The purpose of this study was to obtain an understanding of the unique experiences of families who have a young child at risk for or identified
with an autism spectrum disorder and their experiences with early intervention. Thirty-nine parents of children with or at risk for an autism
spectrum disorder receiving Part C services in a state in the southeastern United States participated in the study. Responses to four open-
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families have different experiences related to their participation in services and interactions with service providers, as well as varying feelings

about services. Implications for service providers are discussed in relation to recognizing the importance of family participation, matching
services to the needs of the family, and incorporating interpersonal skills into early intervention practice with families of young children with
autism spectrum disorder.
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Introduction

Early intervention services in the United States were established in 1986 as part of the Individuals with
Disabilities Education Act (IDEA) in recognition of "an urgent and substantial need" to enhance the
development of infants and toddlers with disabilities, decrease educational expenses by minimizing the need for
special education, diminish the likelihood of institutionalization, enhance the capacity of families to meet their
children's needs, and expand possibilities for independent living (U.S. Department of Education, 2004). In
2011, 343,000 infants and toddlers in the United States received early intervention (EI) services in accordance
with Part C of the reauthorized IDEA of 2004 (Lazara, Danaher, & Goode, 2012). Each state determines
authorization requirements regarding what agencies provide El services and how eligibility for services is
determined.

Research indicates that early intervention has strong potential to improve children’s quality of life by enhancing
development and preventing additional developmental delays and/or disabling conditions (Barnett, 1995;
Gwynne, Blick, & Duffy, 2009; Guralnick, 1997; Talay-Ongan, 2001; Yoshikawa, 1995). Studies indicate that El
is most likely to be effective when it is based on family priorities and occurs within the context of everyday
family routines and activities (Bruder, 2000; Dunst, 2000; Farrell, 2009; Talay-Ongan, 2001). Part C of IDEA
requires the provision of family-centered services; basic principles of family-centeredness include building on
family strengths, providing family choice regarding all aspects of El services, and engaging in family-
professional collaboration (Bruder, 2000; Crais, Roy, & Free, 2006; Dunst, Hamby, & Brookfield, 2007; Jung &
McWilliam, 2005; Trivette & Dunst, 2005; A. Turnbull et al., 2007).

Families of young children with a variety of disabilities have reported positive experiences with family-centered
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El services, including delivery of services in the home, family involvement in the El process, and social
supports and resources that met family needs. In several studies, families have indicated preference for
nonjudgmental, sincere, caring, creative, supportive, and responsive El service providers (e.g., Applequist &
Bailey, 2000; Bailey, Scarborough, & Hebbeler, 2003; Hurtubise & Carpenter, 2011; Jackson, Traub, & A.
Turnbull, 2008; Wade, Mildon, & Matthews, 2007). Families have also reported that positive child outcomes
from El and the personal skills of service providers enhance the family’s quality of life and family members’
relationships with their child (Epley, Summers, & A. Turnbull, 2011).

Other studies have reported families’ dissatisfaction with aspects of El service delivery, such as lack of
opportunities for involvement in the process and a desire to be more involved (Applequist & Bailey, 2000), and
a need for more information and/or a better understanding of information shared by professionals (Hurtubise &
Carpenter, 2011; Jackel, Wilson, & Hartmann, 2010; Lovett & Haring, 2003; Otero-Fernandez, 2004; Shannon,
2004; Wilcox, Dugan, Campbell, & Guimond, 2006). Families have reported uncertainty regarding their role in
the development of the Individual Family Service Plan (IFSP), dissatisfaction with the absence of social
supports and service options (Jackson et al., 2008), and frustration with the length of wait-time for receiving
services (Bailey et al., 2003; Bailey, Hebbeler, Scarborough, Spiker, & Mallik, 2004; Haring & Lovett, 2001;
Otero-Fernandez, 2004; Shannon, 2004; Wade et al., 2007).

