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Abstract

Currently there are few evidence-based programs available for families of individuals with ASD
during the transition to adulthood. The present study provided a preliminary evaluation of a multi-
family group psychoeducation intervention using a randomized waitlist control design (n=41).
Families in the intervention condition participated in 7ransitioning Together, an 8-week program
designed to reduce family distress and improve social functioning for adolescents. Findings
indicated significant improvements in parental depressive symptoms and problem solving from
pre- to post-intervention for parents in the intervention condition but not for parents in the control
condition. Social interactions also improved for youth in the intervention condition relative to
controls. Parents reported satisfaction with the program and particularly valued the opportunity to
interact with other families.
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Autism spectrum disorders (ASDs) affect an estimated 1 in 68 children in the US
(Christensen et al., 2016), and can result in high levels of stress for all members in the
family (Bishop-Fitzpatrick et al., 2015; Hayes & Watson, 2013; Orsmond & Seltzer, 2009).
The adolescent years are particularly stressful, as families anticipate a loss of services
following high school graduation (Lounds et al., 2007). This high level of parental worry is
not surprising as outcomes are often poor during adulthood, with low rates of employment
and independence (Henninger & Taylor, 2012; Howlin et al., 2004; Howlin & Maoss, 2012),
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increased vulnerability for autism symptoms and behavior problems (Taylor & Seltzer,
2010) and loss of insurance and other services (Shattuck et al., 2012; Shattuck et al., 2011).
Given the rapid increase of autism diagnoses since the 1990s (Gurney et al., 2003), there are
high numbers of individuals with ASD graduating from high school and entering the adult
world, creating an urgent need for interventions to support families during this critical period
of transition. The present study aimed to address this gap in transition-focused services by
evaluating a new intervention, 7ransitioning Together, a multi-family group psychoeducation
program for adolescents with ASD and their families.

The high level of stress experienced by parents of children with ASD is well-documented
(Abbeduto et al., 2004; Blacher & Mclntyre, 2006; Eisenhower et al., 2005; Montes &
Halterman, 2006, Smith et al., 2010); this stress is evident across the life course, with
significant repercussions for parental health and well-being (Barker, Seltzer, & 2013). For
example, parents of individuals with ASD have higher rates of depression (Weiss, 2002) and
higher levels of negative mood compared to parents of children without disabilities (Smith et
al., 2012). Further, there is an increase in maternal burden and a decrease in parent-child
relationship quality for families of individuals with ASD following high school exit (Taylor
& Seltzer, 2011a), making the adolescent period a time of particular risk for the family
system.

The level of stress within the family system is important to consider not only for parental
well-being, but also for the individual with ASD. In a review of studies of families of
children with ID, Hastings and Lloyd (2007) argued that the challenges associated with
caring for an individual with disabilities may create a family context where some level of
negative emotional intensity, referred to as expressed emotion (EE), is to be expected.
However, the presence of high EE in families may exacerbate or maintain behavior
problems, suggesting that more research is needed to understand how to most effectively
intervene to support families in maintaining positivity in the face of stress (Hastings &
Lloyd, 2007). Consistent with this general literature, past longitudinal work with families of
adolescents and adults with ASD has shown that when parents are warm and positive toward
their children, the behavior problems and autism symptoms of their children are reduced
(Smith et al., 2008; Woodman et al., 2016), whereas high levels of EE are associated with
increases in these behaviors and symptoms (Greenberg et al., 2006, Baker et al., 2011). As
such, interventions that reduce family distress and support positive parent-child relations
have the potential to promote well-being not only for parents, but also for adolescents with
ASD.

Although services for young children with disabilities have long considered the parent-child
relationship as a critical factor in intervention programming (Singer et al., 2007), family-
centered interventions later in the life course are only now emerging (Smith & Anderson,
2014). Of interventions for transition-aged youth with ASD that have included parents, very
few have targeted parental well-being and the parent-child relationship. For instance, the
Program for the Education and Enrichment of Relational Skills (PEERS) intervention has a
strong evidence-base for improving social skills for students with ASD and includes parents
as part of the intervention team but the program was not designed with family-wide well-
being as an intervention target (Karst et al., 2014; Laugeson et al., 2015). There remains a
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high need for interventions for individuals with ASD that are designed to support the entire
family system during the transition to adulthood.

One promising intervention approach for families of transition-aged youth with ASD, multi-
family group psychoeducation, was developed based on research conducted with families of
individuals with mental health conditions. Multi-family group psychoeducation has been
shown to reduce family stress and improve outcomes in multiple clinical populations (e.qg.,
asthma, cancer, mood disorders, schizophrenia; Chiquelho, Mendes, Relvas, & Sousa, 2011,
Dixon et al., 2000; McFarlane et al., 2003; Ng et al., 2008; Young & Fristad, 2007). For
example, in a study of family psychoeducation with adolescents with major depression,
adolescents in the experimental group displayed more gains in social functioning and greater
improvements in parent-child interactions relative to the control group (Sanford et al., 2006).
Although the content and components of psychoeducation interventions vary by study and
type of clinical condition, these programs all aim to reduce family distress and improve
outcomes for all family members by providing (1) education on the clinical condition, (2)
guided practice in problem-solving with others who have family members with similar
diagnostic conditions, and (3) social support (McFarlane et al., 2002).

