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Abstract
Many youth with autism spectrum disorder (ASD) face challenges accessing needed services as they transition to adulthood. 
The present study describes the development, feasibility and acceptability of a new intervention designed to teach parents of 
transition-aged youth with ASD about the adult service system and the most effective ways to access services and supports. 
As part of a randomized-controlled trial, the intervention—named ASSIST—was delivered to 91 participants in three states 
in the U.S. Results suggested that ASSIST is feasible and acceptable to participants. Though intended to be an in-person 
group-based program, due to COVID-19 restrictions ASSIST was primarily delivered online. Results and discussion explore 
the trade-offs and implications of these different treatment delivery modalities in relation to ASSIST.
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The transition to adulthood is a time of significant risk for 
youth with autism spectrum disorder (ASD). Employment 
and post-secondary education (PSE) are difficult to obtain 
(Shattuck et al., 2012; Taylor & Seltzer, 2011b, 2012), and 
are rarely maintained over time (Taylor & DaWalt, 2017; 
Taylor et al., 2015). Compared to youth in the general popu-
lation, those with ASD are more socially isolated and have 
greater difficulty making friends (Bauminger & Kasari, 
2000; Lyons et al., 2011; Petrina et al., 2014). Although 
many young people may struggle during the transition to 
adulthood, youth with ASD are at even greater risk across 
multiple domains of daily life (Shattuck et  al., 2011, 
2012). These risks lead to significant societal costs: when 

considering both service use and lost productivity, lifetime 
costs for one individual with ASD in the U.S. ranges from 
$1.43 to $2.44 million (Buescher et al., 2014).

Challenges during transition and beyond are partly caused 
by problems accessing adult services. The Individuals with 
Disabilities Education Act (IDEA) ensures that youth with 
disabilities (including ASD) are eligible for mandated ser-
vices through the school system until the age of 22 years 
or until they exit high school. However, after high school 
exit, these youth encounter an adult service system that is 
inadequately funded, fragmented, and difficult to navigate. 
In 2017, nearly 500,000 adults with intellectual and devel-
opmental disabilities in the U.S. (including those with ASD) 
were on waiting lists to receive home and community-based 
services; a number that was over three times what is was in 
2005 (138,000) (The Case for Inclusion 2020: Key Findings 
Report, 2020; The Case For Inclusion Report: 2019, 2019). 
In another analysis, fewer than 20% of individuals with intel-
lectual and developmental disabilities were receiving long-
term services and supports through their state developmental 
disability agency (Residential Information Systems Project, 
2020).

However, lack of funding for services is only one chal-
lenge. Even when one is granted eligibility, the system offers 
unconnected locations for services. Families must contact 
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separate departments for services related to employment, 
home and community, and PSE. Along with identifying, 
accessing, and speaking with various agencies, families must 
understand each agency’s eligibility scheme, funding mecha-
nism, and programming. Parents must advocate so that the 
program meets the unique needs of their offspring. As many 
young adults with ASD require assistance in employment 
and activities of daily living (Ballaban-Gil, 1996; Billstedt 
et al., 2005; Eaves & Ho, 2008; Howlin et al., 2004), failure 
to access these needed services leads to serious ramifications 
including higher rates of emotional and health problems, 
declines in levels of independence, and reduced engagement 
in vocational activities (Taylor & Hodapp, 2012; Taylor & 
Mailick, 2014; Taylor & Seltzer, 2011a).

Addressing Challenges to Service Access 
through Parental Advocacy

To help address some of the challenges that families encoun-
ter when trying to access services, the Volunteer Advocacy 
Program-Transition (VAP-T) was developed (Taylor et al., 
2017a). The VAP-T is a 12-week, 30-h, group-based advo-
cacy training to educate parents of transition-aged youth 
with ASD about the adult service system. It is directed by 
an experienced program facilitator with knowledge about 
group processes, person-centered planning, and adult ser-
vice systems. The VAP-T is delivered in partnership with 
the local disability community; in most sessions, the pro-
gram facilitator is aided by community content experts who 
present specifics of each topic. Experts include representa-
tives from the Parent Training and Information Centers, The 
Arc, the University Centers for Excellence in Developmental 
Disabilities, various government agencies, attorneys, and 
parents of individuals with ASD. Each session consists of 
didactic instruction, family-sharing activities, case studies, 
and group discussions.

The VAP-T curriculum was developed with input from 
an Advisory Committee that included experts in ASD, adult 
disability service providers, disability advocates, parents of 
youth with ASD, and self-advocates with ASD. The curric-
ulum reflects multiple domains, including person-centered 
thinking, secondary education, PSE, financial support, 
employment, Medicaid, future planning, medical services, 
and advocacy. For each domain, participants complete a sec-
tion of a Letter of Intent (i.e., a planning tool for individuals 
with disabilities). By aligning the Letter of Intent with each 
domain, participants exit the VAP-T with a written docu-
ment about the services their son or daughter needs (per 
each domain), and strategies to obtain such services. Each 
participant is given a binder of materials, which for each 
topic includes a PowerPoint presentation, relevant readings, 
tip sheet(s), and activities.