Of special significance to this study are families with young children at risk for an autism spectrum disorder
(ASD). Baio (2012) defines ASDs as “...a group of developmental disabilities characterized by impairments in
social interaction and communication and by restricted, repetitive, and stereotyped patterns of behavior.”
Children are qualifying for El services after being diagnosed with ASD at young ages with increasing frequency
(Henderson, 2009), but there is limited research investigating ElI experiences from the unique perspectives of
families who have young children at risk for or identified with ASD. The available research has reported family
experiences with and perspectives on EIl services similar to those of families of children with disabilities other
than ASD. Parents of young children with ASD reported that they value being involved in decision-making,
having access to resources, receiving services in the home, allowing for flexibility in services, and utilizing a
team approach (Beals, 2004; Patterson & Smith, 2011; A. Webster, Feiler, V. Webster, & Lovell, 2004). Parents
have reported valuing opportunities to establish social networks and relationships with other families of young
children with ASD (Grindle, Kovshoff, Hastings, & Remington, 2009) and to learn new intervention strategies
that could improve the child’s communication, play, and social skills (Grindle et al., 2009; Patterson & Smith,
2011; A. Webster et al., 2004). Improved family interactions, including sibling relationships, have also been
reported as benefits of El (Grindle et al., 2009).

Studies have also found that families of young children with ASD also identify negative experiences with their
children’s EIl services. Concerns have included cost of service delivery as well as wait time between El referral
and El assessment and between determination of eligibility and service delivery (Grindle et al., 2009; A.
Webster et al., 2004). Parents sometimes reported frustration with the lack of consistency among professionals
when determining the most effective intervention approach and with service providers who seemed inflexible,
unorganized, unknowledgeable, unreliable, and unresponsive to individual families’ informational, support, and
emotional needs (Grindle et al., 2009; Patterson & Smith, 2011; Rodger, Keen, Braithwaite, & Cook, 2008; A.
Webster et al., 2004). Families reported desiring services that resulted in explicit, practical, individualized, and
child-friendly interventions based on identified learning goals for the child. When EI services were delivered in
an unsupportive, non-individualized manner, families reported negative experiences with interventions that felt
invasive and disruptive, that increased family stress, and that led them to feel overwhelmed, isolated, and
incapable of providing intervention (Beals, 2004; Grindle et al., 2009; Patterson & Smith, 2011; Rodger et al.,
2008; A. Webster et al., 2004).

The research on the perceptions of families of young children with ASD regarding El services has included only
a single family case study (Beals, 2004) and four evaluations of specific programs: Applied Behavior Analysis
(ABA) (Grindle et al., 2009), More than Words (Patterson & Smith, 2011), Early Intensive Intervention Program
(A. Webster et al., 2004), and The Stronger Families Program (Rodger et al., 2008). Because the number of
children under the age of 3 years with ASD is increasing (Henderson, 2009), an understanding of the needs of
these families is of critical importance.

The purpose of this pilot study was to obtain a more thorough understanding of families’ experiences by
including parents from a broader segment of the population of parents of young children with ASD. Research
questions guiding the collection and analysis of data were:

¢ In what activities do parents report engaging during El sessions?
* In what activities do parents report service providers engaging in during El sessions?
« What do parents report as positive qualities of El services received?

* What aspects of El service provision do parents report as needing to be changed?

Method

Participants
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Thirty-nine parents with a child between the ages of birth and 3 years who was identified as having or being at
risk for ASD participated in the study. All families lived in the state and received El services through the state’s
early intervention agency (hereafter referred to as EIA), the state’s Part C provider. Limited demographic
information was collected so that confidentiality could be ensured. Twenty-four of the 39 children were
diagnosed with ASD, and 15 were considered to be “at risk” for ASD. Twenty-eight families reported receiving
services from multiple providers. Eleven received services from one provider. Twenty-one participants reported
receiving services in both the home and community. One reported receiving services only in the home; 3, in a
clinic; 2, in a child care setting; 1, at the EIA office; 8, in a variety of settings, and 3, other unspecified
settings.

Instrument

A survey developed previously for families with young children with hearing impairments (Harrison, Dannhardt,
& Roush, 1996) was modified for use with this population. The survey consisted of questions about the child,
the child’s intervention program, and IFSP development. It included questions with five-point Likert scale
responses, yes/no response questions, and four open-ended questions. The adapted survey was piloted with
three families known to the first author who had young children with disabilities; two questions were
subsequently modified based on feedback from these families.

For this study, only responses to the four open-ended questions were analyzed. Open-ended questions are
typically used in exploratory/pilot research, allowing respondents to include more information in their responses
about feelings and attitudes most important to them (Groves et al., 2009). The open-ended survey questions
used in this study were:

* Describe what you and/or your family do during intervention.
¢ Describe what the service provider does during intervention.
 What do you like about receiving services under the EIA program?

