ABSTRACT

Durling, Jesslyn M. A Quasi-Experimental Evaluation of the SPIRIT Toolkit for Facilitating
Autism Diagnostic Feedback with Caregivers. (Under the direction of Dr. John C. Begeny).

Providing information to clients (e.g., adults, parents, caregivers) is common practice
used in various fields to communicate the results of assessments, deliver diagnoses, and
disseminate recommendations for services or additional resources. Providing such information is
a complex interpersonal practice between the clinician and client, influenced by emotional and
cultural factors that affect a client’s engagement, satisfaction, and utilization of recommended
services. Although there are some structural, content, and interpersonal level recommendations
in the literature for delivering certain types of information to parents or caregivers as clients ,
there is almost no research evaluating structured information-sharing (i.e., feedback) models.
This study evaluated the SPIRIT toolkit, a structured toolkit designed to (a) support clinicians’
individualization of autism spectrum disorder (ASD) evaluation feedback to families; and (b)
enhance caregivers’ follow through on recommended services. Using a within-subject, pre-post
group quasi-experimental design, this study evaluated clinicians’ fidelity of using the SPIRIT
toolkit and evaluated clinicians’ social validity of SPIRIT. Findings showed that each clinician
used more of the SPIRIT steps and strategies following training and increases between pre- and
post-training were statistically significant. Furthermore, clinicians found the toolkit to be socially

valid but also provided suggestions for improving the toolkit.
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CHAPTER 1
INTRODUCTION

Clinicians’ sharing of professional information (henceforth referred to as delivering
feedback) is a commonly used practice in education, psychology, and medicine to communicate
the results of assessments, deliver diagnoses (if applicable), and disseminate recommendations
for services or additional resources. Individuals delivering feedback (hereinafter referred to as
clinicians for brevity) often include (but are not limited to) educational professionals, social
workers, medical doctors, and psychologists. Feedback is most frequently conducted with the
individual for whom the assessment, diagnosis, and recommendations are for, and they can also
include caregivers (particularly if the feedback pertains to a minor) or other professionals.
Delivering feedback is a complex interpersonal practice influenced by emotional and cultural
factors that affect caregiver engagement, satisfaction, and follow through with recommended
services (Abbott et al., 2013; Hayes et al., 2023; Nelson Gott et al., 2013; Postal & Armstrong,
2013; Suurmond & Seeleman, 2006).
Role of Emotions in Feedback Satisfaction and Service Initiation

Several studies from educational, psychological, and medical research have shown the
important and interrelated role that emotional states and reactions have on one’s ability to engage
in and process feedback, particularly for caregivers involved in feedback. Caregivers report
experiencing a range of strong emotions such as relief or vindication, distress or sadness, anxiety
or worry, guilt, grief or loss, shock and confusion, denial, and anger or frustration. For example,
many caregivers report a sense of relief and validation after feedback because they have answers
and explanations for their child’s difficulties (Abbot et al., 2013; Hayes et al., 2023). On the

other hand, families may also be faced with changing perceptions of their child and uncertainty



about the future of their child or family, evoking feelings of grief or loss related to altered hopes
and expectations (Fernéndez—Avalos et al., 2021; Graungaard & Skov, 2006; Hayes et al., 2023).
Caregivers may also report feelings of guilt related to a sense of responsibility for passing down
the disorder to the child (Abbott et al., 2013; Fernandez-Avalos et al., 2021) or not getting a
diagnosis sooner.

It is also often the case that caregivers experience many of these emotions at once and
their emotions often change over time (Nelson Gott et al., 2013), which can contribute to
additional feelings of confusion and ongoing challenges with processing emotions. Many of
these emotions are often amplified by the long waitlist and complicated process of receiving an
evaluation (Hayes et al., 2023; Connolly & Gersch, 2013). Studies also suggest that caregivers
continue to experience and cope with these strong emotions after the feedback, ranging from
weeks to years after diagnosis (Boshoff et al., 2018; Fernandez-Avalos et al., 2021); Nelson Goff
etal., 2013).

Caregivers’ emotional states at the time of feedback have also been shown to impact the
ability to process information delivered during feedback, overall satisfaction with the feedback
or assessment process, and the likelihood that they will utilize recommended services. For
example, many caregivers report difficulty with understanding and consolidating information
during feedback due to both the overwhelming emotions after receiving a diagnosis and the
quantity of information shared during the feedback (Abbott et al., 2013). In fact, caregivers who
report feeling overwhelmed during feedback indicate that they are unable to recall
recommendations given during feedback (Hayes et al., 2023). Research in the medical field

similarly show the role of caregiver affect in treatment initiation and engagement. For example,



Ozkaya and colleagues (2010) found that high levels of maternal anxiety were associated with an
increased risk of incomplete vaccination status for their children.

The field of psychology provides some explanation as to how caregivers’ emotions may
impact their overall satisfaction and perceptions of the feedback process. For example, research
has shown that high levels of anxiety can negatively impact working memory (the ability to hold
and manipulate small amounts of information in memory; Hayes et al., 2008) and memory
consolidation (the ability to convert short-term memory to long-term memory for later retrieval;
McGaugh, 2000). Moran (2016) similarly found that anxiety was broadly associated with deficits
in fluid cognition (i.e., general reasoning, abstract thinking, and problem-solving abilities). For
many individuals and families, this may present as difficulties with attending to feedback and
recommendations, remembering important details, or being an active participant in the feedback
(e.g., asking questions) (Jashar et al., 2019). As such, it is highly relevant that clinicians are
aware of and attentive to the role of caregivers’ emotional experiences during feedback.
Cultural Considerations for Feedback

Feedback is heavily reliant on language, which in and of itself is cultural. Linguistically
diverse families often report that clinicians do not effectively communicate during feedback
(Boshoff et al., 2019). For example, when clients and clinicians are culturally similar, clinicians
can more easily interpret “cues” given by the family to indicate levels of mutual understanding.
However, clinicians may misinterpret or overlook “cues” from ethnically or culturally diverse
clients, leading to incorrect assumptions of mutual understanding, which can result in clinicians
making minimal attempts to optimize mutual understanding (Meeuwesen et al., 2007). Even with
translators, it may be difficult to convey the correct meaning of findings due to differences in

translations (Postal & Armstrong, 2013). Similarly, clinicians often overuse medical language



(Boshoff et al., 2019) which leads to difficulties with understanding aspects of the evaluation and
recommendations (Abbott et al., 2013). Language barriers might also result in an inability to
share vital information, prevent the exchange of relevant treatment options, or result in clinicians
making decisions for the family or client with limited family input (Suurmond & Seeleman,
2006).

Feedback sessions are a highly interpersonal process that is heavily impacted by rapport,
which is influenced by the culture of the clinician and individual or family. For example,
families may have their own cultural norms and expectations about what is permissible to say,
what their status is in the interactions with the clinician (i.e., passive receiver of information or
partner in collaboration), and their goals for the feedback. Shared decision-making is a common
approach to feedback in the United States. This collaborative approach emphasizes that
clinicians and clients work together to share information and make decisions (Elwyn et al.,
2012). However, Suurmond and Seeleman (2006) revealed that there are several cultural factors,
such as varying ideas about health and illness, or different role expectation, that can impact the
shared decision-making process. In a collaborative or shared decision-making model, it is
expected that the clients disclose relative information, ask questions, and evaluate treatment
options. However, several studies note that families often feel uncertain or de-skilled, and
therefore are unsure of which questions to ask, how to ask questions, or when to ask questions
(Abbott et al., 2013), which can be further exacerbated by cultural differences. For example, in a
study observing differences in communication with immigrant parents, Meeuwesen and
colleagues (2006) found that clients identifying as ethnic minorities tended to agree with doctors
more and argued less, while clients who had similar cultural identities to the doctor were more

assertive in their communication and expressed more disagreement.



Biases, stereotypes, and mismatches in values are also commonly present during the
feedback process and can influence what information is shared, how information is shared, and
how family concerns are acknowledged (Suurmond and Seeleman, 2006). Specifically, bias and
stereotyping may result in concerns being ignored or the client’s contribution to the shared
decision making not being taken seriously (Suurmond & Seeleman, 2006). For example, families
have reported that they experienced delays in diagnosis due to concerns being ignored or
dismissed (Stoner et al., 2005) and Black families often report that their concerns are not taken
seriously or that clinicians may lack knowledge on cultural diversity, which results in delayed
diagnoses and therefore a loss of early intervention services (Pearson & Meadan, 2018).
Marginalized racial/ethnic groups’ negative experiences and discrimination in healthcare
negatively impacts their trust in providers (Brown et al., 2024; Hausmann et al., 2013) and
overall ratings of quality of care (Sorkin et al., 2010), which can reduce their medical adherence
or utilization of preventative healthcare or other services (Casagrande at al., 2007; Musa et al.,
2009). For Black families in particular, satisfaction with the diagnostic process has been shown
to impact service utilization (Fisher & Lynch, 2024). Caregivers have also reported a mismatch
between information they indicate as important to them and the type of information and
recommendations they receive from clinicians (Hennel et al., 2016). Families and clinicians may
also share different values about health, illness, and the concept or role of the family and the
community in their care (Ravindran & Myers, 2012). Finally, caregivers sometimes report being
suspicions, wary, and concerned about how people with more power perceive them and therefore
may be more hesitant to engage in discussions around various diagnoses (Postal & Armstrong,

2013).