This intervention showed preliminary efficacy in a pilot 
randomized-controlled trial with 45 parents of transition-
aged youth with ASD. Relative to a wait-list control group, 
parents who had taken the VAP-T experienced greater gains 
in their ability to advocate for adult services on behalf of 
their son/daughter with ASD, including increased knowl-
edge about adult services, advocacy skills, and empower-
ment to use this information. Further, effect sizes for all 
these group differences were large (Taylor et al., 2017a). In 
addition to improving parents’ ability to advocate for adult 
services, there was preliminary evidence to suggest that par-
ticipation in the VAP-T led to increased service access, PSE 
attendance, and community employment for youth with ASD 
(Taylor et al., 2017b).

Despite the promise of the VAP-T, its usefulness was 
limited because it only reflected the availability and eligi-
bility of services for the state in which it was developed. 
This decision was made because the adult services land-
scape differs from state to state. Thus, there was a need to 
develop an adult services advocacy program that could be 
applicable across states. To address this need, we adapted 
VAP-T into ASSIST (Advocating for Supports to Improve 
Service Transitions), which uses a combination of standard-
ized curriculum and individualized learning objectives to be 
nationally relevant.

Present Study

In this study, we described the development, feasibility, and 
acceptability of ASSIST, a new intervention that teaches 
parents of youth with ASD about the adult service system 
and the most effective ways to access those services. We 
delivered ASSIST six times, twice in each of three states 
in the U.S. (IL, TN, WI). Though the intervention was 
conceptualized and initially implemented as an in-person 
group-based program, COVID-19 restrictions on social 
gatherings necessitated conducting ASSIST sessions online. 
Two groups (out of six) were mid-way through the 12-week 
intervention series when social distancing guidelines were 
implemented in their local communities, and thus, they took 
some sessions in-person and some online. This allowed us 
the unanticipated opportunity to examine their perceptions 
of each mode of intervention delivery. We examined the fol-
lowing research aims:

1. To describe the feasibility of ASSIST as evidenced by:

a. Treatment fidelity
b. Participant attendance
c. Participant-reported ease of participation and barri-

ers to participation.
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2. To examine acceptability of ASSIST via participant 
satisfaction, and for those who had both in-person and 
online implementation, how the type of implementation 
impacted their satisfaction.

Method

Participants

Participants for this study were part of a multi-site rand-
omized-controlled trial testing the effectiveness of ASSIST. 
Eligibility criteria for the study were as follows: (a) parent 
or legal guardian of a youth with ASD who was 16–26 year 
of age; (b) parent provided medical, psychological, and/or 
educational documentation of their youth’s ASD diagnosis; 
(c) parent was able to attend the 12-week group program at 
the intervention site on the day and time it was delivered 
(either Monday or Wednesday evening, depending on the 
site); and (d) youth had lifetime scores on the Social Com-
munication Questionnaire (SCQ; Rutter et al., 2003)—a par-
ent report screener for ASD—indicating the likelihood of an 
ASD diagnosis.

Ninety-one participants were assigned to the treatment 
group and are the focus of this report. They were evenly 
distributed across the study sites, reflecting three states in 
the U.S. (29 in IL, 33 in TN, 29 in WI). Demographic char-
acteristics of the sample are presented in Table 1.

Procedures

After baseline data were collected via interview and ques-
tionnaire, participants were randomized, and the treatment 
group began the 12-week program. Attendance was taken 
at each ASSIST session. Participants who were unable to 
attend an ASSIST session had access to a password-pro-
tected website (along with the rest of the treatment group 
participants) on which they could watch the session record-
ing. Analytic data were gathered from the website to record 
who engaged with the online video content. Treatment fidel-
ity was assessed by a study team member for each ASSIST 
session; for about one-quarter of the sessions (24%), a sec-
ond team member assessed treatment fidelity so that inter-
rater agreement could be determined.

After each group finished the ASSIST program, they 
were emailed the link to a summative evaluation form. 
We allowed these forms to be completed anonymously to 
facilitate honest evaluation and to ensure that participants’ 
responses were not influenced by relationships they may 
have developed with project staff during the program. About 
two-thirds (68%; n = 62) of participants completed the sum-
mative evaluation.