 What would you like to change about receiving services under the EIA program?

Procedure

Recruitment. Participants were recruited from the state's seven regional autism and related disabilities centers.
These centers invited eligible families to participate in the study through their Listserv by posting the Web
address to complete the survey in an e-newsletter, and/or emailing information about the study. Parents who
volunteered to participate then responded anonymously to the survey questions online. Overall response rate
could not be calculated because it was impossible to determine how many individuals received and opened the
e-newsletter that included the recruitment letter.

Data Collection and Analysis. Qualitative methods were used to analyze parental responses to the four open-
ended survey questions. Credibility of the data, as discussed by Brantlinger et al. (2005), was established
through investigator triangulation, researcher reflexivity, maintenance of an audit trail, purposive sampling,
code-recode strategy, thick description, and particularizability.

The first author downloaded participant responses from the online survey tool into an Excel© spreadsheet.
Excel© was used throughout the analysis process to organize data. An initial reading of responses was
conducted. Analysis entailed multiple iterations of the data for the research questions. However, the iteration
process for research questions 1 and 2 differed from the analysis for research questions 3 and 4; a decision
was made to analyze responses to research questions 3 and 4 together, because participants frequently
referred to likes and dislikes about services in their responses to either question. Results for those two
questions will thus be discussed under research question 3.

Research Questions

Research Questions 1 and 2. The first author sorted participant responses into units of meaning—codes
developed to reference descriptive or inferential information collected (Miles & Huberman, 1994). Themes were
developed by means of pattern coding, which “chunks” meaning units to form themes or subthemes (Miles &
Huberman, 1994). The first and second author met to determine reliability, obtaining 96.61% agreement on
question 1 and 100% agreement on question 2. Disagreements were resolved through discussion.

Research Question 3. As indicated above, responses to research questions 3 and 4 were ultimately combined,
as participants tended to combine discussion of positive and negative experiences in response to either
question. Themes were identified as for questions 1 and 2. Subthemes were also identified using pattern
coding. The second author responded to the first author’s coding patterns; agreement was 94.50% for this
research question. Disagreements were resolved through discussion.

Results
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After empirical materials were coded and reliability conducted, the three authors agreed on titles of the themes
and subthemes. The themes and subthemes are addressed in detail in discussion of each research question
below. Also see Table 1.

In what activities do parents report engaging during El sessions?

Thirty-four participants indicated ways that they participated in El sessions; five participants gave off-topic
responses. Five themes were identified: (1) facilitating child development, (2) sharing information with service
providers, (3) observing their child and service provider, (4) learning new skills, and (5) participating
minimally. The specific ways parents reported participating in El sessions varied but were not dependent on the
service delivery setting or the discipline of the service provider.

Theme 1: Facilitating Child Development. Fifteen parents (29% of responses relevant to research question 1)
described intervention as a time when they were “facilitating child development” by interacting with the child.
Parents specifically indicated working toward child goals related to communication, interactive play, eye gaze,
and behavior. Other parents mentioned how they supported their child during El (e.g., "l work with him, by
helping him move his hands and show him how things are done and reward him.”)

Many parents referred to specific intervention techniques they used to promote child development, such as
helping the child complete tasks, engaging in play with the child, and utilizing specific models such as The
Greenspan Floortime Approach ™ (Wieder & Greenspan, 2003). For example, one parent described using
several different strategies (e.g., “We do floor time mostly with both therapies. We work on getting our son to
communicate with us, as well as have some sort of interactive play and eye contact.")

Theme 2: Sharing Information with Service Providers. Twelve participants (25% of responses relevant to
research question 1) reported engaging in El sessions by “sharing information with service providers.” “Sharing
information” included updating the El provider on the child’s progress or informing the provider about family
concerns, listening to the service provider, asking questions, and providing explanations. For example, one
parent reported describing for the provider techniques that have worked well for them when managing
challenging behaviors: "[I] explain reason for my child's behavior and other ways | have found effective in
helping him."

Theme 3: Observing the Child and Service Provider. Ten parents (19% of parent statements relevant to
research question 1) reported observing the interventionist work with their child during intervention sessions;
for some parents, this was their sole reported activity during sessions.