Research-Based Practices in Delivering Feedback

It is paramount for clinicians to be aware of and responsive to caregivers’ emotional
states during diagnostic feedback while also attending to cultural considerations. While there is
no “gold standard,” or universal method of delivering feedback, some books/chapters (e.g.,
Holliday et al., 2016; Postal & Armstrong, 2013), systematic meta- and literature reviews
(Pattinson et al., 2021; Tharinger et al., 2008), and individual studies across different fields (e.g.,
medicine, education, psychology), suggest that several steps can be implemented to increase the
effectiveness of delivering feedback to caregivers that is mindful of caregivers’ affective needs
while attending to cultural considerations. Recommendations for guiding effective feedback
sessions can be categorized into structural, content, and interpersonal level recommendations.
Feedback Structure

Regarding structure of the feedback, consideration should be given to the promptness of
delivering feedback, time allotment, environmental structure, and individuals in attendance.
Regarding timing of the feedback, the literature widely recommends delivering feedback as soon
as possible after the evaluation (Hennel et al., 2016; Holliday et al., 2016; Pattinson et al., 2021).
Feedback should also be conducted in a private and comfortable setting to allow caregivers to
experience and express their emotional reactions (Graungaard & Skov, 2006). For example,
environmental cues such as having tissues nearby and seating arranged in a way that promotes
conversation (i.e., in a circle) can indicate a supportive environment, promote conversation, and
enhance the collaborative nature of the feedback (Holliday et al., 2016). Sessions should be long
enough to allow ample time to address family concerns, provide assessment feedback, and
discuss appropriate recommendations. Generally, families report higher satisfaction with longer

feedback (Smith et al., 2007), most commonly ranging from an hour to an hour and a half



(Abbott et al., 2013; Holliday et al., 2016), with many families also appreciating additional
appointments for discussion if needed (Abbott et al., 2013). Follow-up appointments may be
helpful for caregivers to ask questions they were unable to ask during the initial meeting (Jashar
et al., 2019). Reviewing the evaluation process and providing an outline for feedback discussion
also aids in clarifying caregivers’ understanding of the evaluation and expectations for feedback
(Holliday et al., 2016). Clinicians should also ask the family who they want in attendance at the
feedback. Specifically, many caregivers note the importance of having a support person such as a
spouse or partner, family member, or friend present to provide comfort and support (Holliday et
a., 2016). Special attention should also be placed on whether it is culturally or developmentally
appropriate to include the child present at feedback, as many families report being satisfied when
clinicians explain the results to their child (Holliday et a., 2016).
Content of the Feedback Session

There are also recommendations regarding the content discussed during the feedback that
addresses emotional, cultural, and developmental concerns. At the start of the evaluation process,
it is important to ask families about their goals for the evaluation and any relevant cultural
considerations (e.g., perspectives on relevant diagnoses and preference for communication)
(Armstrong et al., 2024). The literature largely supports the use of specific and individualized
feedback (Pattinson et al., 2021) that is focused on the individual’s strengths (Abbott et al.,
2013). In many cases where a given diagnosis is unexpected for the family, it may also be
appropriate to provide caregivers with specific details about the criteria of the diagnoses given
and which criterion or symptoms are present in the child (Holliday et al., 2016; Osborne & Reed,
2008; Pattinson et al., 2021). When delivering feedback, it is also recommended to use written

and verbal information such as completed reports or parent-friendly fact sheets (Abbott et al.,



2013; Hennel et al., 2016; Holliday et al., 2016; Pattinson et al., 2021), as this helps to address
concerns that caregivers may struggle to recall information discussed during feedback
(Armstrong et al., 2024). Written materials such as reports not only help strengthen caregivers’
understanding of their child, but also help caregivers communicate their child’s strengths and
needs with other professionals (Hayes et al., 2023).

When delivering recommendations, it is important to tailor recommendations to
individual and family characteristics (Pattinson et al., 2021) such as socioeconomic status,
education level, geographic location, cultural compatibility, and language. Recommendations
clinicians provide should be practical (Armstrong et al., 2024). Clinicians may want to ask
themselves if the recommendations they are providing are relevant to the individual or family’s
activities of daily living (Postal & Armstrong, 2013), or match with the goals of the evaluation
indicated by the individual or family. In cases where families are more resistant or upset with a
diagnosis, research also suggests that families are more likely to accept diagnoses if feedback is
ordered in terms of its similarity to the family’s narratives. For example, findings that verify the
parents’ conceptualization of the child are presented first, and findings that are novel or
discrepant from the parent’s conceptualization of their child are presented last (Tharinger et al.,
2008). Successfully communicating findings to address family concerns of everyday life
promotes engagement in feedback and increases the likelihood of caregivers using clinician
recommendations (Tharinger et al., 2008).

Emotionally and Culturally Sensitive Feedback

The literature also provides some guidance for clinicians on how to develop feedback that

is supportive of families’ emotional states and fosters collaboration while acknowledging and

respecting families’ cultural differences. Simply exploring caregivers’ emotional states and



inquiring about past service use and experience with those providing feedback can significantly
increase engagement (Girio, 2010). For example, one study found positive correlations between
clinician attentiveness and empathy and client self-efficacy and engagement (Zachariae et al.,
2003). Families also report feeling more at ease with the feedback process when clinicians are
positive, supportive, and are aware of their emotions, and make efforts to get to know their child
as an individual (Abbott et al., 2013). For example, one study on caregivers’ reactions to
diagnosis disclosures showed that clinicians’ warmth and positivity were associated with positive
emotional reaction and reduced confusion during feedback (Anderberg & South, 2021). In fact,
when feedback is provided in a constructive and affirming manner, it can even work to increase
positive emotions (Holm-Denoma et al., 2008). Clinicians should also aim to instill realistic hope
when communicating diagnoses (Armstrong et al., 2024).

It is also paramount to ask families about their cultural values, perspectives on the
diagnoses in question, and their current understanding of relevant diagnoses. Although it is
important to confirm the family’s primary language at the onset of the evaluation, it is also
important to ask families for their preferred language for feedback. For example, even if the
assessment is conducted in English, individuals and families may wish to have others present at
the feedback session who may not speak English. The use of visual materials beyond the written
assessment report may also be beneficial when families are linguistically diverse (Postal &
Armstrong, 2013). It is important that any written materials are provided in the family’s primary
language and at a reading level commensurate with their educational level (Armstrong et al.,
2024). Efforts should also be made to ensure that the feedback session is collaborative
(Tharinger et al., 2008). Specifically, professionals should describe the collaborative nature of

the feedback session explicitly from the beginning and emphasize the value of the caregivers’



expertise in their child (Stoner et al., 2005) and clarify roles (Suurmond & Seeleman, 2006). To
aid in collaboration, clinicians should also make conscious efforts to allow the family multiple
opportunities to ask questions throughout (Holliday et al., 2016). For several reasons such as
difficulty emotionally processing feedback, language barriers, or cultural differences, families
may not know what questions to ask or how to ask them. As such, clinicians can ask caregivers
what areas they were most confused by or least clear about (Postal & Armstrong, 2013) and
answer anticipated questions throughout feedback.

Scope of the Study

According to the Centers for Disease Control and Prevention, approximately one in six
children are diagnosed with a developmental disability, and one in 36 children are diagnosed
with autism spectrum disorder (ASD) (Center for Disease Control and Prevention, 2023), making
it the third most diagnosed developmental disability. One of the major roles of delivering
feedback is to disseminate service recommendations and resources. For children diagnosed with
ASD, the literature indicates the short- and long-term benefits of early intervention across
multiple domains, such as language, communication, socialization, cognitive abilities, and
adaptive behavior (Dawson & Burner, 2011; Estes et al., 2015; Schertz et al., 2013; Wergeland et
al., 2022).

However, studies show that children diagnosed with ASD are at higher risk for having
unmet specialty and therapy care needs (Chiri & Warfield, 2012) and do not utilize
recommended services (Shivers et al., 2019). Caregivers of children with ASD report many
challenges with accessing recommended services such as receiving limited information about
services (Smith-Young et al., 2019), not understanding services that are recommended (Rouse et

al., 2008), and feeling dismissed by or a lack of trust with professionals (Jackson et al., 2020).
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Difficulties in engaging in services for children with ASD are also further exacerbated by
increased levels of stress and negative emotional responses to receiving an ASD diagnosis (Ooi
et al., 2016). Given the prevalence of ASD, the noted importance of receiving intervention as
soon as possible, and the noted difficulty many caregivers have with connecting with
recommended services, this study looked to investigate the feedback practices of psychologists
providing feedback regarding ASD evaluations in a clinical setting.

Training for Clinicians to Provide Feedback

Research on clinicians training to provide diagnostic feedback is limited, however,
research that does exist suggests that many psychologists are not specifically trained in how to
provide feedback (Merker et al., 2010). For example, a recent study of Brazilian neurology
trainees found that students were not formally trained (i.e., through lectures, practice, or
feedback) on how to deliver bad news (Lima et al., 2023). Similarly, another study of fifth and
sixth year Polish medical students revealed most students (75.1%) felt inadequately prepared to
deliver bad news (Lenkiewicz et al., 2022). Other studies show that upwards of 35.6% of
clinicians found their coursework and practica training to be “very little” or “not at all” helpful
for preparing them to provide feedback in practice (Curry and Hanson, 2010).

Furthermore, one important gap in the research on delivering feedback is that almost no
studies have evaluated the impact of structured feedback models or tools. While some papers
have developed guidelines for feedback (Armstrong et al., 2024) and other studies suggest
delivering feedback using a specific (i.e., collaborative) approach (Tharinger et al., 2008), little
to no studies on feedback follow or evaluate a structured feedback model based on research that
gives explicit steps or materials to facilitate feedback systematically. For example, in a literature

review of the best practices regarding psychological assessment, it is recommended that
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feedback, “be deliberate in thinking about issues related to what and how feedback will be
delivered, including topics and ways of delivering,” but does not provide specific strategies for
such differentiation (Wright et al., 2022). Although Autism Speaks had developed a clinician’s
guide to delivering feedback (Autism Speaks, 2012), it does not appear this toolkit has been
evaluated in research. One structured feedback tool that has been developed with explicit steps,
strategies, and tools to provide differentiated feedback is the SPIRIT toolkit (Haine-Schlagel et
al., 2022).
The SPIRIT Toolkit

The SPIRIT toolkit was developed specifically for supporting families in processing an
ASD diagnosis. Specifically, it was designed to increase caregiver satisfaction and improve
utilization of recommended services by promoting parent engagement and efficacy in the
evaluation. The SPIRIT toolkit, named for each step in the process, outlines six-steps for
clinicians to deliver ASD evaluation feedback: 1) Start off on the right foot, 2) Pause to plan, 3)
Individualize diagnostic communication, 4) Readjust plan, 5) Individualize recommendations,
and 6) Thank the parent. SPIRIT incorporates research-based practices in the toolkit through
various tools (discussed later) and feedback strategies. For example, it prompts clinicians to
consider cultural responsiveness, promote clinicians to encourage caregiver engagement and
participation, and attends to the emotional readiness and needs of the family through
differentiated feedback practices. The toolkit also provides recommendations for how to
individualize the delivery of feedback by emphasizing the child’s strengths, revisiting caregivers’
evaluation goals, prioritizing recommendations, and providing visuals.