To begin to address this gap, as reported in BLINDED. (2012), we developed a curriculum
(Transitioning Together) by first conducting a comprehensive review of the literature to
create an outline of the curriculum and then holding a series of focus groups with key
stakeholders (e.g., parents of adolescents with ASD, service providers) to gather input about
the proposed program. Findings from the focus groups suggested that families have needs
related to (1) increasing community activities and connections, (2) help with problem-
solving, and (3) training in advocacy, reflecting strong alignment of end-user goals with the
proposed curriculum developed from the research literature. Focus group participants also
noted that family participation would be higher if there were activities for the adolescent
with ASD and if practical solutions were being offered (BLINDED 2012). We subsequently
refined the intervention curriculum based on the focus group feedback. Next, we completed
a small pilot study of 10 families of adolescents with ASD who participated in this new
multi-family group psychoeducation intervention; full detail regarding the focus group and
pilot study can be found in BLINDED (2012). Although the sample was very small in size,
statistically significant positive changes were observed in the parent-child relationship from
pre-intervention to post-intervention (p <.05). Specifically, parents were rated by an
independent rater as having higher levels of warmth toward their son or daughter following
the intervention using the Five Minute Speech Sample (Magafa et al., 1986). Additionally,
after the intervention, parents were also more likely to report being happy or proud of the
child and had improved understanding of their child’s disability and the service system.
Although we did not find significant changes in autism symptoms in this small pilot sample,
parents felt more able to predict when their child would have a behavior problem from pre-
intervention to post-intervention (BLINDED 2012). These pilot findings suggested that the
multi-family group psychoeducation approach has promise for families with ASD, and a
more robust and comprehensive evaluation of the intervention is needed. Based on the pilot
findings, we developed a fully manualized intervention curriculum for Transitioning
Together, focusing specifically on families of adolescents with high functioning ASD.
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Present Study

The present randomized waitlist control study examined the effects of Transitioning
Together for adolescents with high-functioning ASD and their families. We compared two
groups, intervention condition vs waitlist control condition, on key outcomes of interest:
parental well-being, parent-child relationship, and adolescent social functioning. Our
primary research question was: is there a difference in change from pre to post for families
in the intervention compared to families in the waitlist control condition on key outcome
measures? We hypothesized that families who received the intervention, which included
research-based education on the transition to adulthood for individuals with ASD, training in
problem solving, and opportunities for social support, would have greater improvement in
parental well-being and the parent-child relationship compared to families in the waitlist
control condition. Given past work showing connections between family variables and
behavioral outcomes for adolescents with ASD (e.g., Greenberg et al., 2006; Smith et al.,
2008), we also hypothesized that families receiving the intervention would have adolescents
who made more gains in social interactions than families who were in the waitlist condition.
The secondary research questions related to the social validity of the intervention and
included: how satisfied were participants with the intervention, what did participants report
learning from the intervention, and what did participants report doing differently as a result
of the intervention?

Methods

Participants

Families of adolescents with ASD (n=45 parent-adolescent dyads) were recruited through
local autism groups, clinics, and university research registries. Inclusion criteria for the
present study were: (1) the adolescent was 14 to 17 years of age; (2) the adolescent was
currently participating in a general education setting for at least 50% of the school day; (3)
the adolescent was verbally fluent (defined as able to speak in complex sentences); (4) the
adolescent was currently residing with his or her parent or legal guardian; and (5)
confirmation of the adolescent’s independent medical or educational diagnosis of autism
spectrum disorder using the Social Communication Questionnaire (SCQ; Rutter, Bailey &
Lord, 2003). As shown in Figure 1, following baseline data collection (Time 1), parent-
adolescent dyads were randomly assigned to the intervention condition (n=19) or waitlist
control condition (n=26). Three families (2 intervention, 1 control) exited the study after
completing the Time 1 data collection (one due to family relocation out of state, one due to
an unexpected change in family schedule, and one due to significant family illness). An
additional family (intervention condition) became homeless over the course of the study and
was lost to follow-up, resulting in final analytic sample of 41 families (h=16 intervention,
n=25 controls).

Although many families involved both mothers and fathers in the intervention, only one
parent/guardian was designated as the family respondent for research purposes. During the
screening process, the parent contacting the study was asked which parent, if there was more
than one parent living in the home with the child, was most interested in participating in data
collection as the parent respondent. Of the parent respondents in our final sample, 88% were
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mothers; the majority (95%) were White and over 75% had completed a bachelor’s degree.
The families’” household incomes ranged from $20,000 to over $160,000 dollars per year
(pre-tax income in 2011), with a median of $75,000.