Theme 4: Learning New Skills. Eight parents (15% of responses relevant to research question 1) indicated
learning new skills and instructional strategies to enhance their child’s development during El sessions. One
parent, for example, stated that the whole family is present for El so that they can learn communication
techniques: "Myself, my husband, as well as my mother, are present for as many therapy sessions as possible;
and it is very important that we are taught how to communicate functionally with our daughter.” One parent
reported taking notes during El sessions to help remember the techniques learned.

Theme 5: Participating Minimally. Six parents (12% of responses relevant to question 1) indicated minimal
participation during intervention sessions. Four of the six were receiving services in the home. Parents either
said that they “do nothing” during intervention or reported being in a separate location (e.g., “During
intervention, we have to leave them alone. But after intervention, my service provider tells me everything and
gives me clues and strategies to work with my kid!”). This parent indicated that her child’s needs were being
met despite separation during El sessions.

In what activities do parents report that the service provider engages during
intervention?

All 39 participants explained how the service provider engages during intervention. The three themes identified
suggest that service providers’ activities during El sessions mirrored the ways parents reported being involved.
That is, respondents perceived service providers as facilitating child development, sharing information, and
developing new family skills. Respondents’ descriptions of El service providers’ activities during intervention did
not vary across providers’ disciplines or service delivery setting.

Theme 1: Facilitating Child Development. Twenty-eight participants (67% of statements relevant to research
question 2) identified service provider engagement in intervention sessions as being focused on facilitating child
development. Participants noted specific strategies and approaches El service providers used to facilitate
children’s development toward such goals as using sign language, engaging in appropriate social interactions,
and increasing receptive and expressive language. Parents referred to service providers’ use of play-based
intervention and Greenspan’s Floortime Model™ (Wieder & Greenspan, 2003). Some parents gave general
responses (e.g., “She interacts with my son.”), while others were specific about service providers’ activities:“(1)
speech therapist—uses toys and daily activity as motivation for speech. (2) behavioral therapist - potty training
(3) early interventionists—teach occupational and speech skills using toys.”)

Theme 2: Sharing Information. Eight parents (19% of responses relevant to research question 2) indicated the
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El provider engaged in “sharing information,” which they further described as asking and/or answering
questions and/or answered questions and made suggestions. One parent explained how the provider
communicated and collaborated: “Our service provider always calls me to set up an appointment and when we
meet up we just go over everything that has happened to my son. We bring the entire therapist team together
to go over what they have seen or where we can improve. If | have any questions she always answers them.
We sometimes bump into each other at different events and she is always concerned about our family.”

Theme 3: Developing New Family Skills. Six parents (14% of statements relevant to research question 2)
reported that service providers participated in El sessions by helping the family develop new understanding and
skills, including knowledge of strategies to use with the child. One parent explained that the provider taught
the family what to do and what not to do. Another commented, “They have got him to sign since he’s not
speaking yet, and eat some new foods. Also they have taught my family and | helpful techniques to use when
they are not present.”

What do parents report as positive qualities of El services, and what aspects of El
service provision do parents report as needing to be changed?

All 39 participants mentioned positive qualities of ElI and/or aspects they feel needed to change. The two
themes emerged in responses to this question were coded as (1) positive qualities and (2) changes needed.
The majority of comments were related to positive qualities. Seven parents said that they would not change
any aspect of services, indicating that they were completely satisfied with their El services. Parents who
reported that they would not change anything received services from providers of varying disciplines and with
diverse service delivery settings.

Theme 1: Positive Qualities. Thirty-eight participants indicated positive qualities of El services; one participant
indicated perceiving nothing positive about El services. “Positive qualities” were coded into four subthemes:

* access to resources,
* personal characteristics of service providers,
e opportunities for new skill development, and

* convenience of services to the family.

No relationship was evident between positive qualities of El and service delivery setting or discipline.

Access to resources. Twenty-seven parents (26% of statements relevant to theme 1 of research question 3)
identified access to an array of services and resources as a positive aspect of El. Services and supports
identified included child evaluations, therapies (i.e., physical therapy, occupational therapy, or speech therapy),
and access to information (i.e., classes related to child development, information regarding transition). One
participant explained how EIl providers provided step-by-step suggestions: The EIA program “evaluates and
then gives you direction. They don't expect you to figure it all out on your own, which is nice for parents who
have never experienced a child with developmental disabilities. Other than that, they have met my requests
and concerns in a timely fashion and are compassionate and considerate when doing so.”

