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Abstract

Parent-mediated interventions are cost-effective ways to increase access to appropriate treatment services to children
with autism spectrum disorder. We aimed to engage parents working as partners within rural autism identification teams
to facilitate prompt initiation of autism-specific treatment services and expand the amount of treatment available to
young children with autism spectrum disorder. To do this, we sought to employ a two-phase training approach: (Phase
I) train parents to fidelity in an evidence-based parent-mediated intervention (reciprocal imitation training), and (Phase
2) evaluate the extent to which parents could effectively coach other parents of newly diagnosed children to implement
reciprocal imitation training with their child. We experienced several unexpected barriers to completing all aspects of
the Phase | training workflow. This led us to pivot toward a process evaluation. We used qualitative interviewing with
our partner parents to systematically identify barriers and enhance the likelihood for successful future efforts at such
an approach. The lessons we learned and recommendations for others attempting this type of research are presented.
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Introduction designed to teach young children with ASD to imitate

. . spontaneously during on-going interactions with a play
Despite well-established research support for the efficacy partner. A recent review cited RIT as one of only seven

of autism spectrum disorder (ASD)-specific early inter- o7y jntervention packages with “strong” evidence for
vention, children with ASD encounter significant difficul- efficacy with children <3 with or at risk for ASD
ties accessing clinical care. This is magnified for families
who live in rural and/or underserved areas. In large frontier
states like Oregon, toddlers in rural areas with a recent
diagnosis of ASD may only receive weekly or biweekly
home visits for an hour, or at most a 2h weekly toddler
group through state-supported Early Intervention/Early
Childhood Special Education programs.

There is a growing body of evidence showing the ben-
efits of parent-mediated interventions, including studies
that have demonstrated the fidelity of parents in imple-
menting specific treatments (e.g. Oono et al., 2013).
Parent-mediated interventions are cost-effective ways to
increase access to appropriate treatment services to chil-
dren with ASD. One early intervention that has been  Correspondingauthor: ‘ .
adapted to a parent-mediated approach is reciprocal imita- Trevor A Hall, Doernbecher Children’s Hospital and Institute on
A . R L Development and Disability, Oregon Health & Science University, 707
tion training (RIT). RIT is a naturalistic developmental g\ Gaines St., Portland, OR 97239-3098, USA.
behavioral intervention (NDBI, Schreibman et al., 2015) Email: halltr@ohsu.edu

(Zwaigenbaum et al., 2015). RIT can be implemented in a
variety of play settings (e.g. inside, outside) as well as dur-
ing daily routines (e.g. bath time). Because RIT focuses on
pivotal skills that emerge early in development and does
not require language competency, it can be used with chil-
dren at very young chronological, language, and develop-
mental levels. Research on RIT shows that it is effective
for teaching object and gesture imitation skills (Ingersoll,
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Table I. Phase | project workflow for Parent Partners.

Phase |: Become trained and certified in RIT

Activity Estimated time
l. Information and informed consent 30min
2. Online RIT 2h
3. In person RIT workshop at OHSU 2days
4. Identify a child with whom to practice RIT. Film 10-min video of practice for review TBD
5. Submit video for review and feedback I5min
6. Complete Skype/phone consultation session with RIT Trainer. Repeat 4-6 30min
7. If Parent Partner achieves certification after the second video, they will receive RIT N/A
certification. If additional video review is needed, repeat activities 4-6
8. Receive incentive #1: US $75 N/A
18. 3 months after starting, the new parent completes the questionnaires again and [0min

mails them (when completed) to OHSU using prepaid envelopes

RIT: reciprocal imitation training; OHSU: Oregon Health & Science University; TBD: To be Determined on an individual basis.

2010). In addition, RIT increases other social-communica-
tion skills such as social engagement, language, pretend
play, and gesture use (Ingersoll, 2012). This approach can
be very effective when implemented by parents with their
own children (Ingersoll and Gergans, 2007).