The adolescents in our final sample ranged in age from 14 to 17 years (M=15.44; SD=1.03);
78% male and almost 90% were White. The adolescents were first diagnosed with an autism
spectrum disorder at a wide range of ages, from before one year of age to 15 years of age
(M=7.05, SD=4.40). As reported by their parents, the majority (76%) were taking at least
one prescription medication, with 53% having a co-occurring diagnosis of anxiety and 21%
having a co-occurring diagnosis of depression.

As presented in Table 1, there were no statically significant differences between the two
groups at baseline in terms of parental education, ethnicity, income, or employment status.
Also, there were no statistically significant differences between the intervention and control
groups in adolescent variables of sex, age, age at diagnosis, number of behavior problems
(as measured by the Scales of Independent Behaviors-Revised; Bruininks et al., 1996), or
daily living skills (as measured by the Waisman Activities of Daily Living; Maenner et al.,
2013). However, adolescent intelligence quotient (1Q), as measured by the Wechsler
Abbreviated Scales of Intelligence (WASI; Wechsler, 1999), differed significantly between
the groups, despite random assignment. The intervention group had higher 1Q scores
(M=109.38, SD=14.25) at baseline than the control group (M=94.20, SD=15.90), F=9.61,
p=.004. 1Q was subsequently controlled in all analyses.

The study was approved by BLINDED’s Institutional Review Board and all participants
provided written informed consent before beginning with the study. Data were collected
from parents and adolescents at two time points separated by approximately three months:
Time 1 (pre-intervention) and Time 2 (post-intervention). For both waves of data collection,
parents participated in a standardized interview and completed self-administered
questionnaires regarding parental well-being and behaviors and activities of the son or
daughter which we have successfully employed in our prior work with families of
adolescents and adults with ASD. Adolescents also participated in a structured interview at
each time point to answer questions related to friendships and social activities. The
interviews and questionnaires were identical at each wave of data collection with three
exceptions: (1) the Time 1 parent questionnaire included demographic questions, (2) the
adolescent Time 1 assessment included cognitive testing, and (3) the Time 2 interview
included exit interview questions related to satisfaction with the intervention for families in
the intervention condition. Also, at the conclusion of each weekly session, adolescents and
parents completed satisfaction surveys and intervention facilitators rated participant
engagement.

Following the completion of the Time 1 data collection, families in the intervention
condition participated in the 7ransitioning Togetherintervention program (BLINDED, 2012;
2014); families in the waitlist control condition were offered the opportunity to participate in
the program after completion of the Time 2 data collection, with 100% participation.
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The Transitioning Together intervention involved 2 individual family joining sessions, 8
weekly parent and teen group sessions, and ongoing resources and referrals. Joining sessions
lasted approximately one hour; the purpose of the joining sessions was to build rapport and
partnership and to clarify family goals for the program through the use of activities such as a
family timeline and ecomap. Each family was allowed to include family members of their
choosing to attend the joining sessions (e.g., some families invited a sibling or grandparent
to attend), although most joining sessions were comprised of participating parents and
adolescents. After families completed joining sessions, the weekly group sessions were held
in the same time and place for both parents and teens, but in separate rooms. Group sessions
lasted approximately 1.5 hours. Parent intervention group sessions involved education on a
variety of topics relevant to ASD as well as guided practice in problem-solving (session
topics and goals are presented in Table 2). The adolescent social group involved learning
activities and games on topics such as sharing interests, goal setting, problem solving, and
social planning (see Table 3 for session topics and goals). For both parents and teens,
positivity and problem-solving were explicitly modeled and emphasized across all sessions.

We note that several steps were taken to ensure treatment fidelity. All intervention staff
participated in training to learn about study goals and procedures, to review curriculum
components (which were manualized and included fidelity checklists), and to role-play
conducting joining sessions and multi-family group sessions. Parent groups were facilitated
by one PhD-level psychologist and one graduate student; the adolescent groups were
facilitated by a Masters-level psychologist or social worker and one or more graduate
students. At the conclusion of each intervention sessions, the supervising psychologist led
the other intervention staff in a short debriefing meeting so that staff could share feedback,
ask questions, and problem-solve any issues that may have arisen during either the parent
group or the adolescent group. Group facilitators also had supervision meetings twice a
month to discuss field notes, troubleshoot problems, review resources and referrals for
families, and receive constructive feedback. This type of continuous staff training and
supervision is an important mechanism for treatment fidelity (Borkowski et al., 2006).