Personal characteristics of service providers. Seventeen parents (17% of responses relevant to question 3)
indicated that characteristics of service providers were a positive quality of EIl. Specific provider characteristics
identified included wanting the child to succeed, being liked by the child, and being caring, easy to work with,
helpful, organized, understanding, professional, personable, trustworthy, and friendly. One parent expressed
appreciation for service providers’ level of concern for the child: “The therapists we have now truly care for our
child and rally behind him as much as we do.”

Opportunities for new skill development. Ten parents (10% of responses relevant to research question 3)
identified the opportunity to learn new skills to promote their child’s development as a positive quality of El.
Specific skills included having a better understanding of the child and learning strategies to use to work with
the child. One parent commented that she knew more about her child because of El services: “If it wasn't for
[the EIA program] | would not be as educated about my son as | am today.”

Convenience of services to the family. Ten participants (10% of statements relevant to research question 3)
identified the convenience of location and timing of services as positive qualities of El. Seven of those 10
respondents reported liking services in their home because the child felt more comfortable and they found it
easier to duplicate the providers’ strategies; some referred to difficulty taking their children out of the home
because of behavioral challenges. Three participants reported receiving services in other locations (e.g., a clinic,
EIA office, and a child care program providing services to young children with disabilities). Participants also
referred to conveniently scheduled visits; one commented, “l love that all the therapists can work out a great
schedule based on my son’s schedule and they complete all services at my home so | do not have to travel
and he feels more comfortable in his own environment.”

Theme 2: Changes Needed. Thirty-two participants reported aspects of their El experience that they would
wish to change; 7 participants indicated that they would not change anything. Two subthemes emerged from
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parents’ descriptions of negative experiences and suggestions for change:

+ Dissatisfaction with services. Twenty-four parents (24% of total responses relevant to research question 3)
indicated dissatisfaction with services, referring to wait time before receiving services, an inconvenient
schedule and location for services, and ineffective intervention. For example, one parent stated, “His
speech therapy isn't as effective. It’'s very structured and intimidates him.” Other responses suggested too
few services, inability to extend services through preschool, lack of funding, and the need for more services
such as specialized intervention, transition support, follow up, training for families, and explanation of
intervention practices (e.g., “I am not sure what they do besides feed my son.”). One comment exemplified
overall dissatisfaction with services: “The wait to get into the hospital rehabilitation center was a three-four
month wait. Also, our service provider could not understand, that we would not change our entire schedule
for 2.5 hours of therapy per week because and the services were over an hour away from our home, and
no one calculated, traffic, nap time and feeding for a child with a severe development delay...the services
we received from [the EIA program] would not even make a difference in our Els. The services that we
were provided was not enough, we have funded our El ourselves in hopes for a best outcome for our child.”

* Dissatisfaction with service providers. Fourteen participants (13% of responses relevant to research
question 3) expressed dissatisfaction with service providers. These responses expressed desire for
therapists to be “better,” to be more effective communicators, and to take family concerns more seriously.
One participant commented,“l would like a more experienced service coordinator, one who doesn't seem to
be too inundated to help, one who is more than just polite, one who really knows what she is doing, one
who returns phone calls, one who really seems to care, and especially one who does not have me waste
precious time on getting my child the therapy and care she needs and deserves.”

One respondent saw the provider’s lack of punctuality as a negative experience because it decreased the
amount of time the service provider spent with the child: “Show up 30 to 60 minutes late on many occasions.
Hurries through the exercises because there is not enough time to explain what she is doing.”

Some parents referred specifically to a service provider’s interaction with the family. One parent commented,
“The speech therapist we fired referred to herself as being like super nanny. Long story short, took a toy from
my son, made him cry, then did a restraint on him, told my husband to point his finger in my son’s face and
tell him no. | had to intervene.” Another wrote, “The first speech therapist we had came into the home and
played frantically with Mikey, but had no goals in mind and jabbered at me about how nothing was wrong with
him.”