The Autism Program at Oregon Health & Science
University’s (OHSU) Doernbecher Children’s Hospital
(DCH) provides a large portion of ASD diagnoses in
Oregon, including children living in rural areas. In addi-
tion, DCH clinical staff have collaborated with the Oregon
Center for Children and Youth with Special Health Needs
at OHSU to provide training and on-going support to sev-
eral community-based multidisciplinary autism identifica-
tion teams (AITs). These teams are typically composed of
a local pediatrician, a mental health provider, educational
staff, and a Parent Partner (PP; parent of a child with ASD),
who functions as a parent advocate. They conduct ASD
diagnostic evaluations with children up to 5years of age,
many of whom reside in rural areas.

Our intention for the project was to leverage the PPs
from local AITs as interventionists in order to facilitate
prompt initiation of ASD-specific treatment services and
expand the amount of treatment available to young chil-
dren with ASD. A two-phase training approach, modeling
the approach used to train professional direct service pro-
viders in RIT and related NDBIs (see Wainer et al., 2017),
was planned: (Phase 1) train the PPs to fidelity in RIT and
(Phase 2) evaluate the extent to which PPs could effec-
tively coach parents of newly diagnosed children (NDP) to
implement RIT with their child. However, during Phase 1
(see Table 1), we experienced several unexpected barriers
to completing all aspects of the training workflow and
eventually training procedures were terminated. As such,
we shifted to a process evaluation approach and used qual-
itative interviewing to more systematically identify barri-
ers and enhance the likelihood for successful future efforts
at such an approach. The purpose of this short report is to
describe findings from the process evaluation.

Method

This study was carried out under an Institutional Review
Board approved protocol. PPs underwent an informed con-
sent procedure prior to beginning the study.

Initial training experience

While all eight parents PPs on the local AITs were con-
tacted about participation, four eventually agreed to par-
ticipate. Initially, only two PPs consented to participate,
reviewed the Online RIT materials, and traveled to OHSU
to attend the 2day face-to-face workshop. The other six
PPs could not attend this workshop due to the long dis-
tance to training center and the need to take time away
from work and family. As such, we added a second 1-day
remote RIT workshop, which resulted in two additional PP
participants.

After completing the workshop, all four PPs searched
for a family with a young child with ASD with whom to
practice RIT, in order to establish fidelity and become cer-
tified. One PP discontinued participation due to personal
life events that happened shortly after the initial workshop.
The other PPs encountered a myriad of logistical chal-
lenges that stalled the study at this stage.

Given the many difficulties recruiting and supporting
the PPs in completion of the project activities, we pivoted
our study design to conduct qualitative interviews with the
four of the PPs to identify barriers to participation and per-
spectives on what worked and what did not to help deter-
mine the feasibility of similarly structured projects in the
future.

Data collection and analysis

An interview guide was developed to examine partici-
pants’ experience with the training model. Questions for
the interview were generated based on the study goals and
discussions with the participants throughout the training
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Table 2. Themes from interview.

Motivation e Parent Partners have a desire to help and give back
e Parents partners are very interested in collaborating with healthcare professionals to better the lives of children

and families in their communities

® Recognition that participation in groups/therapies with other families has a positive impact on families—need to
expand access to these kinds of supports (especially for rural families)

e “Thirsty” for knowledge about interventions

Positives e Parent Partners really liked the concepts within RIT

services

Families seem excited about RIT
Good for rural or international families

Parent Partners felt like RIT was something that could easily be applied in communities with limited intervention

RIT was easy to learn (at least on a conceptual level)

“Love RIT because there’s nothing to lose and everything to gain”

Barriers e Parent Partners experienced their own barriers to their own RIT training

Limited time due to own child’s needs

Limited time due to own family stressors (e.g. moving, divorce)
Limited time due to full-time employment elsewhere
Difficulties with technology and Internet access

Feelings of being overwhelmed by the material

o Difficulties finding families and children with whom to practice
e Thus, Parent Partners had very limited time to practice RIT and build their confidence
e Limited confidence was a significant long-term barrier

RIT: reciprocal imitation training.

procedures (see Appendix 1). Questions were intentionally
open-ended, and participants were asked to use their own
words when providing their responses. All answers were
recorded and transcribed for analysis.