The initial SPIRIT pilot study (Haine-Schlagel et al., 2022) was a Quality Assurance

Performance Improvement (QAPI) style research study that systematically incorporated

12



community feedback and data into the toolkit development. Across two phases, this study aimed
to (a) identify needs and challenges during ASD evaluation and collaboratively develop a tool to
address them, and (b) pilot the training and delivery of the SPIRIT toolkit and assess clinician
and caregiver social validity. During the first phase, 11 psychologists from a hospital that
provides developmental and ASD evaluations participated in three 60-minute focus groups. The
focus groups assessed providers’ perspectives on the challenges families faced with following
through on clinicians’ recommendations. The clinicians also provided their perspectives on
initial drafts and proposed toolkit elements. This phase identified several themes regarding the
challenges families often experience, including grief or inability to process recommendations
following the delivery of an ASD diagnosis, difficulty navigating the ASD service system, lack
of caregivers’ knowledge about ASD and related services, and limited resources. Barriers
included rushed feedback due to limited clinician time or insurance restraints, limited resources
to facilitate initiation of recommended services, challenges in accessing the report, and variable
skills among providers’ ability to communicate recommendations. Feedback from this phase
resulted in the development of several resources in the toolkit (discussed in greater detail later):
(a) the Parent Profile Cheat Sheet, (b) a Service Path Tool, (c) post-evaluation handouts, and (d)
a SPIRIT fidelity checklist.

After development, seven clinicians were trained to use the toolkit in a one-time (two-
hour) training. Clinicians completed a feedback survey two months after training and
participated in a 15-20-minute phone interview ten months after training to assess their
perceived social validity. Clinicians also regularly submitted self-rated fidelity checklists
following ASD evaluations. 16 Caregivers completed a 15-minute phone interview one to three

months following their evaluation before (n = 10) and after (n = 6) providers received SPIRIT
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training. The percentage of service initiation was also calculated as a proportion of services
initiated to total services recommended. Clinicians rated SPIRIT as having moderate-to-high
feasibility, acceptability, appropriateness, and utility. Specifically, they found the Parent Profile
Cheat Sheet to be the most useful. There were mixed results with the recommendations portion
of the SPIRIT toolkit. For example, clinicians found the Service Path Tool and Enhanced Patient
Instructions useful as clinician resources but indicated they needed major revisions to be more
appropriate for parents. Service Path Tool and Enhanced Patient Instructions were also the
strategies utilized the least by the sample of clinicians. The Service Path Tool was used the least
with the lowest fidelity as it was found to be too long and complex. Most clinicians indicated
they planned to use SPIRIT in the future. Caregivers reported greater prioritization of
recommendations, clarity of communication, and high evaluation satisfaction when providers
had SPIRIT training.
Study Purpose and Research Questions

The initial study of the SPIRIT toolkit by Haine-Schlagel and colleagues (2022) showed
that the toolkit may be feasible to implement in a community setting to increase caregiver
satisfaction with ASD feedback, but it also revealed some key areas for refining the toolkit. It is
important to revise the toolkit such that it is feasible, acceptable, and appropriate for the user-
population it is designed for (i.e., clinicians). If the toolkit is not considered socially valid by
clinicians, it may not be used with fidelity or not used at all. Additionally, the initial SPIRIT pilot
study measured clinicians’ fidelity through self-report alone. While some research indicates that
self-report measures can be reliable and concurrent with observer-rated fidelity (Khoury et al.,
2019; Hogue et al., 2021), other research suggests self-report measures may not be reliable or

accurately reflect clinician use (Fiske, 2008; Lillehoj et al., 2004; McLeod et al., 2022), or that it
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may vary by intervention (Hogue et al., 2015). As such, it is crucial to evaluate fidelity of
SPIRIT implementation using multiple measurements of fidelity, including direct observations in
addition to self-report measures. To further research around delivering feedback to caregivers
more broadly, as well as to further examine the SPIRIT toolkit more specifically, one goal of this
project was to use past research and an iterative design process to refine the SPIRIT toolkit.
After making such refinements, this study aimed to investigate the following research questions:

1. Compared to practice as usual, are the steps of the refined SPIRIT toolkit
implemented more frequently by clinicians after receiving training on how to use the
toolkit?

2. As measured by a direct observation, are clinicians able to implement the refined
SPIRIT toolkit with appropriate fidelity after training, as defined by correctly using at
least 80% of the 50 steps in the toolkit?

3. When comparing direct observation and clinician self-report of fidelity in using the
SPIRIT toolkit, what is the percentage agreement in the two measures of fidelity?

4. To what extent do clinicians utilize and find the refined SPIRIT toolkit socially valid

as measured with a provider feedback survey?
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CHAPTER 2
METHODS

Participants and Settings

Participants for this study included 10 ASD specialist clinicians from four university-
based regional centers that specialize in ASD in the south-eastern United States. At these centers,
evaluations and feedback sessions typically adhere to the following structure: (a) a one-day, 3-4
hour evaluation of cognitive skills (or developmental ability for younger children) and ASD
symptomology; (b) a short break (typically an hour) for clinicians to score evaluation measures,
determine a possible diagnoses, and develop an initial list of appropriate recommendations; and
(c) a feedback session with the family lasting 1-1.5 hours. During feedback, families are
typically provided with handouts with recommendations and additional resources. Families are
typically contacted two-weeks after the evaluation by the resource and referral specialist at the
clinic to answer questions the family might have after the evaluation and feedback are
completed. A full report is sent to families 1-2 weeks after the evaluation and feedback. Further
details about the families will not be provided as they are not the subject of the study. Each
clinician participant in this study was assigned a randomized identification number. An IRB was
obtained prior to study recruitment, data collection, and clinician training. There was no attrition
of participants in this study. When clinicians were directly observed during pre- and post-training
to address the first three research questions in the study, verbal consent was obtained from the
caregivers receiving clinician feedback in those sessions.
Materials

SPIRIT toolkit. The original SPIRIT toolkit (Haine-Schlagel et al., 2022) included six

steps, strategies within each step, and tools to help facilitate and individualize the delivery of
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feedback. These tools include: the SPIRIT Strategies Overview, the Service Path tool, post-
evaluation handouts, the Parent Profiles Guidelines, a Parent Profile Cheat sheet, and a fidelity
checklist. As noted previously, one goal of this project was to refine some of these materials. All
descriptions of materials refer to the refined (i.e., version 2) SPIRIT toolkit that were created as a
result of an iterative design process employed as part of this study (discussed later).

The SPIRIT Strategies Overview. The SPIRIT Strategies Overview is a multi-page
document outlining the six steps of the SPIRIT toolkit (i.e., start off on the right foot, pause to
plan, individualize diagnostic communication, readjust plan, individualize recommendations, and
thank the parent) (Haine-Schlagel et al., 2022). The document provides the explanation for each
step, specifies when each step is implemented, and gives several actionable strategies for the
clinician to ensure the step is completed (see Appendix A for a sample).

The Service Path Tool. The Service Path Tool (see Appendix B) is a visual path provided
to caregivers by the clinician that includes the separate health plan and public or community
services and systems that the family can access (Haine-Schlagel et al., 2022). Clinicians use the
Service Path Tool to prioritize recommendations for the family to consider. Specifically,
clinicians indicate what recommended services families should keep doing, do now, or consider
for later using a “K,” “N,” or “L,” respectively. This tool was developed specifically to address
challenges related to a lack of parental knowledge of services, difficulty with processing
recommendation, and a need for care coordination (Haine-Schlagel et al., 2022).

Post-Evaluation Handouts. In the pilot study by Haine-Schlagel et al., the SPIRIT
toolkit included Enhanced Patient Instructions, which were developed to be used during the
recommendations portion of the feedback session to highlight next steps for families. The

Enhanced Patient Instructions were designed to match the Service Path Tool, provide more
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information on how to access the evaluation report, and include detailed information about the
recommended services. In the pilot study, this tool was found to be too lengthy and complex to
use with families. Furthermore, the clinicians found it difficult to use with families because of
the inability to edit or tailor them to the family. For the present study, significant changes to this
tool were made as part of an iterative design process (discussed later) to address this feedback.
The Enhanced Patient Instructions were modified to become two distinct sets of Post Evaluation
Handouts that include (a) detailed descriptions of prioritized recommendations, and (b) a sperate
document listing additional resources. The descriptions of recommended services (see Appendix
C for a sample) are concise snapshots of the Service Path tool divided by service type (e.g.,
autism-specific, school-based, developmental) that provides detailed descriptions and
instructions on how to access recommended services. When providing this handout to families,
clinicians select the most relevant post-evaluation handouts for the services recommended for a
more tailored experience for the family and indicate which services are a priority. The additional
resource handout (see Appendix D for a sample) is a one-page front-and-back document with
general resources that may be valuable to the family. Both documents include checkboxes for
clinicians to signal to families with services or resources are most appropriate for them. As
indicated by the SPIRIT toolkit and fidelity checklist, clinicians provide this document in its
entirety for families to reference as needed. This revised tool is henceforth referred to as the Post
Evaluation Handouts.

The Parent Profile Guidelines and Cheat Sheet. The Parent Profile Guidelines is a
document for clinicians to use to help create an individualized plan for how to reach the
evaluation goal based on a caregiver’s emotional readiness. SPIRIT provides six emotional

profiles (i.e., sad, overwhelmed, reluctant, distrustful, zealous or inquisitive, or relieved and
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ready) that include the characteristics of each profile to help clinicians identify the appropriate
emotional profile of the family (Haine-Schlagel et al., 2022). For instance, clinicians may be able
to identify caregivers as sad if they are crying or share negative thoughts or worries. The goal of
the feedback session in this case would be to provide understanding of the diagnosis and hope.
The Profile Guidelines also include specific tips for individualizing feedback with each different
emotional profile regarding the structure of the feedback session, how the diagnosis is delivered,
and recommendation guidelines. For example, clinicians may need to provide feedback at a
slower pace, clarify misconceptions about ASD, and emphasize services that promote hope for
caregivers identified as sad. This tool is used as a reference for clinicians and is not provided to
families. This tool was also developed to specifically address challenges with diagnosis feedback
such as parent grief and the inability to process information given after a diagnosis (see
Appendix E for a sample). The Parent Profile Cheat Sheet is a one-page simplified version of the
Parent Profile Guidelines, used as a visual aid and reference for clinicians (see Appendix F).