Parental depressive symptoms were measured using the Center for Epidemiological Studies
Depression scale (CES-D; Radloff, 1977), a 20-item, well-validated self-report scale of
depressive symptoms. Parents rated the frequency of depressive symptoms in the past week
on a 4-point scale ranging from 0 (rarely) to 3 (most of the time). The coefficient alphas

wer .91 at Time 1 and .91 at Time 2. General life stresswas measured using the Perceived
Stress Scale, a 10-item self-report questionnaire that measures a person’s evaluation of the
stressfulness of the situations in the past month of their lives (Cohen & Williamson, 1988);
higher scores reflect higher levels of stress. The coefficient alphas were .91 at Time 1 and .
93 at Time 2. Parental problem solving was measured using problem-solving items from the
Family Empowerment Scale (Koren et al., 1992); items were “I know the steps | need to take
when | am concerned about my child’s services,” “I know what to do when problems arise
with my child,” and “when faced with a problem involving my child, | decide what to do and
do it.” The coefficeint alphas were .97 at Time 1 and .70 at Time 2.
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Parent-child relationship—~Parent-child relationship quality was measured using the
Positive Affect Index (PAI; Bengtson and Schrader 1982). For the PAI, parents rated their
feelings toward their son or daughter as well as their son or daughter’s feelings toward them
in terms of understanding, trust, fairness, respect, and affection on a 6-point scale (1 = not at
allto 6 = extremely). The coefficient alphas were .88 at Time 1 and .86 at Time 2. Parental
subjective burden in interactions with the adolescent was measured with 7 items from the
Zarit Burden Interview (Zarit et al., 1980) assessing interactional burden; example items
include “I feel angry about my interactions with my son/daughter,” “I feel nervous or
depressed about my interactions with my son/daughter,” and “I feel strained in my
interactions with my son/daughter.” The coefficient alphas were .83 at Time 1 and .76 at
Time 2. Parents also reported how often that felt ~appy or proud of their child on a 5 point
scale (0 = neverto 4 = all of the time); we have used this indicator our past work (Smith et
al., 2012). The Five Minute Speech Sample (FMSS) was used to code expressed emotion
based on the coding manual developed by Magafia et al. (1986). For the FMSS, parents were
asked to speak about their adolescent with ASD for five minutes uninterrupted. The speech
samples were tape recorded, transcribed, and coded for various components of expressed
emotion, including criticism, warmth, and positive remarks. Criticism was rated on a three
point scale of high (3), borderline (2), or low (1). Warmth was coded on a 5-point scale from
0 (o warmth) to 4 (high warmtf]) based on guidelines from the Camberwell Family
Interview (Vaugh & Leff, 1976). Positive remarks was a count, with five or more top coded
as 5. All FMSS transcripts were coded by an independent rater with 20 years of experience
in expressed coding who was blind to treatment condition. Reliability checks were
conducted on 20% of samples. We note that we have successfully utilized this methodology
in past samples of adolescents and adults with ASD (see Greenberg et al., (2006) and Smith
et al., (2008) for more thorough descriptions of the FMSS methodology).

Adolescent outcomes—Frequency of social interactions was measured using maternal
report on items from the National Longitudinal Study of Adolescent Health (Add Health):
hanging out with friends, sending texts, and receiving texts. Given that there were different
response options for these questions, items were z scored and summed to create a composite,
with higher scores reflecting more frequent social interaction. Autism symptoms were
measured using parent report of the Social Responsiveness Scale (SRS; Constantino et al.,
2003). The SRS is a 65 item rating scale that assesses autism symptom severity, with higher
scores reflecting more significant social impairment. The total score was used in the current
analysis. Social engagementwas measured during weekly intervention sessions using
observational ratings on a three point scale (not at all engagedto clearly engaged).
Intervention facilitators used consensus coding to establish an engagement rating for each
adolescent immediately following each intervention session.

Social Validity—Social validity measures were collected via a satisfaction survey and exit
interview questions at Time 2 for intervention participants. Respondents indicated on a 4
point scale how valuable (1 = rot at all valuable to 4 = very valuable) to them was (1) the
information presented to the group and (2) the time spent interacting with other families.
Overall satisfaction with the program was rated on a 7-point scale (1=very dissatisfiedto
T=very satisfied). Participants answered open-ended questions about what was learned and
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what they will do differently as a result of the program. Open-end comments were coded for
themes.

Data Analysis

Results

We conducted a series of two (time) by two (group) repeated measures ANCOVAS to test for
differences in change from Time 1 (pre-intervention) to Time 2 (post-intervention) between
the intervention group and the control group, controlling for 1Q. Dependent variables
included measures of parent well-being (depressive symptoms, problem solving, and general
life stress), parent child relationship (relationship quality, burden in interactions, being
happy/proud, warmth, positive remarks, and criticism), and adolescent outcomes (autism
symptoms, social interactions). Additionally, for the intervention group, within subjects
change in social engagement was assessed using repeated measures ANOVA. Based on
power calculations using G*Power3 software (Faul et al., 2007) we were adequately
powered to detect medium effects with an alpha of .05. We examined social validity using
descriptive statistics of satisfaction survey data and qualitative coding of open-ended
interview questions. All responses to open-ended questions were verbatim transcribed.
Combined transcripts were then utilized for line by line frequency coding for common
themes by the first author and reviewed by all authors. The number of participants with
comments related to each theme were then calculated, reflecting proportion of sample with
similar thematic responses.