Table 1  Participant demographic information (n = 91)

% (n) or M(SD)

Study participants
Age 52.57 (6.69)
Relationship to youth with ASD
 Biological mother 74.7% (68)
 Adoptive mother 11.0% (10)
 Grandmother 2.2% (2)
 Biological father 9.9% (9)
 Stepfather 1.1% (1)
 Adoptive father 1.1% (1)

Race
 Asian 3.3% (3)
 Black or African American 9.9% (9)
 White 82.4% (75)
 More than one race 4.4% (4)

Ethnicity
 Hispanic/Latino 7.7% (7)
 Not Hispanic/Latino 92.3% (84)

Marital status
 Currently married 63.7% (58)
 Never married 7.7% (7)
 Separated 1.1% (1)
 Divorced 24.2% (22)
 Spouse/partner deceased 1.1% (1)
 Other 2.2% (2)

Family income
 20,001–40,000 6.6% (6)
 40,001–60,000 17.6% (16)
 60,001–80,000 15.4% (14)
 80,001–100,000 12.1% (11)
 100,001–125,000 9.9% (9)
 125,001–150,000 6.6% (6)
 150,001–200,000 6.6% (6)
 200,001 or higher 13.2% (12)
 Prefer not to answer 12.1% (11)

Education level
 Received high school degree (or equivalent) 4.4% (4)
 Some college 16.5% (15)
 Associate degree 12.1% (11)
 Bachelors degree 37.4% (34)
 Masters degree 26.4% (24)
 Ph.D. or professional degree (JD, MD, etc.) 3.3% (3)

Transition-aged youth with ASD
Age 20.19 (2.87)
Gender
 Male 75.8% (69)
 Female 24.2% (22)

High school exit status
 Currently in high school 59.3% (54)
 Out of high school 40.7% (37)

Co-occurring intellectual disability
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Intervention: ASSIST

Development

Over the course of a year, the VAP-T was revised into 
a new program that would be relevant across the United 
States, called ASSIST (Advocating for Supports to 
Improve Service Transitions). The intervention revision 
team consisted of experts in ASD and adult services, rep-
resentatives from adult disability service agencies and 
advocacy groups, and parents of adults with ASD. Par-
ticipation of disability advocacy groups and parents was 
particularly important to the development of ASSIST, as 
their participation ensured that the issues covered were 
of most relevance to individuals and families, and that 
the program was developed in a way that facilitated sus-
tainability by community organizations. Team members 
resided in three states (IL, TN, WI) and thus could speak 
to the landscape of service systems across multiple sys-
tems. During weekly videoconferencing meetings and one 
in-person conference, this team: (1) examined the topics 
presented in the VAP-T so see if all important aspects of 
adult services were covered; (2) divided information about 
adult services and supports included in the VAP-T into 
what was relevant across the nation (e.g., definition of 
Medicaid Waiver; how to apply for Supplemental Security 
Income) and what would differ based on state and locality; 
and (3) determined a program structure that would provide 
standardization while still allowing enough flexibility to 
address the diverse services and supports available in dif-
ferent regions.

The intervention revision team determined that the best 
structure for ASSIST would consist of short introductory 
videos presenting nationally-relevant information followed 
by local experts who contextualized information about the 
topic to their geographic area, with ample time for questions 
and discussion throughout. The local experts would be pro-
vided learning objectives for their presentation, developed 
by the research team. This format provides standardization, 
while still allowing each site to personalize the program to 
their local context. For example, Medicaid waivers differ 
dramatically from state-to-state. Using this format, the intro-
ductory video contains important background about why the 
Medicaid waivers were developed, what they mean in the 
context of other long-term services and supports, and gen-
eral information about eligibility and portability. The local 

expert, then, describes the specific waiver programs that are 
available in their state and state-specific regulations.

Program Description

The resulting intervention is a 12-week program, with each 
weekly session lasting two hours (24 h total). An optional 
13th week on secondary transition planning can be deliv-
ered to participants if relevant (i.e., if youth are still in high 
school at the time of ASSIST delivery). ASSIST is led by 
a program facilitator with experience in adult services/sup-
ports and group processes.

For this project, ASSIST was delivered using an “Ini-
tial Implementation” model (Fixsen et al., 2005, 2013); the 
program facilitators were members of local community dis-
ability agencies or organizations, with support provided, as 
needed, by the university team. Before the program started, 
all program facilitators were provided with an ASSIST 
treatment manual that described the steps to prepare for 
and deliver the program. The university team met with the 
facilitators to discuss the implementation of the program 
and answer questions. Program facilitators identified and 
invited the local experts with support from the university 
team. Local expert invitation emails provided information 
about the program, the audience, and the learning objectives 
that they were asked to cover during their presentation. Dur-
ing the ASSIST sessions, university team members provided 
technical support to the program facilitators, and coaches 
provided feedback to the facilitators after the sessions. As 
program facilitators became more familiar with the ASSIST 
program, coaching was phased back but technical support 
remained.