The SPIRIT Fidelity Checklist. The original SPIRIT fidelity checklist includes a set of
22 strategies organized within the six steps of the SPIRIT process to ensure accurate and
consistent implementation adherence across families and clinicians (Haine-Schlagel et al., 2022).
The fidelity checklist was revised for this study in collaboration with one of the lead developers
of SPIRIT to include more specific, objective indicators of successful implementation of each
step and strategy—which should help to ensure more accurate fidelity measurements across
observers (see Appendix G). For example, the original item “consider cultural responsiveness of
the evaluation” was modified by splitting it into four observable items: addressed the language
of the evaluation prior to start; asked caregivers who they want to attend during the feedback

session; acknowledged or asking about cultural perspectives for communication, behavior, and
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play; and clinician used culturally appropriate testing items. After revising the fidelity checklist
for the purpose of this study, the revised checklist included a set of 50 items.

The SPIRIT Strategies Reminder Card. The SPIRIT Strategies Reminder Card is a one-
page tool with the 6 major steps of the SPIRIT toolkit on the left and blank space for clinicians to
write on the right (see Appendix H). This was used as a tool during trainings for clinicians to
write examples of how they could apply the SPIRIT strategies in their practice, or for clinicians
to write other reminders or helpful items during training. The SPIRIT Strategies reminder card
was made available to clinicians after training to use during feedback sessions.

Survey Measures. A 14-item survey was used to collect clinician perceptions of
acceptability, usability, and feasibility (i.e., social validity) of the revised SPIRIT toolkit. Twelve
items from the survey were adapted from Weiner et al. (2017) and evaluated clinicians’
perceptions of the acceptability of intervention (AIM; a = 0.85), intervention appropriateness
(IAM; .= 0.91) and intervention feasibility (FIM; a = 0.89) (Weiner et al., 2017) to create three
subscales with four questions each. Acceptability measured the perception among stakeholders
that a treatment is satisfactory (e.g., “The SPIRIT toolkit meets my approval”), appropriateness
measured the perceived compatibility of a practice to address a particular issue (e.g., “The
SPIRIT toolkit seems suitable”), and feasibility measured the extent to which a treatment can be
successfully used in setting (e.g., “The SPIRIT toolkit seems feasible to implement”). Survey
items will be rated on a Likert scale from strongly disagree (1) to strongly agree (5). Two open-
ended questions were provided for additional clinician feedback not captured by the Likert items
to provide insight on items needing further refinement (i.e., “What would you change about the
SPIRIT tools?”” and “What would you make sure to keep in terms of the SPIRIT tools

themselves?”) (see Appendix I).
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Procedures

Iterative Design. Prior to training clinicians on the SPIRIT toolkit, and as part of this
project, an iterative design process was used to revise the Enhanced Patient Instructions of the
original SPIRIT toolkit, as that was the part of the toolkit not found to be acceptable to clinicians
in the pilot study of SPIRIT (Haine-Schlagel et al., 2022). The iterative design process included a
call with the participants of the original SPIRIT study in a group setting for approximately 30-
minutes during a regular staff meeting. The iterative design process also included resource and
referral specialists and interventionists (i.e., autism specialist clinicians who do not provide
assessments) in the setting of participants in the present study with brief 10—15-minute individual
meetings to ensure modifications to the toolkit met the needs of the families in study population.
Feedback from 3 families were obtained. Clinicians participating in the present study were not
included in the iterative design process. The iterative design process utilized a card sort task
where clinicians, resource specialists, interventionists, and families who participated in the
iterative design process were asked to indicate their preference for the post-evaluation handouts
among 3 prefabricated options. Additional feedback including what they liked, what they would
add, or what they would change was also. The revised documents with the most positive
feedback and votes were used in the SPIRIT training and given to clinicians (i.e., participants of
this study) to use for delivering feedback, as outlined above.

Training Clinicians to Use the SPIRIT toolkit. Clinicians were trained to implement
the SPIRIT toolkit in a one-time, two-hour virtual training facilitated by one of the lead
developers of the SPIRIT toolkit. Four separate trainings were held for clinicians given their
varying schedules, availabilities, and locations. The training materials were the same for each

group. Training included an overview of the toolkit and detailed descriptions of key steps and
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strategies. Clinicians were shown all the SPIRIT handouts and were instructed on how to utilize
them. Training also used case vignettes, interactive practice, and discussion. Following the
training, clinicians were provided with the SPIRIT manual, revised toolkit handouts, and fidelity
checklist. Clinicians were instructed to utilize the SPIRIT toolkit for delivering all feedback to
families following the training. As discussed in the following section, each clinician’s use of
SPIRIT strategies was evaluated pre- and post-training using the SPIRIT fidelity checklist.
Assessing Fidelity of Using the SPIRIT toolkit. Clinician fidelity in using the toolkit
was evaluated by the lead researcher of this study and another member of the research team
using live in-vivo direct observations. Observations were conducted using a two-way mirror or
live video feed, such that the observer was not in the room with the family or clinician. Prior to
conducting the observations, the families were notified another person would be watching the
clinician’s feedback practices, and verbal consent was obtained. In each fidelity assessment, the
observer directly watched the clinicians’ feedback sessions while rating the clinician’s fidelity by
using a fidelity checklist evaluating the steps and strategies of the SPIRIT toolkit (see Appendix
G for a sample). The observers were trained directly by the lead developer of the SPIRIT toolkit
to use the toolkit and monitor its fidelity. Each clinician was observed once at pre-training and
once at post-training. All efforts were made to conduct post-training observations at with
approximately equivalent time between their training and post-training observation for all
clinicians. However, due to time constraints, limited numbers of research personnel able to
conduct observations, scheduling difficulties, and a disruption in data collection due to a natural
disaster, the time between the training and post-training observations varied between clinicians.

Although clinicians had conducted a median number of 11 evaluations (M = 14.5) prior to post-
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training observations, weeks between training and post-training observation ranged between 3
and 32 weeks.

Feedback Surveys. Clinicians were given a survey following their post-training
observation to provide anonymous feedback regarding their usage and perceived social validity
of the SPIRIT toolkit.

Study Design

This study used a quasi-experimental, within-subject, pre-post group design. Specifically,
measures of clinicians’ fidelity to the SPIRIT toolkit were measured once pre-training and once
post-training. Clinicians’ pre- and post-training fidelity were collected using in-vivo direct
observation of clinicians’ feedback sessions while observers used the SPIRIT fidelity checklist.
Pre-training observations using the same fidelity checklist indicated what elements of SPIRIT
were already used by the clinicians (i.e., practice-as-usual).

Inter-observer Agreement

Either the lead researcher or another member of the research team conducted fidelity
observations of the clinicians. During 15% of the sessions (all of which were conducted during
pre-training observations), both individuals independently observed the clinician to evaluate
inter-rater reliability among the two observers.

Data Analysis

To analyze research question one, descriptive statistics (range, mean, and standard
deviation) were used to summarize fidelity across all participants pre- and post-training. Given
the relatively small sample size for this study, the Wilcoxon signed rank test was used to assess

statistically significant differences in fidelity between pre- and post-training. Percentage
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agreement between observers showed high inter-observer agreement, ranging from 90% - 98%,
with an average inter-rater agreement of 94%.

To analyze research question two, descriptive analyses (e.g., range, mean, and standard
deviation) were used to analyze clinicians’ fidelity post-training and determine the degree to
which each clinician used SPIRIT with fidelity. Mean and mode were also used to describe the
steps and strategies utilized with the most and least frequency. Although there is no gold-
standard for fidelity (Wilczynski, 2017), and levels of adequate fidelity vary by intervention
(Durlak & DuPre, 2008), 80% has been conventionally used as a threshold for good fidelity
(Bond & Drake, 2020). Based on fidelity data collected from the pilot study (Haine-Schlagel et
al., 2022) and discussions with one of the lead developers of the SPIRIT toolkit, 80% adherence
to the fidelity checklist was the minimum for fidelity to be considered adequate—and this
criterion was determined prior to beginning data collection.

To compare direct observation and clinician self-report of fidelity in using the SPIRIT
toolkit, percentage agreement was calculated for all post-training feedback sessions. Percentage
agreement was calculated item-by-item by dividing the number of items of the fidelity checklist
agreed upon by the total number of possible items (7 = 50 items). According to What Works
Clearinghouse (2022), acceptable levels of inter-rater agreement are 80% or higher. Therefore,
80% was used as the threshold for adequate inter-rater agreement for this study.

Data regarding social validity of SPIRIT was collected using an anonymous Qualtrics
survey. Given the small number of the participants, and the possibility participants could be
identified by their feedback, participants anonymously completed the social validity survey. To
analyze research question four, Likert responses for each subscale were averaged by item and

subscale, with higher subscale scores indicating greater social validity. Sub-scale scores above
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4.0 correspond with “Agree” were interpreted to reflect adequate social validity. Descriptive
analyses (e.g., mean and standard deviation) were also used to describe each clinician’s usage
and social validity of the SPIRIT toolkit on the survey measures. Specifically, mean was used to
summarize clinician ratings on survey measure to indicate overall perceptions of social validity.
Items on the survey indicated as the highest or lowest acceptability were also be reported.
Inductive thematic analysis was used to evaluate clinician responses to the two open-ended
questions. All open-ended responses were categorized by theme, and frequency of similar
response themes were reported. Some answers included more than one theme. Given the small

sample size of the study, quotes from all responses in each theme were reported.
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CHAPTER 3
RESULTS