Table 1
Number and percent of responses per theme and subtheme within each research
question

Research Question 1
In what activities do parents report engaging during intervention sessions? (26% of total responses coded)

Themes (N = 34 families) Number % within theme
Facilitating child development 15 29
Sharing information with service provider 12 25
Observing their child and service provider 10 19
Learning new skills 8 15
Participating minimally 6 12
Total Responses 51

Research Question 2
In what activities do parents report the service provider engages during intervention? (21% of total responses

coded)

Themes (N = 39 families) Number % within theme
Facilitating child development 28 67
Sharing information 8 19
Developing new family skills 6 14
Total Responses 42

Research Question 3
What do parents report as positive qualities of El services, and what aspects of El service provision do families
report as needing to be changed? (53% of total responses coded)

% within
Themes and Subthemes Number theme/subtheme
Theme: Positive Qualities (N = 38 families) 64 63
Subthemes: Access to resources 27 26
I
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Personal characteristics of service providers 17 17
Opportunities for new skill development 10 10
Convenience of services to the family 10 10
Theme: Changes needed (N = 32 families) 38 37
Subthemes: Dissatisfaction with services 24 24
Dissatisfaction with service providers 14 13

Discussion

Results of this pilot study indicate that families of children with or at risk for ASD reported varied experiences
with and perceptions of their El services.

Consistent with findings from other studies of families of young children with ASD (i.e., Beals, 2004; Grindle et
al., 2009; Patterson & Smith, 2011; Rodger et al., 2008; A. Webster et al., 2004; Trudgeon & Carr, 2007),
parents in this study expressed appreciation for supportive relationships with service providers, flexible and
convenient services that met family needs, and interventions that resulted in positive changes for their
children. They identified strengths of El that included access to information to help them better understand
their children and facilitate their children’s development, and access to relevant community resources and
services. Participants indicated that they valued opportunities to collaborate with El service providers to learn
new skills and help their children. They also appreciated teaming with professionals who were well organized
and knowledgeable, who demonstrated commitment to the child and family, and who were personable and
friendly. These findings are similar to those in studies involving parents of children with other disabilities (e.g.,
Jackson et al., 2008; Jackel, Wilson, & Hartmann, 2010).

Parents expressed dissatisfaction with having to wait to receive services, not obtaining information and/or
services desired, and not receiving services delivered in a manner convenient to families or tailored to their
child’s and family’s needs.

Participants in this study identified more positive qualities and outcomes of El than aspects of El they thought
needed to be changed. Neither the service provider’s discipline nor the service delivery setting was related
consistently to positive or negative experiences and perceptions of El services. The positive aspects most
frequently mentioned were access to services and the personal characteristics of service providers (subthemes
of the first theme in research question 3); both of these fit the framework for family-centered practices
designed by Trivette and Dunst (1998), which includes relational and participatory practices categories.
Relational practices are the behaviors associated with effective interaction (e.g., showing compassion, listening
effectively, communicating nonjudgmentally, identifying family strengths, and showing sensitivity to family
beliefs and values) that have been identified in other studies (e.g., Haring & Lovett, 2001; Applequist & Bailey,
2000).

Parents in this study made more positive comments (47 statements) than negative (27 statements) regarding
participatory practices. However, in regard to relational practices, parents expressed dissatisfaction with their
service providers (14 statements), almost as often as they expressed satisfaction (17 statements). Several
other studies have indicated that the relationship with the service provider seems to impact families as much
as, if not more than, the services themselves (e.g., Nachshen & Jamieson, 2000; Wang, Mannan, Poston,
Turnbull, & Summers, 2004; Brookman-Frezee, 2004; Fine & Nissenbaum, 2000; Summers et al., 2007; Siklos
& Kerns, 2006); this study supports inclusion of providers’ relational practices as components of an effective
service delivery model (see, e.g., Dunst & Dempsey, 2007).

In this study parents were asked to describe both the family’s role and the EIl provider’s roles during El
sessions. Some families reported participating minimally in intervention sessions, while others reported active
involvement that included facilitating child development, sharing information with the service provider,
observing, and developing new skills. This finding of varying levels of participation is consistent with findings
from research on families of children receiving El services for other disabilities (e.g., Applequist & Bailey, 2000;
Bailey, Scarborough, & Hebbeler, 2003). Parents’ reported level of participation (i.e., the role of the parent in
intervention) was not related to parental satisfaction with services. However, trusting provider-family
relationships that allow straightforward communication about level of parental involvement may be a critical
element of EIl service provision for families of children with ASD; for example, other research has found that
mothers of children with ASD experienced fewer symptoms of depression when their child received more hours
of Applied Behavior Analysis (ABA) per week, but those who spent more hours involved in their child’'s ABA
program felt more stress (Schwichtenberg & Poehlmann, 2007).