Quantitative Change over Time

We first examined differences in change between the two groups from pre to post
intervention on measures of parental well-being. As shown in Table 3, there was a
significant group by time interaction for parental depressive symptoms, /=4.87, p < .05,
such that parents in the intervention group had a decreased number of depressive symptoms
following the intervention compared to baseline, whereas there were no differences from
pre- to post- for the control group. We note that the clinical cut point for depressive
symptoms on the CES-D is 16; the mean score for intervention group parents at baseline
(M=19.90) was well above that cut point. However, the mean for the intervention group at
post-intervention (M=14.46) was in the normal range, reflecting clinical as well as statistical
significance. There also was a significant group by time interaction for parental problem
solving, F=4.42, p< .05, such that scores on the Family Empowerment measure of problem-
solving increased for parents in the intervention group from pre to post intervention but not
for parents in the control group (p=.60). The interaction term for general life stress was not
statistically significant, suggesting no significant differences between the groups in change
from pre to post intervention.

Regarding parent-child relationships, as shown in Table 3, there were no statistically
significant differences in change between the two groups in terms of parent-child
relationship quality or expressed emation variables (criticism, warmth, positive remarks).
There was a significant group by time interaction for parents feeling happy/proud of their
adolescent, /=6.55, p < .05. Parents in the intervention group reported a higher frequency of
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feeling happy/proud at post-intervention than at pre-intervention, but this was not observed
in the control group. A similar pattern was observed for burden in interactions but this was at
atrend level (p=.077).

We next examined differences in change between the two groups on measures of adolescent
outcomes (see Table 3). The group by time interaction term was non-significant for autism
symptoms. However, the group by time interaction term was statistically significant for
frequency of social interactions, /=4.75, p < .05, such that social interactions increased from
pre to post intervention for the intervention group, but not for controls (p = .82).

We note that 1Q was included as a covariate in all analyses. 1Q was significantly related to
parent-child relationship quality, feeling happy/proud, and warmth, such that higher levels of
1Q were associated with lower scores on these measures. However, 1Q was not a significant
covariate for any of the parental well-being outcomes. Similarly, 1Q was not significantly
associated with either autism symptoms or frequency of social interactions.

Next, we explored change over time in adolescent social engagement using repeated
measures ANOVA. Ratings of social engagement were available for adolescents in the
intervention group only, as these ratings were collected at the conclusion of each
intervention group session. Mean social engagement was 2.43 (SD=.65) at Week 1 and 2.93
(SD=.27) at Week 8, reflecting a statistically significant increase across the weeks, /=2.66,
p<.05.

Social Validity

We evaluated the social validity of the intervention through a satisfaction survey and exit
interview questions during the Time 2 interview. Parents reported that the information
presented (M=3.94, SD=0.25) and the interactions with other families (M=3.63; SD=0.62)
were both valuable. Overall parental satisfaction with the program as reported at the Time 2
interview was high (M=6.63; SD=.62).

Next, parent responses to the question “Did you learn any new information during the course
of the program” were coded for themes, resulting in seven commonly-reported areas of
learning presented in Table 4: guardianship/powers of attorney, vocational rehabilitation
services, planning and advocacy, resources related to services and community involvement,
validation, specific strategies for addressing concerns with their adolescent, and college
planning. We note that all parents responded that they had learned something new in the
course of the program. The most common area of learning was legal information related to
guardianship and powers of attorney. Interestingly, although the open-ended question asked
about new information learned, a quarter of parents responded that by getting to know other
families in the group, they learned that they were not alone in their experiences and
struggles, which they found highly validating.

Parent responses to the question “Will you do anything differently based on your
experiences in this group?” also were coded for themes as shown in Table 5. Being an
advocate and specific action steps were the two most common themes, respectively. We note
that for the advocacy theme, many parents reflected on how the program empowered them to
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be more persistent in their advocacy efforts, particularly as it related to school programming.
Comments that fell into the specific action steps theme related to action steps already
completed (e.g., enrolling in vocational rehabilitation, attending community events
suggested during sessions, contacting a psychologist) as well as specific plans for future
action (e.g., adding new detail to the transition plan in the IEP, organizing with other
families). The final two themes related to changes in the parent’s relationship with the
adolescent, specifically having new perspectives the adolescent, which included adjusted
expectations, and allow the teen more responsibility, reflecting at times a need for the parent
to “pull back” and encourage the teen to try for themselves.