Fidelity Data

Pre-training, fidelity to the SPIRIT toolkit ranged from 56.5% - 74.5%, with an average
baseline fidelity across participants of 62.7% (see Table 1). After receiving training, levels of
fidelity increased for every participant. Increases in overall fidelity from pre-training to post-
training observation for each participant ranged from 17.6% - 36.4%, with an average increase of
24.0% across all participants. Post-training fidelity to the SPIRIT toolkit ranged from 77.6% -
100%, with an average fidelity across participants of 86.7%. A Wilcoxon signed-rank test
indicated that clinician’s use of SPIRIT strategies, as measured by the revised SPIRIT fidelity
checklist, was significantly higher after they received SPIRIT training (Z = -2.80, p = .005).
When measured by direct observation, 9 out of 10 clinicians implemented the SPIRIT toolkit
with at least 80% fidelity. In fact, two clinicians were able to demonstrate fidelity with at least
90%, and one clinician implemented with 100% fidelity (see Table 1). The one clinician
(Participant 4) who did not meet adequate levels of fidelity was close to this threshold (77.6%).
Table 1.1 also shows the number of weeks that took place between training and the post-training
observation. As stated previously, there were several factors (e.g., limited number of observers,
natural disaster, scheduling) that made it challenging to ensure the number of weeks until the
post-training observation were consistent among all clinicians (range of weeks = 3-32; Mdn =
11). However, the data in Table 1.1 show that the number of weeks did not seem to influence
clinicians’ improvement in using the SPIRIT Toolkit with fidelity. A Spearman’s correlation
between the number of weeks between training and the post-training observation revealed the

relationship was not significant (rs = -0.41, p = 0.24).
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Prior to training, on average across clinicians, some of the most frequently implemented
steps of the SPIRIT toolkit included: addressed language of evaluation prior to start (100%),
provided expectations for the evaluation (100%), asked caregiver(s) if child’s performance was
typical (100%), and provided behavioral observations of child during assessment (100%). Prior
to training, the following items were implemented with the least frequency: asked caregiver(s)
who they want at the feedback meeting (10%), acknowledged or asked about cultural
perspectives for communication, behavior, or play (20%), acknowledged caregiver(s)’ effort to
schedule/attend (10%), and stated caregiver(s)’ role as a crucial participant of the evaluation
team (10%). After training, 29 items were implemented with 100% frequency across all
participants. Notably, one of the items implemented with the least frequency at pre-training,
acknowledged caregiver(s)’ effort to schedule/attend, was implemented with 100% frequency at
post-training. After training, the following items were implemented with the least frequency:
asked caregiver(s) who they want at the feedback meeting (40%), acknowledged or asked about
cultural perspectives for communication, behavior or play (50%), clinician used culturally
appropriate testing items (56%), stated caregiver(s)’ role as a crucial participant of the
evaluation team (60%), and restated caregiver(s)’ goal(s) for the evaluation (60%). Several
items implemented with the lowest fidelity at pre-training were also some of the items
implemented with the lowest fidelity at post-training.

Seven items from the revised fidelity checklist assessed clinicians’ use of SPIRIT specific
tools (e.g., Service Path Tool, Post Evaluation Handouts, Parent Profiles). Prior to training,
clinicians were unable to implement these tools because they had not yet received the training.
At the post-training observation, 100% of participants identified a Parent Profile before

delivering the diagnosis, identified a parent profile before communicating recommendations, and

27



referred to the Parent Profile Cheat Sheet. Additionally, 100% of participants individualized the
delivery of the diagnosis and recommendation communication using the Parent Profile
Guidelines when applicable. Seventy percent of participants gave the Service Path Tool to
caregivers and emphasized the purpose of the Service Path Tool. Only 20% of clinicians used the
SPIRIT Strategies Reminder Card. Although participants could use their own handouts at pre-
training and post-training, it is notable that 100% utilized the revised SPIRIT Post-Evaluation
Handouts at post-training.

Agreements in Reporting Fidelity (Direct Observation Versus Clinician Self-report)

All clinicians were asked to complete self-rater fidelity checklists at the post-training
observations. These inter-rater agreements ranged from 78% - 100% with an average of 90.8%
agreement (see Table 2.1 ). Over half of the items on the checklist (z = 29) had 100% agreement
between direct observation and self-report. Most other items (z = 15) had 80% - 90% agreement
between direct observation and self-report. However, some items appeared more difficult for
clinicians to self-monitor. Specifically, three items from the “Start Off on the Right Foot” step of
the SPIRIT toolkit only had 60% agreement between direct observation and self-report. These
items included: discusses concerns caregiver(s) raised (if applicable), stated how this evaluation
is different from previous evaluations (if applicable), and stated caregiver(s)’ role as a crucial
participant of the evaluation team (e.g., the evaluation is collaborative). One other item from the
“Start Off on the Right Foot” step, acknowledged or asked about cultural perspectives for
communication, behavior, or play, of the SPIRIT toolkit had 70% agreement. Two items from
the “Individualize Recommendation Communication” step of the SPIRIT toolkit also had lower
agreement between direct observation and self-report. Specifically, the item, reiterating

importance of getting report as step 1 to getting services (e.g., verbally or by circle/highlight)
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had 60% agreement, while recommendations were considerate of cultural considerations or
values raised by caregiver(s) (if applicable) had 50% agreement between direct observation and
self-report.
Social Validity for the SPIRIT Toolkit

Seven of the 10 social validity surveys were returned, reflecting a 70% response rate. On
average, clinicians had positive perceptions of the acceptability, appropriateness, and feasibility
of the SPIRIT toolkit (see Table 3.1 ). Most respondents had positive responses (Strongly Agree
or Agree) on all questions. Average ratings per subscale ranged from 4.25 - 4.43. Clinicians
found the toolkit to be acceptable (M = 4.29). Six out of seven clinicians indicated that they liked
the toolkit, found it appealing, and indicated it met their approval, giving an average subscale
rating ranging between 4 - 5. One participant had more neutral ratings of acceptability (M = 3).
Similarly, clinicians on average found the toolkit to be appropriate (M = 4.43). Six out of seven
clinicians indicated that the toolkit was fitting, suitable, and a good match for their practice,
giving average subscale ratings ranging from 4 - 5. One clinician had more neutral ratings of
appropriateness (M = 3.50). Notably, this is the same clinician who gave moderate ratings of
acceptability. Lastly, clinicians found the toolkit to be feasible (M = 4.25). Five out of seven
clinicians had more favorable perceptions of the feasibility of the toolkit, with average subscale
ratings of 4 - 5. Two out of seven clinicians had more neutral perceptions of the feasibility, with
average subscale ratings ranging from 3.25 - 3.75. Although all questions had an average
response of 4.14 or above, the questions with the least overall positive ratings included
clinicians’ perceptions that the toolkit was implementable and easy to use.

Qualitatively, clinicians also responded to the two open-ended questions regarding their

perceptions of the toolkit, “What would you change about the SPIRIT tools?”” and “What would
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you make sure to keep in terms of the SPIRIT tools?” Of the seven returned surveys, six
contained responses to the open-ended questions (see Table 4.1). When asked what clinicians
would change about the SPIRIT tools, two comments were made about reducing the amount of
paper required to implement the tools, two comments were made suggesting the Service Pathway
be editable, one comment suggested reducing items on the fidelity checklist, and one comment
suggested translating the toolkit or creating other versions of the toolkit for other populations.
Regarding reducing the amount of paper, two clinicians reported the amount of paper required to
implement the tools (e.g., the Service Path Tool, Post Evaluation Handouts) were too much. For
example, one clinician noted that, “when it comes to paperwork it is a lot to manage with all the
other assessment processes.” Similarly, two clinicians indicated that they wanted the Service
Path Tool to be more editable. Specifically, although clinicians could indicate which service
paths they recommended to families, two clinicians noted that not being able to remove services
not recommended might be overwhelming to caregivers. One clinician wrote “I think it’s a bit
overstimulating, even though we are only drawing attention to the services they need.”

When asked what clinicians would make sure to keep about the tools, four comments
were made regarding the Parent Profiles, two comments were made about the Service Path Tool,
and two comments were made about the usability of the toolkit for training purposes. The part of
the toolkit that received the most positive feedback was the use of the Parent Profiles for helping
clinicians individualize their delivery of an autism diagnosis and recommendation
communication. One clinician noted that the Parent Profiles helped them to, “Focus on parent's
emotional needs when providing feedback; focusing recommendations on targeted steps to
reduce confusion and not overwhelm parents.” Notably, although some clinicians reported they

would change the layout or the editability of the Service Path Tool, other clinicians reported that
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they liked the utility of the Service Path Tool for communicating recommendations to the family.
For example, one clinician reported that “it reinforces things the parents have achieved and
where they can go next.” Four of the six clinicians also found the Parent Profiles helpful in
structuring their overall feedback process. One clinician commented that “the information about
the dimension the parent is in is very helpful in structuring an approach to the interpretive
session.” Lastly, some clinicians noted the utility of the SPIRIT toolkit for trainees. One clinician

wrote, “I also find this to be a particularly helpful tool to use with trainees.”
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CHAPTER 4
DISCUSSION

Delivering feedback is a complex emotional (Boshoff et al., 2018; Hayes et al., 2023;
Fernandez-Avalos et al., 2021) and cultural (Boshoff et al., 2019; Stoner et al., 2005; Suurmond
& Seeleman, 2006) process. These factors can impact clients’ satisfaction and engagement with
feedback, which can ultimately affect their utilization of recommended services (Brown et al.,
2024; Meeuwesen et al., 2007; Musa et al., 2009; Pearson & Meadan, 2018). Caregivers of
autistic children report experiencing emotional and cultural barriers during feedback (Abbot et
al., 2013; Anderberg & South, 2021; Fisher & Lynch, 2024; Hennel et al., 2016). Many children
with ASD have unmet service needs (Chiri & Warfield, 2012; Shivers et al., 2019), and their
caregivers frequently express having difficulties with processing recommendations, navigating
the complex service system, understanding ASD, and having limited resources (Haine-Schlagel
et al., 2022). Therefore, it is indicated that clinicians tailor ASD feedback to the client
(Zuckerman et al., 2016) and attend to recommendations regarding the structure, content, and
process in which feedback is given (Armstrong et al., 2024; Holliday et al., 2016; Pattinson et al.,
2021; Postal & Armstrong, 2013; Tharinger et al., 2008; Wright, 2020) to ensure families are
satisfied and engaged in feedback.

Studies examining clinicians’ preparedness to deliver feedback is sparse, however
research that does exist shows that clinicians reportedly receive little if any explicit training in
how to deliver feedback (Lenkiewicz et al., 2022; Lima et al., 2023; Merker et al., 2010). For
those who do receive training or exposure to providing feedback in their training programs, some
literature suggests that clinicians do not find the training helpful in practice (Curry and Hanson,

2010). While some researchers have proposed guidelines for delivering feedback (Armstrong et
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al., 2024), no experimental research examining the use of structured models (or toolkits) for
delivering ASD feedback were found at the time of this study. This is an important gap in the
literature given that many clinicians report a lack of explicit training on how to deliver feedback
(Lenkiewicz et al., 2022; Lima et al., 2023; Merker et al., 2010), and the ways in which
clinicians deliver feedback can impact caregivers’ engagement and satisfaction with feedback
(Anderberg & South, 2021; Holm-Denoma et al., 2008; Zachariae et al., 2003). The SPIRIT
toolkit (Haine-Schlagel et al., 2022) is one structured toolkit that contains steps and strategies to
help clinicians tailor ASD evaluations to caregivers’ needs.