Data analysis was guided by thematic content analysis
(Burnard, 1991). First, transcripts were read through and
notes made throughout the reading, on general ideas
emerging from the interview. Then, notes were reviewed
and names of categories to describe the different ideas
were generated. The research team then reviewed the notes
and categories and collapsed similar ideas into overarch-
ing themes. Original transcripts were re-read to ensure that
no additional themes were missed during initial review and
coding.

Results

Overarching themes across participants are summarized in
Table 2.

Motivation for participation

In general, PPs were motivated to support other families in
learning effective early intervention practices. They indi-
cated a desire to collaborate with healthcare professionals
to give back to their communities and to help other fami-
lies. They felt that being able to connect with other fami-
lies is critical for NDPs, and that such opportunities are
very limited, particularly for families in rural and under-
served areas. The PPs recognized their unique potential in
being able to serve as this critical family connection for

NDPs. Finally, PPs indicated a “thirst” for knowledge
about interventions that could be helpful for other parents
as well as for themselves.

e One of the things I’ve noticed is the differences in
the families once they start the group they play,
interact, socialize as family that type of support
helps them. So I wanted to look into more ways to
do that on a broader scale how to work one on one
or with kids in general on the spectrum.

Buy-in with the intervention

The PPs spoke about RIT in an encouraging way. They
were positive about the goals of RIT and the techniques
and concepts that are taught as part of the program.
Indeed, it was noted that the concepts in RIT seemed easy
to learn (at least on a conceptual level). PPs felt as though
RIT was ideal for rural, international, or underserved fam-
ilies as it could be easily implemented with limited
resources and time. When PPs spoke to other parents
about RIT, the other parents expressed enthusiasm about
the approach.

e Love RIT because there’s nothing to lose and every-
thing to gain.

e RIT [is] a particularly interesting technique, espe-
cially in a rural community.

e RIT is a resource that doesn’t cost anything, is easy
to facilitate, and easy to provide in rural areas where
we need things like that.
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Barriers

Despite strong motivation to participate and enthusiasm
about RIT, the PPs reported on several barriers which
made it challenging to complete the training procedures.
From a logistical standpoint, PPs reported that difficulties
finding children with whom they could practice was a con-
sistent and significant barrier. Because of this, PPs felt as
though they never reached a sufficient level of confidence
in using RIT and commented that a lack of confidence in
the intervention would serve as a profound long-term indi-
vidual barrier to using RIT in their roles as PPs. Another
frequently cited individual barrier was related to time; PPs
reported limited time to commit to training due to their
own child’s significant needs, unexpected family stressors
(e.g. divorce, moving), and full-time employment outside
of the PP role. There were no notable differences observed
in terms of barriers among the PPs. However, the PP who
completed the RIT workshop in-vivo cited that the in-per-
son practice was the most helpful part of the workshop;
moreover, that same PP reported slightly higher confi-
dence about the intervention than the PP who completed
the workshop remotely. Although PPs were excited about
RIT, they recognized a need for practice and supervision in
order to feel comfortable with the intervention. Importantly,
supervision was offered as part of the training model.
Although parents did not explicitly mention difficulties
seeking supervision, only one parent successfully sched-
uled and completed supervision, suggesting some struc-
tural communication challenges may have served as
another potential barrier.

e Learning the techniques was easy, actually doing
them was totally different!

e There was not a lot of confidence not because of
lack of training, but just self-confidence. That was
the hardest thing in initiating things not feeling too
confident in my own ability to actually perform
RIT.

e [ work full time and have a large family.

Discussion

Results from this work lend support to the notion that
intent and engagement are necessary, but not sufficient,
conditions for adoption of evidence-based interventions in
real world settings (Damschroder et al., 2009). This pro-
ject has inspired careful consideration of two critical
questions:

1. What is the most appropriate role for PPs in early
intervention for ASD?

Initial enthusiasm suggested that PPs were excited about
the role of parent coach; however, this role may not be best
for utilizing the invaluable experience, expertise and

perspectives of PPs. It may behoove the field to considered
alternative ways to include PPs in parent coaching inter-
ventions, such as a parent navigator supporting direct ser-
vice providers responsible for parent coaching, as a
“practice partner” for a parent while she or he learns the
specific intervention strategies, or as a parent to parent
mentor trained to provide emotional support, practical par-
enting information and information about accessing ser-
vices and supports (e.g. Singer et al., 1999). Although an
answer to this inquiry is not immediately clear, it remains
an important empirical question that can, and should, be
investigated in future mixed-method research studies. In
the meantime, experiences from the current project sug-
gest that at a very minimum, exploration of ways to
enhance the training and capacity of PP as parent coaches
is warranted and led to our second question:

2. How can we improve training and system to
increases the likelihood of PPs success in the role
of parent coach?

Candidly, we modified a procedure typically used to train
professionals in NDBISs, but this approach was not feasible
or effective for PPs. We did not fully appreciate that these
PPs are not typical professionals, do not have protected
professional time, and have highly stressful lives outside
of their PP role. Indeed, the training model we used was
met with structural (e.g. communication challenges),
logistic/resource (e.g. difficulties finding practice fami-
lies), and individual (e.g. limited PP confidence, high lev-
els of PP personal life stress) barriers. PPs may need more
background knowledge, intensive training, on-going
supervision, financial compensation, organizational/
administrative support, time, and peer support than was
provided in the current model in order to deliver parent
coaching in early interventions for ASD. Specifically, our
data suggest that increased stipends for participation, more
frequent supervision during training, greater peer support
(e.g. training multiple PPs in a given area as parent
coaches), and identifying and assigning practice families
in advance would each be beneficial in supporting a more
successful RIT and parent coaching training endeavor.

Recently, we have become aware of a program in which
PPs can be trained and certified as community health
workers and peer support specialists. Completion of train-
ing and certification would empower our PPs and allow
them to bill health plans for their services in providing
RIT. This may prove to be a necessary step that will enable
at least some of the PPs to complete RIT training and
actively participate in teaching this parent-mediated inter-
vention to other families.
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Appendix |

In this first part of our interview, my questions are going
to be about the factors involved in your decision to
participate.

1. Back when you were approached about the Parent
Partners RIT program and you were making your
decision about whether or not to participate, what
were the top factors (up to three) in favor of your
participation (e.g. professional development,
wished to learn techniques to use with own child)?

2. What were the top factors (up to three) against your
participation (e.g. not enough time, too much going
on at home)?

3. (for parents who did not participate) Do you think
that a larger stipend would have influenced your
decision to participate in the Parent Partners RIT
program?

In this next portion of the interview, my questions are
going to center on the online RIT training, and how easy and/
or hard it was to access the RIT website and learn from it.

4. Before the RIT workshop, how frequently did you
access the website?

a. Did you set up a particular schedule/routine in
terms of when you would access the website?

i. If yes—what was this routine, and how
did it help?

ii. If no—would it have helped to have a
more structured routine?

5. Were you able to fully complete the Online RIT
Training before attending the workshop?

a. If no—what were the barriers to your com-
pleting the training;

b. What would have helped you overcome those
barriers?

6. How easy was it to learn the intervention tech-
niques using the website?

7.  What were some of the website elements that were
most helpful (i.e. slideshow, video library, exer-
cises, homework plan, reflection)?

8. What barriers do you see to parents using the
Online RIT website?

a. Ifyes—what are some of the ways that these could
be addressed?

9. What additional supports would have encouraged
you to use the website more during your time in the
Parent Partners RIT program?

10. Did you access the website once the workshop was
over?

a. If yes—how frequently did you use it, was
your use systematic, and were there particular
times that you found it most useful to use the
website?

b. Have you made any changes in the ways that
you access the website?
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11. This training was delivered using a website. What
did you think about the technique of a website? Are
there other technologies you would like to see
incorporated?

In this next part of our interview, my questions are
going to center on the RIT Workshop.

12. Did you attend the videoconference, or the physi-
cal workshop?

Additional questions are as follows:

13. What other forms of support did you experience
during the study (family, friends, etc.)?

14. Did you have any stressors going on during the
study?

15. Do you think a larger stipend would have
influenced your level of engagement with the
study?