Discussion

The present study evaluated a multi-family group psychoeducation intervention,
Transitioning Together, for families of adolescents with high-functioning ASD using a
randomized waitlist control design. This study addressed a critical gap in research and
practice for individuals with ASD by examining a program designed specifically to support
the family system during the transition to adulthood (Smith & Anderson, 2014). Consistent
with results of multi-family group psychoeducation interventions for families of individuals
with mental health conditions (e.g., mood disorders; Sanford et al., 2006), our findings
suggested benefits of the intervention on parent well-being, parent-child relations, and social
outcomes for adolescents with ASD.

The goal of multifamily group psychoeducation is to provide (1) education about a clinical
condition, (2) guided practice in problem-solving, and (3) opportunities for social support
from others who have similar experiences in order to reduce the overall level of distress in
the home and in turn improve outcomes for all family members (McFarlane et al., 2003). We
found evidence of these effects in the current study. Specifically, compared to families in the
waitlist control condition, parents in the intervention had increased problem-solving skills
following the intervention, suggesting that parents learned new strategies and gained
confidence as a result of training and practice in finding workable solutions for problems
related to their children. Parental depressive symptoms also decreased from pre- to post-
intervention for families in the intervention condition but not in the waitlist control
condition. Given that depressive symptoms are often elevated in parents of adolescents and
adults with ASD relative even to other disability groups (Abbeduto et al., 2004), this
reduction in depressive symptoms for parents following the intervention is encouraging.
Interestingly, there was not a statistically significant difference between the intervention and
waitlist control group in change in perceived stress. As our measure of stress, the PSS,
assessed general life stress, it may be that a measure of stress more directly related to
parenting an adolescent with ASD such as the Parenting Stress Index (Abidin, 1997) or the
Questionnaire on Resources and Stress (Konstantareas, Homatidis, & Plowright, 1992)
would have been more proximal and sensitive to change.

Another key area in which we would expect to see significant changes following the
intervention was in the domain of the parent-child relationship. Consistent with our pilot
work (BLINDED 2012), we found that parents in the intervention had significant increases
in being happy or proud of their adolescent with ASD from pre- to post-intervention
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compared to the waitlist control group. A similar pattern was observed for reductions in
burden in interactions with the son or daughter, although this was not quite significant at
the .05 level. Surprisingly, there were not statistically significant changes between groups in
the expressed emotion variables (warmth, criticism, and positive remarks). In our pilot work
we found significant improvement in ratings of warmth using the same coding system
following the intervention (BLINDED, 2012). Also unexpected, child 1Q was significantly
related to warmth, parent-child relationship quality, and feeling happy/proud (but not other
study measures such as parental depression or social interactions), such that higher levels of
IQ were associated with lower scores on these measures. Although cases were randomly
assigned, there was a significant difference in level of 1Q between the two groups at
baseline, with the intervention group having 1Qs over 10 points higher on average than the
waitlist control group. It may be that even with statistical controls this difference in 1Q
obscured potential differences in change over time on these measures.

The final area in which benefits for families would be expected as a result of a multi-family
group psychoeducation intervention is in the area of social functioning for the adolescent
with ASD. Consistent with findings of family psychoeducation interventions with
adolescents with other conditions (e.g., Sanford et al., 2006), in the present study there was a
significant improvement in frequency of social interactions for adolescents in the
intervention group following the intervention but not for adolescents in the control group.
There was also significant improvement in ratings of social engagement across the 8 weeks
of group sessions. These findings are particularly promising given that over half of the
sample had a co-occurring diagnosis of anxiety and over a fifth had a diagnosis of
depression. However, consistent with our pilot work (BLINDED, 2012), we did not observe
significant change in level of autism symptoms as measured by the SRS. Given the relatively
short timeframe of the study (3 months), the benefits of improved family functioning may
not have had time to subsequently impact core autism symptoms. It also may be that this
type of intervention approach may be better suited for addressing functional improvements
for adolescents (e.g., spending more time with friends) rather than phenotypic
characteristics. Core symptoms may be more effectively addressed with interventions
specifically designed to remediate social and communication deficits. Additionally, it may
be that the SRS is not the best measure for capturing change in autism symptoms, especially
for individuals with less severe autism (Azad, Reisinger, Xie, & Mandell, 2016).