In the present study, clinicians’ feedback practices were observed before and after
training to implement the SPIRIT toolkit. Results of this study showed that after training, all but
one participant was able to implement the SPIRIT toolkit with adequate levels of fidelity,
defined as 80% or more steps within the respective fidelity checklist. Furthermore, all
participants’ fidelity scores increased from pre-training to post-training. This suggests that the 2-
hour training was generally sufficient for helping clinicians use the SPIRIT toolkit with
appropriate or high fidelity. Most items on the revised fidelity checklist (n = 43) pertained to
clinical interpersonal skills (e.g., promoting caregiver efficacy, promoting bi-directional
communication) compared to evaluating clinicians’ use of SPIRIT specific tools. Although all
clinicians implemented some of the SPIRIT strategies at pre-training (e.g., providing
expectations for the evaluation, noting consistencies between what caregivers reported and what
was observed, asking caregivers if their child’s performance was typical), their use of the SPIRIT
strategies increased significantly post-training. Furthermore, clinicians in this study implemented
specific SPIRIT tools with greater frequency than clinicians in the pilot study. Specifically, in the

pilot study (Haine-Schlagel et al., 2022), clinicians used the Service Path Tool 58% of the time
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and the Enhanced Patient Instructions 63% of the time. In the present study, clinicians’ use of the
Service Path Tool increased to 70%. The Enhanced Patient Instructions were revised
significantly during the iterative design process and renamed Post Evaluation Handouts, and
clinicians used these handouts 100% of the time at post-training in the present study. These data
may suggest that refinements made as part of the iterative design addressed concerns raised by
participants of the pilot study—and this aligns with past scholarship highlighting the importance
of iterative design processes in developing interventions or other clinical tools (Doolittle &
Buckley, 2024; Kwasnicka et al., 2021, & Koerner, 2016). It is also possible the clinicians in this
study readily adopted SPIRIT steps and strategies post-training to a high degree given their level
of training and experience.

The utility of self-report measures in research as a methodology is mixed in the literature.
While some studies suggest that self-report can be commensurate with direct observation
(Khoury et al., 2019; Hogue et al., 2021), others contend that self-report fidelity may not be
reliable or accurate (Fiske, 2008; Lillehoj et al., 2004; McLeod et al., 2022), or that it may vary
by intervention (Hogue et al., 2015). Therefore, it is important for any study utilizing self-report
fidelity measures to also obtain direct observation and examine reliability between the two types
of measurement. Self-rater and direct observation in this study showed high levels of inter-rater
agreement on average (94%) at post-training observations. This is notable given that inter-rater
reliability between self-rater and direct observation has not been evaluated for the SPIRIT
toolkit. These data may suggest that revisions made to the SPIRIT fidelity checklist strengthened
the objectivity of each item and in turn increased the probability of clinicians being able to
reliably monitor their own fidelity. Most items with lower levels of agreement (70% or less)

were strategies under the “Start Off on the Right Foot” step of the SPIRIT toolkit. This may
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suggest that further refinements may be needed to this portion of the fidelity checklist to ensure
these items are able to be reliably rated between self-report and direct observation.

Social validity is important to consider for any intervention because interventions are not
likely to be used or have long-term effects if they are not deemed to be socially valid (i.e.,
feasible, acceptable, appropriate) (Klaic et al., 2022; Proctor et al., 2011). The pilot SPIRIT
study (Haine-Schlagel et al., 2022) showed that clinicians had overall moderate to high ratings of
social validity. Specifically, clinicians found the original toolkit to be acceptable (M = 4.36),
appropriate in their setting (M = 4.5), and feasible to use in practice (M = 4.21). The Parent
Profiles were indicated to be the most useful elements of the toolkit. Participants also indicated
that the length or complexity—and the inability to edit or tailor the Enhanced Patient
Instructions—made it challenging to use with families. In the present study, clinicians who
completed the social validity scale generally found the SPIRIT toolkit (with the revised tools) to
be socially valid. Although the social validity measures in both studies were different, this study
found similarly positive ratings of the toolkit’s acceptability (M = 4.29), appropriateness (M =
4.43), and feasibility (M = 4.25). When asked what clinicians would keep about the SPIRIT
toolkit, most participants responded favorably to the Parent Profiles and noted their usefulness
for helping clinicians tailor their feedback based on caregivers’ emotional needs. This is
consistent with the pilot study, which found the Parent Profiles to be the most useful of the
SPIRIT toolkit materials. In the current study, participants noted they would reduce the number
of papers necessary for the toolkit and increase the editability of the Service Path Tool. This
finding is also consistent with participant responses in the pilot study. One clinician also
suggested that the fidelity checklist could be reduced to a few essential items and another

clinician stated they would like a version in Spanish and a version to use for adults who are the

35



receiver of their own feedback (rather caregivers receiving feedback about their child). These
comments may suggest the need for further refinements or adaptations of the toolkit to use with
other populations.

Limitations

Despite promising findings, additional research is needed to address key limitations of
the present study as well as an overall sparse literature-base in the area of supporting clinicians
with providing feedback to clients. There are several limitations pertaining to the fidelity data.
The participants of the present study are autism specialist level clinicians. Given their advanced
training, it may be possible that the clinicians in this study adopted the SPIRIT strategies more
readily or to a level higher than might be expected for other clinicians with less specialized
training. Furthermore, the clinicians in the present study are employed at an academic medical
center that frequently conducts research and emphasizes the implementation of evidence-based
interventions. As a result, it is possible the participants of this study may be more accustomed to
adhering to fidelity protocols.

Regarding the collection of fidelity data, only one fidelity observation was conducted
pre- and post-training. Clinicians’ practice and implementation varies, and the use of a single
rating pre- and post- training may over or under-estimate clinician’s use of the SPIRIT toolkit.
The one participant who did not implement the toolkit with 80% fidelity at the post-training
observation was close to this threshold (77.6%), and three participants implemented with fidelity
just above cutoff with fidelity ranging from 80%-82.2%. It is possible that these clinicians could
have implemented with adequate or inadequate levels of fidelity in a different session.

Additionally, the timing of post-observation data collection varied for every participant due to
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several mitigating factors (e.g., time constraints, scheduling issues, a natural disaster, limited
observers).

The limited number of research team members trained in the SPIRIT fidelity checklist
also limited the number of inter-rater reliability data collected between the two research team
members who conducted SPIRIT fidelity observations. Relatedly, agreement between these
observers was only collected for pre-training observations. Although the agreement between
research team members was high (94%), the percentage of inter-rater reliability data points is
less than what is sometimes recommended in related scholarship. According to What Works
Clearinghouse (2022), inter-rater reliability should be collected for at least 20% of the data
points. The present study only collected inter-rater for 15% of the data points.

Due to the small sample size and the fact one of the developers of the SPIRIT toolkit was
the trainer and clinical director of the participants, demographic information was not collected to
protect participant confidentiality. Therefore, this study was unable to investigate whether
demographic variables (such as clinicians’ years of experience) contributed to changes in
implementation of the SPIRIT strategies pre-training and post-training. Relatedly, participant IDs
were not collected on social validity surveys to protect participant anonymity and elicit honest
feedback. Consequently, clinicians’ responses to the social validity survey were not able to be
linked to their fidelity data. For this reason, this study was unable to investigate whether clinician
ratings of social validity related to changes in their use of the SPIRIT steps and strategies pre-
training and post-training. Another limitation with the social validity survey is that only 70% of
participants responded. It is unknown, but possible, that the participants who did not respond
may have had less favorable perspectives of the SPIRIT toolkit but may not have been

comfortable with sharing that feedback. For this reason, and because surveys are inherently
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subject to social desirability bias, clinicians may have responded in a way they believed would
be more favorable to the researchers.
Directions for Future Research

This was the first quasi-experimental study of the SPIRIT toolkit. Future research would
benefit from a more robust methodology to strengthen the research base of the SPIRIT toolkit.
For example, the study design could include the use of a control group (i.e., a group of clinicians
who are not trained in the SPIRIT toolkit) to strengthen the internal validity of the findings.
Future research should also aim to collect at least two data points pre- and post-training to even
better assess clinicians’ use of the SPIRIT toolkit. Furthermore, future studies may wish to
collect demographic information from clinicians (e.g., years of education, licensure/credentials,
years of experience, age), as this would allow for the investigation of potential differentiated
baseline levels or differences in the change of clinician practices after receiving SPIRIT training.

Participants for this study were clinicians at an academic medical center specializing in
autism evaluations and interventions and are therefore not representative of the field at large.
Feedback is delivered in many fields (e.g., education, mental health, healthcare) by various types
of professionals (e.g., educators, social workers, speech language pathologists, medical doctors).
Future studies should recruit larger and more diverse samples of participants (clinicians in
general outpatient clinics, in community-based mental health clinics, hospitals, etc.) to increase
the generalizability of the findings. For example, future research could explore whether the
toolkit could be useful for providing feedback regarding special education eligibility in schools,
diagnosing internalizing/externalizing disorders in outpatient settings, or providing medical
feedback in hospital settings. Additionally, assessments can be conducted by teams and feedback

may be given by more than one individual in other settings (i.e., schools, multi-disciplinary
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clinics). It is worth exploring in future studies whether the SPIRIT toolkit can be used when
feedback is provided by a group or team of providers.

One of the major goals of the SPIRIT toolkit is to increase caregiver satisfaction and
engagement in feedback to increase utilization of recommended services following a diagnosis of
autism (Haine-Schlagel et al., 2022). The scope of this study was limited to exploring whether
the SPIRIT training was sufficient in increasing clinician practices, the reliability of self-report
fidelity, and clinician perceptions of the toolkit. Therefore, it is unknown from this study whether
use of the toolkit is socially valid for caregivers, or whether it increases service utilization.
Future studies should look to examine whether implementation of the SPIRIT toolkit increases
caregiver satisfaction, engagement, and utilization of recommended to services. The SPIRIT
toolkit guides clinicians to identify a Parent Profile based on various observable parent
characteristics. For example, the SPIRIT toolkit identifies a “sad” profile for caregivers who may
be crying or sharing negative thoughts or worries. However, the literature on SPIRIT has not
explored whether clinicians’ identification of a Parent Profile matches what a caregiver would
self-identify as their emotional state during the delivery of the diagnosis or recommendations.
Given that the SPIRIT toolkit provides differentiated strategies for tailoring the delivery of the
diagnosis and communication of recommendations by the Parent Profile, it may be worth
exploring whether caregivers’ self-reported profile is consistent with clinicians’ identified Parent
Profile.