The topic for each ASSIST session is presented in Table 2 
and the schedule for a representative ASSIST session is pre-
sented in Fig. 1. Each ASSIST session opens with a group 
greeting and introductions (Week 1) or reflections on the 
previous week’s session (Weeks 2–12) as well as an ice-
breaker question/activity that pertains to the topic of the 
day. Then, the introductory video is shown. The introductory 
video for each session presents information about the topic 
at hand that is relevant regardless of a person’s locale. The 
content is presented by two “hosts” who are parents of young 
adults with ASD. In the videos, the hosts have a conversation 
about the topic, asking and answering questions to present 
key information. Each introductory video also includes the 
story of a family’s experience that is relevant to the topic.

After the video is shown, there is time for group par-
ticipants to ask questions. Then, the local expert for that 
week is introduced by the program facilitator, and they give 
a presentation about the local aspects of the topic at hand, 
guided by the learning objectives for that topic developed by 
the research team. Learning objectives for the introductory 

Table 1  (continued)

% (n) or M(SD)

 Has an intellectual disability 39.6% (36)
 Does not have an intellectual disability 60.4% (55)
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videos and local expert presentations for each session are 
presented in Supplementary Table 1.

The last part of the session is reserved for further ques-
tions and discussion, and, at the end of the session, the “tip 
sheet” for that session (i.e., one-page summary with key 
points including national and state-specific resources) is cov-
ered. As in the VAP-T, participants are asked to complete 
the section of a Letter of Intent that corresponds to each 
topic; the applicable section is presented at the very end of 
the session. After the session has finished, participants are 
asked to complete an evaluation of that session; information 
from that evaluation is used to determine whether there are 
questions that need to be addressed at the next session and 
to provide feedback to program facilitators and local experts.

All participants are given a binder of materials that con-
tains handouts of the information presented in each session 
for reference, biographies and contact information for the 
local experts, tip sheets and a Letter of Intent.

In‑Person Versus Online Implementation

Because our pilot work suggested that the group experience 
was an important part of the VAP-T (Taylor et al., 2017a), 
ASSIST was developed to be an in-person, group-based 

intervention. The first two ASSIST groups were mid-way 
through the program (completing 4 and 3 weeks, respec-
tively) when COVID-19 restrictions on group gatherings 
were implemented in the local areas. After a pause of 
approximately two months, the programs were resumed 
using secure video-conferencing platforms. This provided 
us with the unique opportunity to query participants in these 
two groups about their experiences taking ASSIST in-person 
versus online, allowing us to make small refinements to the 
procedures with the remaining groups to approximate, as 
closely as possible, the in-person group experience. The 
remaining 4 treatment groups (1 in IL, 1 in TN, and 2 in WI) 
were delivered the entire ASSIST series via synchronous 
video-conference, as restrictions on group gatherings were 
in place throughout the entire time that the treatment group 
was receiving the program.

Measures

Feasibility: Treatment Fidelity

The treatment fidelity form for a representative ASSIST 
session is presented in Fig. 1. The form for each session 
assessed both the fidelity to the components of ASSIST 

Table 2  Treatment fidelity 
for each session by study site, 
and for local expert learning 
objectives

ASSIST session % of learning objec-
tives and procedural 
checks met

% of local expert learning 
objectives met (across sites)

IL TN WI

Session 1
Intro and Person-Centered Planning

95.8 96.4 100 100

Session 2
Models of Decision Making

96.8 93.7 94.7 98.1

Session 3
Supplemental Security Income (SSI)

93.7 96.4 96.8 100

Session 4
Social Security Disability Insurance (SSDI) & Sup-

plemental Nutrition Assistance Program (SNAP)

87.5 90.6 96.8 100

Session 5
Health Insurance Options

96.8 100 78.5 77.8

Session 6
Medicaid Waiver

81.8 100 100 96.7

Session 7
Employment 1

89.5 100 96.8 95.8

Session 8
Employment 2

87.5 96.8 100 83.3

Session 9
Post-secondary Education

93.7 90.6 94.4 100

Session 10
Housing & Enabling Technology

93.7 100 93.7 100

Session 11
Special Needs Trust & ABLE accounts

93.7 93.7 97.2 100

Session 12
Advocacy

93.3 92.8 100 100



2393Journal of Autism and Developmental Disorders (2022) 52:2388–2399 

1 3

(e.g., greeting group members; showing the video; intro-
ducing the expert speaker) as well as the learning objec-
tives that were expected to be covered by the local expert 
in that session (see Supplemental Table 1 for local expert 
learning objectives). Fidelity to each item on the form was 
assessed on a binary scale (yes/no); though this did not 
allow for rating of items that were “somewhat” covered, 
the simpler scale facilitated uniformity in coding across 
sites.