The findings of this study also call attention to some unique needs of parents of young children with ASD.
Participants referred to the importance of a skilled interventionist who assisted in promoting children’s
communication and social skills, enhancing the child’s ability to engage in interactive play, and reducing
challenging behaviors; attention to these specific areas may be of particular importance, as other research
indicates that families of children with ASD may experience higher levels of stress if a child’s challenging
behavior does not improve (e.g., Gray, 2002; Hastings, 2003). It may be particularly important for
professionals who provide El services for young children with ASD to keep abreast of effective and evidence-
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based principles and practices when providing services to young children with ASD such as using positive
behavior supports to intervene with challenging behaviors, building spontaneous and functional child
communication, and promoting child engagement in meaningful age-appropriate learning opportunities (see
Rogers & Vismara, 2008).

Other research has indicated that the timing of when parents learn that a child has a disability affects their
response to the situation (Nelson, 2002), and families of young children at risk for ASD are frequently unaware
of this disability until the child is approximately 2 years of age, while other families may be aware of a
disability much sooner (Layne, 2007). Therefore, the initial experiences of families who have children with ASD
may be different from those of other families, requiring flexible interpersonal skills and different supportive
behaviors on the part of the service provider (Nissenbaum, Tollefson, & Reese, 2002).

Limitations

Data collected were from one El program in one state, limiting the ability to generalize findings. In order to
ensure confidentiality, a limited amount of demographic information was collected, making it difficult to
determine if family experiences were related to specific family characteristics such as socioeconomic status, or
educational or cultural background. The inability to generalize from these data is a limitation to this study.

Future Research

This research adds to the literature by looking at the role of the provider from the parent’s perspective. The
majority of participants indicated that, regardless of setting or the discipline of the service provider, their
children’s El providers facilitated child development, shared information, or assisted the family in developing
new skills. These roles are similar to those that parents reported for themselves. The finding that parents and
service providers assumed similar roles suggests the likelihood that many of the participating families were
respected as equal and contributing partners in the intervention process. Parent-professional partnerships in
which parents feel respected may result in empowerment of the families, which in turn may result in more
competent parenting (Dunst, 2000; Dunst & Trivette, 1996). For families receiving a diagnosis of autism (often
after months or years of uncertainty), El services that enhance parental ability to cope effectively and to
participate in meaningful ways in the El process are of critical importance. In this study, the majority of
parents expressed their desire to be involved in all aspects of El service delivery.

Future research at the national level should target the experiences of families with a young child at risk or
identified with ASD, investigating on a large scale how various family characteristics (such as education,
income, and severity of disability) may influence their experiences with El.

Conclusions: Implications for Service Provision

The importance of El services that attend to the uniqueness of each individual and emphasize the quality of life
when partnering with families and other collaborative agencies has been addressed in the related literature, as
have focusing on individual needs of children with ASD and the needs and preferences of their families (see,
e.g., R. Turnbull, A. Turnbull, Wehmeyer, & Park, 2003; Summers, Hoffman, Marquis, Turnbull, & Poston,
2005; Meadan, Halle, & Ebata, 2010; Whitaker, 2002). Findings of this study also indicate that families will
respond positively to being able to participate in El sessions at levels that are comfortable for them, and to
information and services that help them understand autism in general and their children’s specific needs.

Further, it is critical to reflect upon relational practices and the interpersonal skills of service providers that are
considered critical components of family centered El services by Dunst, Trivette, and Hamby (2007) and
others. Early interventionists whose interactions when partnering with families are supportive, collaborative,
and positive are more likely to develop strong collaborative relationships characterized by caring and
commitment. Such relationships appear to be essential to parents’ feeling that El is successfully meeting the
child’s and the family’s needs.

Research involving families and their experiences and perceptions with El can have direct implications for early
intervention practice, as families are essential participants in intervention (Bruder, 2000). This study begins to
identify some unique El needs and preferences of families of young children with ASD, but additional research
is needed to further explore the distinct challenges encountered by families of young children with ASD and the
specific El service delivery needs they express. Because service adequacy affects families’ quality of life, it is
critical to continue emphasizing the importance of relational and participatory practices in personnel preparation
and professional development programs and to continue listening to the voices of families in early intervention
research.
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