Future research may also benefit from exploring the adaptability of the SPIRIT toolkit.
Although information about the families were not collected for this study, the observations were
restricted to English-speaking families because the SPIRIT materials were only available in

English, which is one limitation that was even noted by a clinician in the survey. It would be
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beneficial for future research with SPIRIT to translate SPIRIT materials and evaluate whether
the SPIRIT toolkit can be feasibly implemented in languages other than English, or whether it
can be implemented when clients and clinicians who do not speak the same language. This is
particularly important given the research that shows that linguistically diverse families
experience difficulties with communication during feedback. For example, linguistically diverse
parents report that clinician’s do not effectively communicate the need for diagnosis or services
(Boshoff et al., 2019) and may incorrectly assume mutual understanding (Meeuwesen et al.,
2007). The SPIRIT toolkit was also specifically designed for delivering feedback regarding an
ASD diagnosis for young children. However, it is unexplored whether the SPIRIT toolkit could
be adapted for use with adult clients as the receiver of feedback (rather than to use when
providing feedback to caregivers of a child client), or when ASD is not a diagnostic question
(e.g., for diagnosing an internalizing disorder or other neurodevelopmental disorders such as

attention-deficit hyperactivity disorder).

Lastly, the literature would benefit from investigating the training practices for the
SPIRIT toolkit. Clinicians in this study were trained to use the toolkit with a one-time, two-hour
training. One participant who did not meet the threshold for adequate fidelity (80%)
implemented with 77.6% fidelity to the toolkit, and three participants implemented with fidelity
ranging from 80% - 82.2%. Some research suggests that short, one-day training or professional
development may not be sufficient (or less impactful) at increasing intervention fidelity (Darling-
Hammond et al., 2017). The use of coaching can be effectively used to improve the fidelity of
evidence-based interventions (Durling et al., in press; Kretlow & Bartholomew, 2010). Studies
could be conducted to evaluate whether additional coaching or support sessions are beneficial to

increase levels of implementation of SPIRIT following training, or whether other methods of
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training (e.g., self-study) are effective for achieving adequate fidelity. This may be especially
worth investigating given that, in this study, the items implemented with the lowest frequency at

pre-training were also implemented with the lowest frequency post-training.

Implications for Research

Despite methodological limitations, the results of the present study may offer valuable
implications for research. The current study showed that after a one-time training, most
participants could be trained to achieve adequate levels of fidelity (= 80%). This is important
given that little to no research exists examining structured feedback models, and to date there is
only one other study of the SPIRIT toolkit. The SPIRIT toolkit was designed to address concerns
that children with ASD may not be receiving recommended services following feedback (Chiri
& Warfield, 2012; Shivers et al., 2019) by training clinicians to tailor their feedback. This study
adds to the growing literature about individualized feedback practices, which sets the foundation
for exploring the effects of such practices on client satisfaction, engagement, and utilization of
recommended services.

The current study is also important because it explores whether self-report fidelity to the
SPIRIT toolkit is reliable with direct observation. Findings of the present study showed high
levels of agreement between self-report and direct observation. The high level of agreement
between self-report and direct observation fidelity measurements may suggest that the fidelity
checklist was refined to reduced subjectivity in such a way that a clinician and observer could
reliably agree on whether a step was implemented. This may also mean that the use of self-report
fidelity may be a viable tool to measure fidelity (or add additional data points) to the SPIRIT

toolkit in future research.
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Although the use of SPIRIT specific tools increased from the pilot study, the use of
specific SPIRIT tools was not unanimous at post-training, and some comments were given about
improvements that could be made to these tools. Themes from open-ended questions on the
survey indicate targeted areas of improvement for future research, such as reducing the amount
of paper required, increasing editability of the Service Pathway, reducing items on the fidelity
checklist, and translating the toolkit or creating other versions. Clinician feedback from the
present study suggest that while social validity of the toolkit was overall positive, and tools
refined through the iterative process showed increased frequency of implementation from the
pilot study, further refinement of the tools may be helpful.

Implications for Practice

The findings of the present study may also have relevant implications for clinical
practice. Despite already using some of the strategies in the SPIRIT toolkit at the pre-training
observation, the clinicians’ increase in these strategies were significant following SPIRIT
training. This suggests that SPIRIT training may be value-added to clinicians’ feedback
practices, even if they implement some strategies pre-training. This study also addresses gaps in
practice that clinicians do not receive training in their graduate programs or don’t find the
training they receive helpful (Curry and Hanson, 2010; Lenkiewicz et al., 2022; Lima et al.,
2023; Merker et al., 2010). In fact, two participants made comments on the social validity
questionnaire that the toolkit would be useful for training students or new clinicians.

The increased implementation of the specific SPIRIT tools (i.e., the Post Evaluation
Handouts) may suggest that the revisions made as part of the iterative design process were
beneficial in addressing some of the suggestions from the pilot study. Even though the Service

Path Tool was not revised as part of the iterative design, participants in the current study
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implemented it more frequently at post-training than clinicians in the pilot study. The high levels
of inter-rater reliability between clinician self-report and direct observation fidelity may also
suggest that the revised fidelity checklist could be used as a tool for clinicians to monitor their
fidelity to the SPIRIT toolkit in practice.

Social validity is especially important when investigating the practices of clinicians who
are tasked with many roles and responsibilities during evaluations and feedback sessions. For
clinicians like those in this study, they must often complete evaluations and deliver feedback in
the same day, with approximately an hour break in between the assessment and feedback to score
assessments, make diagnoses, pull together resources for families, and to decide the best
approach to delivering feedback to families, social validity is ever more important. This study is
important because it suggests that using the SPIRIT toolkit, even in these types of conditions,

may be socially valid during clinical practice.
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CHAPTER 5
CONCLUSION

Delivering feedback is an emotionally, culturally, and interpersonally complex process.
The SPIRIT toolkit is one structured toolkit to help clinicians tailor ASD feedback to increase
caregiver engagement and satisfaction with feedback, with the goal of increasing caregiver
utilization of recommended services. The pilot SPIRIT study showed that, overall, clinicians had
positive perceptions of the toolkit, but felt some tools may need revisions to be useful for
families. The present study evaluated clinicians’ use of the toolkit with the revised tools. This
study showed that autism specialist level clinicians can be trained to deliver the SPIRIT toolkit
with adequate fidelity. Clinicians also demonstrated strong inter-rater reliability between self-
rater and observer-rater fidelity. Findings for this study show some initial evidence for the social
validity of the toolkit. More research is needed to investigate the use of the SPIRIT toolkit and

evaluate its social validity.
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Table 1.1

Clinicians’ Fidelity to the SPIRIT Toolkit Pre- and Post-Training

Participant Pre-Training Post-Training Weeks Between Change Between
Observation! Observation! Training and Post Pre- and Post-
Observation Training
1 56.5% 81.3% 9 24.7%
2 57.5% 82.2% 18 24.8%
3 60.9% 88.9% 11 28.0%
4 60.0% 77.6% 32 17.6%
5 74.5% 93.4% 3 19.0%
6 72.3% 91.5% 16 19.2%
7 56.5% 85.1% 6 28.6%
8 60.0% 80.0% 31 20.0%
9 65.2% 87.2% 11 22.0%
10 63.6% 100.0% 8 36.4%
Across All Participants
M SD M SD Mdn M SD
62.7% 6.3% 86.7%  6.9% 11 24.0% 5.8%

! Percentages reflect the percentage of steps implemented correctly on the SPIRIT Toolkit fidelity

checklist
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Table 2.1

Percentage Agreement of Secondary Observer and Clinician Self-Report Measures of Fidelity to
SPIRIT Toolkit

Direct Clinician Percentage
Participant Observation Self-Report Agreement
1 81.3% 78.3% 94.0%
2 82.2% 93.5% 78.0%
3 88.9% 87.0% 88.0%
4 77.6% 89.6% 88.0%
5 93.4% 95.7% 90.0%
6 91.5% 93.6% 86.0%
7 85.1% 86.7% 96.0%
8 80.0% 82.2% 98.0%
9 87.2% 85.4% 90.0%
10 100.0% 100.0% 100.0%
Across All Participants
M SD M SD M SD
86.7% 6.9% 89.2% 6.6% 90.8% 6.5%
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Table 3.1

Social Validity of The SPIRIT Toolkit using the AIM-IAM-FIM by Item and Subscale

Subscale/Question M SD
Acceptability 4.29 0.76
1. The SPIRIT toolkit meets my approval. 4.29 0.76
2. The SPIRIT toolkit is appealing to me. 4.29 0.76
3. I like the SPIRIT toolkit. 4.29 0.76
4. 1 welcome the SPIRIT toolkit. 4.29 0.76
Appropriateness 4.43 0.61
1. The SPIRIT toolkit seems fitting. 4.43 0.53
2. The SPIRIT toolkit seems suitable. 4.43 0.53
3. The SPIRIT toolkit seems applicable. 4.43 0.79
4. The SPIRIT toolkit seems like a good match. 4.43 0.79
Feasibility 4.25 0.67
1. The SPIRIT toolkit seems implementable. 4.14 0.69
2. The SPIRIT toolkit seems possible. 4.43 0.53
3. The SPIRIT Toolkit seems doable. 4.29 0.76
4. The SPIRIT toolkit seems easy to use. 4.14 0.90

Note: Measure is coded on a scale of 1 (Strongly Disagree) to 5 (Strongly Agree).