Feasibility: Participant Attendance

Feasibility of parent participation was measured primar-
ily through attendance. Attendance was taken for each 
ASSIST session, and attendance data was tabulated for 
each participant. Data were also gathered on whether 
a participant who was absent from an ASSIST session 
accessed that session on the password protected web-
site. For each session, participants were given a code of: 
attended the session (2); absent but watched the recorded 
session (1); or did not attend nor access the recorded con-
tent (0).

Feasibility: Ease of Participation and Barriers 
to Participation

Information about feasibility of parent participation was 
also collected in the summative evaluation. In terms of 
ease of participation, parents were asked whether each of 
the aspects of ASSIST implementation “worked for me” 
or “did not work for me:” session length (2 h); session 
day (Monday or Wednesday); session time (evenings); 
and number of sessions (12 sessions). If any aspects of 
ASSIST “did not work for [them],” participants were 
asked what would have worked better.

Participants were also asked about barriers to partici-
pation with the following question, “If you were unable 
to attend one or more ASSIST sessions(s), what circum-
stances made attendance challenging. Please select all 
that apply.” They could select from the following: work 
conflict; vacation; medical issue (non-COVID related); 
family emergency; no respite care; weather or other rel-
evant emergency (e.g., power outage); COVID-related cir-
cumstances; technology issues (e.g., trouble with internet 
connection); and/or other.

Acceptability

The summative evaluation included ten items that assessed 
participant satisfaction. Satisfaction items are presented in 
Table 3, and reflect satisfaction with the ASSIST content, 
with participants’ ability to attend and participate, and with 
the group experience. Agreement with each item was rated 
on a five-point Likert scale ranging from 1 = strongly disa-
gree to 5 = strongly agree.

In addition, the two groups who took some ASSIST sessions 
in-person and some online (due to COVID-19) were given the 
same set of statements (see Table 3) and asked to compare their 
online experience to their in-person one. Response options to 
the items for this set of questions were 1 = less than in-person; 
2 = same as in-person; 3 = more than in-person.

Timeline Descriptions Fidelity 
Check

Opening 40 min
Welcome, Review highlights from last 

meeting and reflection on LOI

�  15 min

Icebreaker activity �

Introduce session topic and watch video on 

current topic

�

LO 1. Discuss independent living and 

quality of life

�

LO 2. Describe federally subsidized 

housing, and eligibility criteria

�

LO 3. Define Section 8 Housing Choice 

Voucher Program and who is eligible

�

LO 4. Describe creative grass roots/family 

consortium housing

�

15 min

LO 5. Describe types of technologies that 

can support independent living

�

10 min Answer any questions about the video �

Local 
Expert

75 min

Introduce local expert. Have guest speaker 

discuss topic including any activities 

planned.

�

LO 1. Explain how and where to apply for 

subsidized housing, section 8 

�

LO 2. Describe considerations and steps for 

creative housing

�

LO 3. Describe other housing options in 

that state

�

60 min

LO 4. Describe smart home technology 

options that can support independent living

�

15 min Q & A, discussion �

Discuss the Tip Sheet, questions, group 

reflections 

�

Remind participants to complete Letter of 

Intent Section 7

�

Closing    
5 min

Do evaluations (in paper for in-person 

session, or send via online survey for online 
session), thank participants, end meeting

�

Fig. 1  Example agenda and treatment fidelity form from the ASSIST 
session, “Housing and Technology”
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Finally, in the summative evaluation, all participants were 
asked to rank-order each of the following models of ASSIST 
delivery by their preference: in-person; online (live); or 
recorded.

Data Analysis

To examine treatment fidelity (Aim 1), the percentage of 
learning objectives met for each session were calculated by 
study site (IL, TN, WI) and overall (combining across sites). 
Percent agreement was calculated for the sessions in which 
two research team members rated treatment fidelity. We were 
particularly interested in whether the local experts for each 
session addressed the learning objectives in their presentation, 
given the individualization that we expected across states and 
speakers; thus, we separately examined the percentage of local 
expert learning objectives that were covered in each session.

Aim 1 also examined the feasibility of parent participa-
tion in the ASSIST program. Attendance was examined by 
calculating the number of sessions each participant attended 
(either by joining the session live or by watching recordings 
of the sessions after the fact). Using the summative evalu-
ations, we used frequencies to examine how feasible each 
of the components of ASSIST implementation was for the 
participants. We also examined barriers to participation by 
calculating frequencies of the circumstances endorsed by 
participants that made attendance challenging.