We also note that the Transitioning Together program had high social validity for families.
Parents reported that the intervention content and interactions with other families were
valuable and their overall satisfaction with the program was high. Qualitative data from
open-ended interviews also aligned with the quantitative findings. Specifically, following
completion of the intervention, parents reported that they became an advocate, took specific
action steps, had new perspectives on their adolescent, and allowed their teen more
responsibility as a result of the program. These themes are consistent with the quantitative
findings of improved problem-solving (which includes action steps) and changes in attitudes
(e.g., feeling happy or proud). All parents reported learning specific new information
through the program, most notably information on legal issues such as guardianship,
highlighting that families not only appreciated opportunities to practice problem-solving but
also the education they received that was relevant to the transition to adulthood.
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The present study had several limitations. Most notably, despite random assignment, there
was a significant difference in 1Q between the two conditions, with adolescents in the
intervention group having higher 1Qs than adolescents in the control group. Although we
controlled for 1Q in all analyses, the uneven distribution of 1Q may have influenced the
results. Second, although our a power calculations indicated the study was adequately
powered to detect medium effects, the sample size was still small and parents in the study
were primarily White and highly educated, limiting the generalizability of the findings. It
also may be that the program was not accessible to the full range of families impacted by
having a child on the autism spectrum. Future work should extend this work and evaluate the
multi-family group psychoeducation approach for families from culturally and linguistically
diverse backgrounds and consider what possible adaptations may be needed to the
curriculum. This gap is beginning to be addressed through the work of the Center on
Secondary Education for Students with Autism study which includes a large, national
sample with youth and families from diverse backgrounds (Kuhn, Borjas, & Smith, 2015;
Odom, Duda, Kucharczyk, Cox, & Stabel, 2014). Third, we note that our study focused on
adolescents with high functioning ASD (i.e., verbally fluently and primarily served in
general education settings); additional research is needed to examine the effects of the
program for adolescents with different support needs. Fourth, only one parent per family
participated in data collection. It would be useful for future studies to collect data from both
parents and to explore for potential differences in intervention effectiveness for mothers and
fathers as well as the impact of completing the intervention together on the marital
relationship. Finally, due to the basic pre-post design for this preliminary evaluation, the
present study had only one time of data collection following the intervention; it would be
very valuable to know if effects of the intervention were sustained for a longer duration than
immediately following completion of the intervention.

In conclusion, results from this randomized waitlist control trail highlight potential benefits
of the Transitioning Together program for adolescent social interactions, parental well-
being, and parent-child relations. These findings are consistent with the gains demonstrated
in studies of multi-family group psychoeducation interventions conducted with other
populations (Dixon et al., 2000; McFarlane et al., 2003). Adding to the emerging literature
on ways to support the well-being of the entire family system for children and youth with
developmental disabilities (e.g., Dykens et al., 2014; Neece, 2014), the Transitioning
Togetheris a promising multi-family group psychoeducation intervention to support
adolescents with ASD and their parents during the transition to adulthood.
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Number of families consented Number of families who did
and completed baseline not qualify
n=45 n=36
Number of families Number of families randomized to
randomized to initial waitlist control group
intervention group nh=26
n=19
Figure 1.

Consort Diagram
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Background Variables at Time 1 for Intervention (n=16) and Control (n=25) Groups

Table 1

Intervention Control For Chi
Square

Parent Variables
% Female 94% 84% 0.87
% College 81% 74% 0.29
% White 96% 94% 0.10
Average family income $74,000 $74,500 0.00
% Employed 75% 88% 1.17
Adolescent Variables
% Male 81% 76% 0.16
Age M=15.56 (SD=.73) M=15.36 (SD=1.19) 0.37
Age at diagnosis M=8.38 (SD=4.30) M=6.20 (SD=4.34) 2.47
Number of behavior problems ~ M=5.00 (SD=2.66) M=4.80 (SD=2.02) 0.08
Daily Living Skills M=23.25 (SD=5.63) M=22.43 (SD=5.38) 0.28
1Q M=109.38 (SD=14.25) M=94.20 (SD=15.90)  9.61, p<.01
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Table 2

Parent Session Topics and Goals

Session

Goals

Session 1 Autism in
Adulthood

Meet other families

*Learn about developmental course of ASD (Seltzer et al., 2003; Seltzer et al., 2004; Shattuck et al., 2007;
Smith et al., 2012)

Session 2 Employment
Planning

*Learn about employment services and strategies (Taylor & Seltzer, 2011b; Taylor & Seltzer, 2013; Taylor,
Henninger, & Mailick, 2015; Taylor, Smith, & Mailick, 2014)

Session 3 College Planning
and Problem Solving

*Learn about post-secondary services and planning strategies (Taylor & Seltzer, 2011b; Taylor & Seltzer,
2013; Taylor, Henninger, & Mailick, 2015; Taylor, Smith, & Mailick, 2014)

Practice problem-solving method

Session 4 Family Topics

*Learn about impact of autism on family and the environment on individuals with ASD (Baker et al., 2011;
Baker, Smith, et al., 2011; Smith et al., 2008; Greenberg et al., 2006; Woodman et al., 2016)

Session 5 Risks to Adult
Independence

Learn strategies for behavior management during late adolescence and early adulthood

Discuss advocacy strategies when behaviors are misunderstood by community

Session 6 Community
Involvement

*Finding community activities and social opportunities (Esbensen et al., 2010; Orsmond et al., 2004; Taylor
& Seltzer, 2011b)