7 Survey responses were returned.
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Table 4.1

Participant Responses to Open-Ended Social Validity Questions

Change about the SPIRIT Tools

Theme (n) Quote(s)
Reduce paper “When it comes to paperwork it is a lot to manage with all the other
required (2) assessment processes”

“Perhaps less papers to go through”

Editability and “Wish the map was more editable”
format of the
Pathway (2) “The current format [of the Pathway] looks a bit busy to me”
Fidelity checklist ~ “The fidelity checklist could be reduced to a few essential items to
(1) complete”

Other versions or
translations (1)

“Translation to Spanish, and would be nice to have a different version for
adolescents/ adults”

Keep for the SPIRIT Tools

Theme (n)

Quote(s)

Parent Profiles (4)

The Pathway (2)

Usability as a
training tool (2)

“Love the parent profiles and how to tailor feedback to what might best fit
a parents' needs/where they are in thinking about the diagnosis”

“The information about the dimension the parent is in is very helpful in
structuring an approach to the interpretive session”

“Focus on parent's emotional needs when providing feedback”

“I would make sure to keep the part of conceptualizing parenting profile
and considerations for the feedback session”

“I love the pathways as it reinforces things the parents have achieved and
where they can go next”

“[T would make sure to keep] your path to services handout”
“T also find this to be a particularly helpful tool to use with trainees”
“I would keep the parts related to starting off on the right foot as I think

these are really important strategies for trainees to consider. Overall, it is a
great training resource and a great resource for clinicians”

Note. 7 Survey responses were returned 6 provided written responses.
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Appendix A
SPIRIT Sample Strategies Overview

Start Off on the Right Foot
O Set up the evaluation to maximize parent engagement
o Always follow the SPIRIT Start Off on the Right Foot Strategies

Pause to Plan
O Before providing feedback, consider the parent profile of the parent(s) and evaluation
goal(s) for each parent profile to create a feedback plan
o Follow the SPIRIT Pause to Plan Strategies
o Refer to the SPIRIT Parent Profile Cheat Sheet and SPIRIT Parent Profile
Guidelines handout for information on parent profiles

Individualize Diagnosis Communication
O Use core strategies and individualize communication about the diagnosis if needed
o Follow the SPIRIT Communication about Diagnosis Core Strategies
o Refer to the SPIRIT Parent Profile Cheat Sheet and SPIRIT Parent Profile
Guidelines handout for strategies to individualize communication about the
diagnosis for different parent profiles

Readjust Plan
O Before communicating your recommendations, re-evaluate your feedback plan and
adjust as needed
o Follow the SPIRIT Re-Adjust Plan for Communicating Recommendations
Strategies

Individualize Recommendations Communication
O Use core strategies and individualize communication about recommendations if needed
o Follow the SPIRIT Communication about Recommendations Core Strategies
o Refer to the SPIRIT Parent Profile Cheat Sheet and SPIRIT Parent Profile
Guidelines handout for strategies to individualize communication about the
recommendations for different parent profiles

Thank the Parent
O Thank the parent for being a valuable partner in the evaluation process.
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Appendix B

SPIRIT Service Path Tool
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Appendix C

Sample Post-Evaluation Handout
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Appendix D

Sample Additional Resources Handout

ADDITIONAL RESOURCES

3 \

Autism Society of North Carolina
(ASNC)

Provides advocacy, information and
referral services and a wide variety of
individualized, community-based
programs.
1-800-442-2762
www.autismsociety-nc.org/find-help/

&

Family Support Network of North
Carolina (FSN-NC)

Provides support to families of children
birth to age 22 and encourages
collaboration between families and
service providers in the design and

Autism Speaks
Promotes and advocates for best
practices in treatment, education,

and all services, from early
intervention to adult care.

https://www.autismspeaks.org/_

UNC TEACCH Autism Program
Provides clinical services such as initial
referral and consultation, diagnostic
evaluations, family consultation sessions,
parent support groups, social play and
recreation groups, individual counseling,
and employment services.
919-966-2174

m/regional-centers/

www.teacch.

First in Families of North Carolina
Helps people with disabilities and their
families to achieve their current goals
and plan for the future, acquire the
necessary goods and services. This
includes computers, furniture, child

NC START
In home services for children, therapeutic
coaching to assist family communication,
improve dynamics, etc.

www.ncdhhs.gov/divisions/mental-

health- developmental disabilities-and-

administration of services. nc-start hicl .

care, vehicle repairs.
FSN A 1-800-852-0042 o
www.fsnnc.org/ ( 252-373-7041 I

North Carolina

The Children's Devleopmental Service Agency (CDSA)
Coordinates services, therapies, support, and more for infants
and toddlers (up to age 3).
1-800-737-3082 h
www.ncdhhs.gov/itp-beearly

& Al

NC Department of Health and Human Services

Vocational Rehab
Provides counseling, training, education, transportation, job
placement, assistive technology, and other services. These
services are provided to people with physical, psychiatric, or
intellectual disabilities to assist them with living
independently and with finding a job and staying on the job.
1-800-689-9090

www.ncdhhs.gov/divisions/dvrs/vr-local-offices

Helpline for Children with Special Care Needs
For caregivers and professionals working with children at risk
for chronic conditions that require specialized treatment
and care.
1-800-737-3028
CYSHCN.Helpline@dhhs.nc.gov

Easterseals UCP
Helps children, adults, and families living with intellectual
and/or developmental disabilities (IDDs) and mental health
challenges live their best possible lives.
800-662-7119
www.eastersealsucp.com

easterseals UCP

NORTH CAROLINA & VIRGINIA

Department of Social Services (DSS) y\—

oV SEC 2 . . .
Social Security Assistance
v ”&(\\\4 Disability Benefits (SSI, SSDI) 919-527-6335
"""I z 1-877-803-6311 https://www.ncdhhs.gov/localDSS
«\“ WWW.SSa.goV
NigTRE
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Appendix E

Sample SPIRIT Parent Profile Guidelines
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Appendix F

SPIRIT Parent Profile Cheat Sheet

OVERWHELMED

%
understanding, L focus, % «

disorganized manageability,
¥ questioning ready for action

c <
evalgoal %o?"

eval goal

S

eval goal' asking lots of questions/ —
crying, sharing focus, taking lots of notes, A
negative
g manageability, not ready to move, «

thoughts or
wogrries ready for fOrWa.rd or
action moving
too fast

questioning
no need for evaluator and
individualization purpose of

>/ evaluation

% eval goal

ready for action

eval goal
avoidant body

o
% language, limited: ready for action
(o)

information
sharing

DISTRUSTFUL
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Please use this checklist at any time you are discussing diagnosis or feedback with caregivers.

Appendix G

Sample SPIRIT Fidelity Checklist

SPIRIT Fidelity Checklist

START OFF ON THE RIGHT FOOT

. Addressed language of evaluation prior to start

i Y N
(e.qg., translator provided, correct language for forms).
2. Asked caregiver(s) who they want at the feedback meeting Y N
Consider cultural at beginning of evaluation or feedback.
responsiveness of 3. Acknowledged or asked about cultural perspectives for
evaluation communication, behavior, or play (e.g., norms for Y N
communication or eye contact, importance of play).
4. Clinician used culturally appropriate testing items (e.g., skin Y NA
tone of ADOS-2 materials matched client).
5. Asked caregiver(s) about their main concerns for the child or Y N
goals for the evaluation.
Assessed caregiver(s) | 6. Asked caregiver(s) what they would like clinician to focus on Y N
purpose for evaluation in feedback or what they need to support their child.
7. Provided expectations for the evaluation (e.g., sequence of Y N
testing, difficulty of items, caregiver(s) role in assessment).
Assessed the potential 8. /;:‘I)(:gec;lacr:giver(s) about their prior evaluation or service Y N
that caregiver(s) had 9. Di - - - - -
. - . Discusses concerns caregiver(s) raised (if applicable). Y NA
previous negative 10. Stated how this evaluation is different from previous
experiences providers ) . . - NA
evaluations (if applicable).
11. Acknowledged caregiver(s)’ effort to schedule/attend. Y N
. 12. Emphasized caregiver(s)’ knowledge (e.g., expert of child,
ePf;ci)crgg;ed caregiver as an advocate, understanding child’s strengths/needs). Y N
13. Stated caregiver(s) role as a crucial participant of the Y
evaluation team (e.g., the evaluation is collaborative).
14. Asked caregiver(s)' if they had questions. Y
15. Validated questions or comments (e.g., nodded head while
Promoted bidirectional caregiver(s) talked, thanked caregivers for information or Y NA
communication questions, stated question was good) (if applicable).
16. Provided response to caregiver(s) question(s) or comments Y NA
(if applicable).
PAUSE TO PLAN
Considered parent 17. Took a break between evaluation and feedback. Y N
profile(s) and -
evaluation goal(s) 18. Identified a parent profile: Y N
Created a plan to 19. Referred to SPIRIT Parent Profile/Cheat Sheet. Y N
;aa(;(h s)e. valuation 20. Completed SPIRIT strategies reminder card. Y N
INDIVIDUALIZE DIAGNOSIS COMMUNICATION
21. Asked caregiver(s) if child’s performance was typical. Y N
Enlisted caregiver(s) 22. Asked if there was anything that was not observed that Y N
input should be considered.
23. Asked caregiver(s) about their knowledge, understanding, Y N
and/or perspectives on ASD or relevant diagnoses.
Reviewed child’'s 24. Identified relative and/or absolute strengths of child. Y N
strengths 25. Strengths were discussed before areas of difficulty. Y N
26. Provided results of assessments (e.g., diagnoses, data). Y N
Reviewed child’s 27. Provided behavioral observations of child during Y N
current functioning assessment.
28. Noted consistencies between what caregiver(s) reported Y N
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Appendix H

SPIRIT Strategies Reminder Card

SPIRIT Strategies
*
Right

Pause to
Plan

Individualize
Dx

Individualize
Recs

[
[
[
[

et Ml N il N il N

Thank
Parent
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Appendix I
Clinician Perceptions of SPIRIT Survey

Please note, for all questions, “parent” refers to any primary caregiver.

The following set of questions asks about the SPIRIT tools. Please answer honestly. Your answers will help us
improve future SPIRIT tools and the fit of the SPIRIT tools within ASD evaluations.

Strongly | . Strongly
Disagree Disagree | Neutral | Agree Agree
1. The SPIRIT toolkit meets my approval. 1 2 3 4 5
2. The SPIRIT toolkit is appealing to me. 1 2 3 4 5
3. Ilike the SPIRIT toolkit. 1 2 3 4 5
4. | welcome the SPIRIT toolkit. 1 2 3 4 5
5. The SPIRIT toolkit seems fitting. 1 2 3 4 5
6. The SPIRIT toolkit seems suitable. 1 2 3 5
7. The SPIRIT toolkit seems applicable. 1 2 3 4 5
8. The SPIRIT toolkit seems like a good 1 2 3 4 5
match.
9. The SPIRIT toolkit seems 1 2 3 4 5
implementable.
10. The SPIRIT toolkit seems possible. 1 2 3 4 5
11. The SPIRIT Toolkit seems doable. 1 2 3 4 5
12. The SPIRIT toolkit seems easy to use. 1 2 3 4 5

13. What would you change about the SPIRIT tools?

14. What would you make sure to keep in terms of the SPIRIT tools?
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