Aim 2 examined acceptability of ASSIST as measured by 
participant satisfaction. For those who had both in-person 
and online implementation, we also investigated how the 
type of implementation impacted their satisfaction. Mean 
scores for each satisfaction item in the summative evalua-
tion were calculated, as well as the percentage who reported 
“agreeing” or “strongly agreeing” with each satisfaction 
statement. Participants who received part of the curriculum 
in-person and part online were also asked to compare their 

satisfaction across the two modalities (more, similarly, or 
less satisfied with web-conferencing versus in-person): fre-
quencies of responses to each satisfaction item were sum-
marized. Finally, for all participants, we summarized the 
percentage that chose in-person, online (live), or recorded 
as their preferred mode of ASSIST delivery.

Results

Aim 1: Feasibility

Treatment Fidelity

Treatment fidelity percentages for each session by study site 
are presented in Table 2. Treatment fidelity was good, at over 
85% for nearly all sessions; two of the study sites each had 
one session below 85%, and the third study site had no ses-
sions below 85%. Inter-rater agreement, calculated on 24% 
of sessions, was excellent at 94%.

Across sites, the percentage of local expert learning 
objectives met was over 95% for all sessions but two: Health 
Insurance Options and Employment 2 (see Table 2). In both 
cases, the lower percentages were driven by a local expert at 
a single study site, who presented information on their topic 
that did not align with the learning objectives. Local experts 
at other sites had high treatment fidelity scores for these ses-
sions, suggesting that the local expert learning objectives 
remained relevant.

Attendance

The percentage of sessions attended by participants is pre-
sented in Fig. 2. Across sites, 84.6% of the participants 
(n = 77) attended 75% or more of the sessions (either live 
or by watching the recording), with nearly 50% attending 

Table 3  Descriptive statistics for items measuring participant satisfaction with ASSIST (n = 61)

Items Mean scores Standard Deviation % (n) of people who reported 
‘agree’ (4) or ‘strongly agree’ 
(5)

1. I could ask questions 4.59 0.82 88% (55)
2. My questions were answered 4.52 0.74 92% (57)
3. I could concentrate during the sessions 3.95 1.01 69% (43)
4. I could join in the discussion 4.3 0.88 79% (49)
5. I learned new information in the sessions 4.75 0.54 97% (60)
6. I attended the sessions without any issues 4.23 0.86 82% (51)
7. I felt like I was part of a group 4.21 0.82 77% (48)
8. I connected with other parents in the group 3.72 1.00 58% (36)
9. I was satisfied with the sessions 4.48 0.67 92% (57)
10. I would recommend ASSIST to another family 4.72 0.66 95% (59)
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all 12 sessions. Attendance was similar across sites, with 
83% of IL participants, 82% of TN participants, and 90% 
of WI participants attending at least 75% of sessions (see 
Supplemental Fig. 1 for attendance by study site). Less than 
10% of participants (IL = 4, TN = 3, WI = 2) attended fewer 
than 50% of sessions.

Follow-up analyses examined the proportion of time that 
participants “attended” ASSIST sessions by joining the 
sessions live versus accessing the recorded content on the 
secure website. The majority of participant attendance was 
through live participation; only 15 of the 91 participants 
(16%) accessed the online content after the sessions. Most 
of the time (73%), participants entered the online portal to 
access recordings of sessions they missed. The remaining 
27% of the time, they accessed the recordings to re-watch 
sessions they had attended live.

Ease of Participation and Barriers to Participation

Of the 62 participants who provided responses to the sum-
mative evaluation, 100% reported that the session day 
(Monday or Wednesday depending on the site) “worked for 
[them].” Regarding the session time (happening on evenings 
from 6 to 8 PM CST at all sites), 97% (n = 60) responded that 
it “worked for [them].” The two participants who reported 
that the session time did not work for them said that the ses-
sions would have worked better had they happened in the 
morning (n = 1) or started an hour later (at 7 PM; n = 1). As 
far as session length (two hours) and number of total ses-
sions in the program (12 sessions), 92% (n = 57) of the par-
ticipants said that each of these aspects “worked for [them].” 
Those who reported that session length and number of total 
sessions “did not work” for them (8% or n = 5 for each), 
indicated that shorter sessions of 1.5 h would have worked 

better for them, and that fewer than 12 sessions would have 
been more convenient.

Thirty-seven participants (59.7% of those who completed 
the summative evaluation) indicated some barriers to partici-
pation. The percentage of participants who indicated each 
barrier is presented in Fig. 3. The most common challenges 
to participation were conflicts with work and family emer-
gencies. About 15% of families endorsed “other” barriers, 
which included a diverse set of responses such as having 
family members visit from out of town, family and home-
life challenges, prior commitments, forgetting the session, 
or (in one case) skipping the session because it was a topic 
the participant had already learned about.

Thus, for the vast majority of participants, the ASSIST 
sessions were feasible as evidenced both by high attendance 
as well as by reporting that the logistics of the session were 
feasible for them.