Discuss safety concerns for adults with ASD

Session 7 Legal Issues

*Receive information on long-term planning: guardianship, wills, trusts, etc. (Essex et al., 1997; Krauss et al.,
2005)

Session 8 Risks to Health and
Wealth-Being

*Learn about risks to parental health and well-being (Abbeduto et al., 2004; Barker et al., 2010; Kring et al.,
2008; Seltzer et al., 2010; Smith et al., 2012)
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Table 3

Adolescent Session Topics and Goals

Session

Goals

Session 1 Introductions

Practice asking questions of others/Establish structure and ground rules

Session 2 Goal Setting

Create a goal and outline steps to achieve goal

Session 3 Social Problem Solving | Discuss how to use problem solving strategies to address social issues

Session 4 Coping Strategies Determine potential coping strategies for stressful situations

Session 5 Flex Week

Session activities determined by needs and interests of group

Session 6 Conversation

Practice different types of conversations

Session 7 Party Planning Learns steps for planning a party and prepare to implement next week

Session 8 Party/Graduation Execute party plan and receive graduation certificates
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Table 5

Parent Self-Reported Learning from Program (from the Open-Ended Exit Interview)

Area of New % of Example Quotes
Learning Parents
Guardianship/ Powers of Attorney 56.3% “The legal pieces were very helpful to our family, like learning about guardianship.”
“Powers of attorney and when to do them and if they’re applicable for our child.”
Department of Vocational 50.0% “We learned it was appropriate for us to get hooked up with DVR and how to do that.”
Rehabilitation (DVR) i . i i i
“We didn’t know that DVR existed so we went from having no idea that he would quality
for something like that to going through the whole process.”
“It gave me hope for DVR because when | talked to somebody [at school] it was almost
like “‘don’t bother to apply.””
Planning and Advocacy 43.8% “It gave me a wealth of information as far as what should have been going on in the school
as far as transitioning.”
“How transition is supposed to be working when you’re in school. We had no idea and we
still would have had no idea if we’d only had our school to rely on.”
“How to plan and how to figure out what to do for him ... It was an excellent opportunity
for me as a parent to figure out how to transverse all the transition stuff and to become a
better advocate for my kid.”
Resources on Services and 43.8% “Learning about getting him involved in community stuff and keeping him involved and
Community Involvement who to contact for what, like volunteer opportunity stuff.”
“All the information was geared towards kids like mine. It was so very helpful, the
resources, the things that we knew nothing about or didn’t know.”
“The resources they gave, what | can do to broaden her horizons, especially community
stuff.”
Validation 25.0% “It was very validating to hear other families talking about these same things.”
“We got that validation that his struggles are very much similar to other families who have
high-functioning kids with autism. ... That validation was really huge.”
Specific Strategies for Addressing 18.8% “Strategies for some of the things we have been struggling with, like organization.”
Concerns with Teen Lo . . . .
“Ideas for handling issues and also looking at issues in a different way.”
College Planning 18.8% “Knowing what questions to ask when considering postsecondary education was really

useful.”

“The information about college and what to expect and ideas to try.”
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Table 6

Parent Self-Reports of What They Will Do Differently (from the Open-Ended Exit Interview)

Themes

% of
Parents

Example Quotes

Be an Advocate

31.3%

“We’re going to push a lot harder for the school to do more with the IEP.”

“When the [program] talked about transition and quality of life it’s like I was finally validated
because that’s what I’ve wanted. | just haven’t seen the school doing it. So now with the knowledge
that I’ve been given about what’s out there and what can be done, I’m going to keep pushing ... I've
even considered if we can’t get help in the school then maybe I’ll get an attorney to start demanding
some rights. | am prepared to take it up a notch.”

“We are in a better position to advocate for the services [child] should be receiving ... it empowered
us to do that.”

Specific Action Steps

31.3%

“There was just an incident at the school. | was very proactive. Normally | would have gone in there
like a mother bear, but this time | was thinking about my rights and his rights and | was on top of it. |
used my knowledge.”

“I wrote a letter to the school and the district specialist asking to get him involved in some of work
activities through school, like volunteering.”

“I’ve been working with him at home going through his likes and dislikes about careers, using what
we got at the program.”

“We’re going to make sure there is more detail in his transition plan and that there are other people
from outside groups involved [at the IEP].”

New Perspective on Teen 25.0%

“It’s not that we forgot that he has Aspergers, but this group brought that back. You know, it’s hard
for him too, and we don’t want to forget that. ... We want to step back and think about how
Aspergers affects him and respond with that in mind and plan with that in mind.”

“He wants to go to college now, to live on his own. | don’t think we realized that was attainable for
him before.”

Allow Teen More
Responsibility

18.8%

“We let go and have given that responsibility to him. We have more things we need to think about
letting go of.”

“We are now moving towards letting him take drivers ed and we are thinking about driving.”
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