Aim 2. Acceptability

Participant Satisfaction

Sixty-one participants provided valid satisfaction data. Mean 
scores and standard deviations for each satisfaction item, 
as well as the percentage of people who ranked each item 
as “agree” or “strongly agree” are presented in Table 3. 
In supplemental analyses, we tested for site differences in 
satisfaction items using analysis of variance; there were 
no statistically significant differences between study sites 
(see Supplemental Table 2) and thus results are reported in 
aggregate.

Participants reported being satisfied with all aspects of 
the ASSIST program, with mean scores for all items but two 
falling between “agree” (score of 4) and “strongly agree” 
(score of 5). Specifically, more than 90% of participants 
reported that they learned new information, would recom-
mend ASSIST to other families, were satisfied with the ses-
sions, and felt that their questions were answered. The least 
amount of agreement was for statements related to ability 
to concentrate during the sessions and feeling connected to 
other parents, with this last item receiving a mean score of 
3.72. Though scores were lower on these items than some 
of the others, it is important to note that a score of 3 cor-
responded to the “neutral” response category. Thus, there 
were high levels of satisfaction with the ASSIST program, 
with some challenges in concentration and connecting with 
other parents.

Online Versus In‑Person Delivery

For the two groups who attended part of the program in 
person (before COVID-19 restrictions were put in place; 
n = 20), we asked them to compare their online and in-person 
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experiences. Figure 4 shows the percentage of respondents 
who rated each satisfaction item with online implementa-
tion as “less than in-person”, “same as in-person”, or “more 
than in-person.” Participants noted many similarities in 
their experiences online versus in-person. Nearly all partici-
pants reported that they learned new information similarly 
and most felt that their questions were answered similarly 
across delivery modalities. About two-thirds reported that 
modality did not impact their ability to attend sessions, with 
the remaining 35% somewhat evenly split between having 
more issues and less issues attending sessions online versus 
in-person.

There was also some indication that full participation was 
more difficult online compared to in-person. About one-half 
of participants reported that, in the online implementation 
of ASSIST, they could join the discussion and connect with 
other parents “less than in-person.” Additionally, a sub-
stantial subset of parents (40–45%) felt that compared to 
in-person implementation, it was more challenging to ask 
questions, to feel that they were part of a group, and to con-
centrate during the online sessions.

Though participants who had both in-person and online 
ASSIST sessions reported some challenges in online par-
ticipation, across the entire sample these potential chal-
lenges were offset by convenience. Of the participants 
who completed the summative evaluation, 58% (n = 36) 
reported that their preferred mode of delivery was online 
compared to participating in-person or watching recorded 
presentations. The remaining 42% (n = 26) reported their 
preferred mode of delivery to be in-person. No partici-
pants preferred recorded sessions above synchronous 
online or in-person sessions.

Having experienced ASSIST in-person seemed to 
impact—to some extent—preference for in-person versus 
online delivery. Of those who had taken some ASSIST ses-
sions in person (n = 20), 60% indicated in-person as their 

preferred mode of delivery, compared to one-third (33%) of 
the 42 participants who only had ASSIST sessions online.

Discussion

This study presented data on the feasibility and acceptability 
of a novel intervention to improve parents’ ability to advo-
cate for services and supports on behalf of their transition-
aged son or daughter with ASD. This project extended extant 
research by delivering the intervention—ASSIST—through 
community agencies (with coaching) at three states in the 
U.S. Findings suggested that ASSIST can be delivered with 
fidelity, and that it is feasible and acceptable to participants.

The high rates of treatment fidelity by the local experts are 
particularly notable. Because adult services and supports are 
different in every state, it was necessary to build some degree 
of individualization into the curriculum so that participants 
at each study site could receive information relevant to their 
local context. Many guest speakers who provided information 
to ASSIST participants were from local disability organiza-
tions, agencies, and advocacy groups, and had delivered many 
presentations on their assigned topic. Though we asked local 
experts to review and incorporate the learning objectives into 
their presentations, it was unclear to what extent this would 
happen during community implementation. With two nota-
ble exceptions, each local expert was able to address most or 
all learning objectives in their presentation. Thus, findings 
suggest that relying on local subject-matter experts from the 
community, and allowing content to be personalized to the 
local context, does not preclude ASSIST being delivered in 
a standardized way across sites with comparable information 
received by all research participants.

Findings also suggested that the format of ASSIST 
(weekday evenings, 2-h sessions, 12 weeks) was generally 
feasible for participants. Interestingly, even during a global 
pandemic, we saw high attendance for ASSIST sessions. 
There are a few potential reasons for the high rates of attend-
ance. First, though we had expected COVID-19 to negatively 
impact attendance due to the additional stress that families 
are under (Manning et al., 2020; White et al., 2021), in real-
ity it may have encouraged attendance. Because of social 
distancing restrictions, families were traveling less and had 
fewer evening activities than they would in typical times. 
Further, attending ASSIST sessions virtually from one’s 
home reduces barriers to participation that would be present 
for in-person participation such as traffic, reliable transporta-
tion, and childcare.

Though the high rates of attendance were likely driven, 
at least to some extent, by the convenience of accessing ses-
sions from home, participants who had the opportunity to 
take ASSIST sessions both in-person (prior to COVID-19) 
and online (after COVID-19) identified some trade-offs Fig. 3  Percentage of participants who endorsed each circumstance 

that made attendance difficult (out of n = 62)
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to this convenience. In general, across the entire sample, 
participants were highly satisfied with many aspects of the 
online implementation of ASSIST. However, those who par-
ticipated both in-person and online reported some challenges 
in accessing the benefits of the group format with the online 
delivery. Many found it harder to connect with other parents, 
to feel part of the group, and to join in the discussion. Their 
ability to learn new information, however, did not seem to 
be impacted by the different intervention delivery formats. 
This feedback is highly consistent with our pilot work, in 
which the VAP-T was delivered in-person but we offered 
opportunities to attend virtually or watch the sessions after 
the fact when in-person attendance was not possible. In that 
study, we found that attending a higher proportion of ses-
sions in-person (versus accessing the sessions online) was 
not associated with the amount of knowledge about adult 
services that participants gained, but was related to families 
feeling more empowered to use the information that they 
learned (Taylor et al., 2017a). In the aftermath of COVID-
19, many families are more comfortable with technology 
and it may be that, in many circumstances, online groups 
replace in-person groups (Ameis et al., 2020; Hacker et al., 
2020; Nguyen et al., 2020). It will be important for studies to 
rigorously examine the benefits and drawbacks of different 
delivery models for programs such as ASSIST.

Finally, it is interesting to note that those who had taken 
ASSIST sessions in-person were twice as likely to choose 
in-person as their preferred method of intervention delivery, 
relative to those who had not taken any ASSIST sessions 
in-person. Though those who had taken ASSIST sessions 

in-person seemed to feel as though “something was lost” in 
terms of the group experience when moving online, this may 
not have been the experience for those who only attended 
online sessions. Across either group, however, there were 
many participants who preferred each type of intervention 
delivery. Future research should investigate which type of 
treatment modality works best for whom, in order to target 
the appropriate delivery modality to the participants most 
likely to benefit from it.

Limitations

There are important limitations worth noting. First, most 
of the research participants were White non-Hispanic, and 
those with higher levels of education were over-represented 
in this sample. The lack of diversity in our sample is a limi-
tation common to much of autism research (Jones & Man-
dell, 2020; West et al., 2016), and it may have been further 
exacerbated by the necessity to deliver ASSIST via web 
conferencing. Though we worked with families to procure 
the necessary technology when needed, ultimately families 
without reliable access to technology may have decided not 
to participate. Future research should consider cultural-
responsiveness and other adaptations to make ASSIST fea-
sible and acceptable to under-represented minority groups or 
those with fewer socioeconomic resources, who are at great-
est risk for disparities in service access during the transition 
to adulthood (Eilenberg et al., 2019; Shattuck et al., 2011).

Second, because this was the first test of the national 
ASSIST curriculum, we used an initial implementation 
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approach in which coaches assisted community agencies 
in delivering the program. Though it was necessary, at the 
current stage of program development, to test whether the 
ASSIST curriculum could be implemented with fidelity, 
it is unclear to what extent the feasibility and acceptabil-
ity outcomes apply to circumstances where ASSIST is 
fully implemented in the community (without monitor-
ing and coaching from a research team). Future analyses 
will examine the extent to which coaching was required 
in the present initial implementation model, and future 
studies are needed to test full community implementation 
of ASSIST.

Third, about one-third of study participants did not fill 
out the summative evaluation. Though our decision to 
anonymize the evaluations likely encouraged candor in the 
feedback we received (which was our intent), it renders us 
unable to identify who did or did not complete the evalua-
tion. It may be that those who had an unsatisfactory experi-
ence with ASSIST were less motivated to provide feedback 
on the program.

Finally, through the happenstance of COVID-19-related 
restrictions on social gatherings, we had the unanticipated 
opportunity to examine participant satisfaction and prefer-
ence for ASSIST when delivered in-person versus online. 
More intentional investigations of feasibility, satisfaction, 
and efficacy of ASSIST delivered via different modalities 
will be necessary to determine which model of delivery is 
preferable and more effective.

Supplementary Information The online version contains supplemen-
tary material available at https:// doi. org/ 10. 1007/ s10803- 021- 05128-z.
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