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Abstract

Introduction: The expectations individuals hold about the future can influence the decisions they
make toward achieving their goals. Existing research suggests parents of autistic adolescents hold
expectations about the future that are significantly related to the postsecondary outcomes they
achieve. However, less research exists about the adolescents’ own expectations and the extent to
which autistic adolescents and their parents agree about the future.

Methods: We used a scoring procedure to “quantitize” semi-structured interview data about what
46 adolescent-parent dyads envisioned for the future of the autistic adolescent across three areas of
adulthood (postsecondary education, employment, and living situation). Adolescents ranged in age
from 13-19 years (85.1% male) and were able to participate in a verbal interview. We scored the

"Corresponding Author Anne V. Kirby, PhD, OTR/L, Assistant Professor, University of Utah, 520 Wakara Way, Salt Lake City, UT
84108, USA, avkirby@gmail.com.

Authorship Confirmation Statement

AVK developed the idea for the project, conducted data collection, conducted data analysis, and wrote the manuscript.

MLD and EED developed the idea for the project, assisted with data analysis, and edited the manuscript.

AND, AM, and JH transcribed interviews, conducted data coding and analysis, and edited the manuscript.

All authors have reviewed and approved of the manuscript. This manuscript has been submitted solely to this journal and is not
published, in press, or submitted elsewhere.

Author Disclosure Statements

AVK: No competing financial interests exist.

MLD: No competing financial interests exist.

EED: No competing financial interests exist.

AND: No competing financial interests exist.

AM: No competing financial interests exist.

JH: No competing financial interests exist.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Kirby et al.

dyads’ interviews on the extent to which they agreed or disagreed about the postsecondary future
of the adolescent, as well as whose expectations were higher (when they differed).

Results: Proportions of agreement and disagreement did not significantly differ, demonstrating
moderate agreement. Notably, fewer than half (37.0-47.8%) of adolescents and their parents partly
or strongly agreed about their visions for the future in each of the three areas. Only 17.4% of
dyads partly or strongly agreed across all three areas, and 23.9% did not agree in any area. When
adolescents’ and parents’ views differed, adolescents were significantly more likely to have a
higher expectation across all three areas (ps < 0.01).

Conclusions: Future research is needed to examine differences in autistic adolescents’ and
parents’ visions of the future, and to explore interventions to support families to work toward
shared goals for the future. This study contributes to a growing body of literature emphasizing the
importance of including the perspectives of autistic adolescents in research and for them to have
an active and substantial role in their own transition planning.

Community Brief

Why was this study done?—Research shows that the ways that autistic adolescents and
parents think about the future can affect their lives in adulthood. When preparing for adult life,
families make decisions based on what they expect and want to happen (their “expectations™).
However, parent and adolescent expectations may not be the same. It is important to know how
those expectations are similar and different.

What was the purpose of this study?—In this study, we set out to examine what autistic
adolescents expect for themselves as they prepare for adulthood and compare those to the
expectations of their parents. We focused on expectations in three areas of adult life: higher
education, employment, and living arrangements.

What did the researchers do?—\We interviewed 46 pairs of parents and autistic adolescents.
We asked each parent and adolescent separately about their expectations for adulthood. Then,
we evaluated the information to determine how much agreement there was between parents and
adolescents.

What were the results of the study?—We found that parents and adolescents agreed and
disagreed about the same number of times. We consider this a moderate level of agreement. Some
pairs agreed in all three areas (higher education, employment, living arrangements). However,
about one-fourth of the pairs did not agree in any of the areas. In most pairs, adolescents expected
they would be more independent in adulthood than their parents did.

What do these findings add to what was already known?—Other studies have looked at
parent and autistic youth perspectives, but this study directly compared their visions of the future
based on descriptions in their own words. Moderate agreement between parents and children is
seen in families of youth with and without disabilities. Our results show that autistic youth and
families are similar to other families in this way. Earlier studies have also concluded that autistic
adolescents think more positively about their futures than parents do. We measured that, and
confirmed it was true for most of the included participants.

What are the potential weaknesses in the study?—This study allowed for a structured
look at qualitative interview text for 46 parent-adolescent pairs. However, we did not have enough
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participants to find out if characteristics such as age or gender influenced parent-adolescent
agreement. We also did not ask adolescent participants whether they agreed with their parents.

We collected information through spoken interviews, which excluded participants with limited
speech communication. Our participants were also similar in their racial, ethnic, or socioeconomic
backgrounds. More research is needed with participants from different backgrounds.

How will these findings help autistic adults now or in the future?—This study provides
evidence that parents and adolescents often have different expectations for adulthood. It is
important that adolescents are included in discussions and planning about their future. Otherwise,
providers may focus on parents’ expectations, which may not fully support the adolescent. These
findings also point to the need for studies helping parents and autistic adolescents to communicate
about their goals and desires for the future.

Keywords
autism; adolescent; transition; parent; mixed methods

Introduction

As autistic people age into adulthood, many experience challenges and frustrations finding
a satisfying adult life path.1-2 Studies suggest many autistic people and their families

desire community employment, self-determined living arrangements, social engagement,
financial security, quality of life, well-being, and happiness in adulthood.37 Yet, evidence
on autistic adult outcomes indicate that those goals are not often met. Review data show
challenges in areas such as employment, independent living, and social participation.®
Autistic adults” reported quality of life is also lower than in the general population.®
However, each individual and their family may have their own perspectives about desirable
adult outcomes.10 The transition to adulthood—beginning in adolescence—is a critical time

when adolescents and families often begin to think about and make preparations for adult
life,11-13

What individuals expect for their own futures (i.e., expectations) can influence their decision
making, leading to differences in what ultimately happens.14 This relationship is supported
theoretically by the Expectancy-Value Theory of Achievement Motivation (E-V theory)
and in empirical work.14-18 Kirby19 extended E-V theory to consider the role of parents’
expectations in influencing the transition process for autistic adolescents. Using structural
equation modeling with a nationally representative sample of autistic youth, Kirby found
that parents’ expectations during their child’s adolescence acted as a significant mediator
predicting their later postsecondary outcomes.1® Further evidence suggests that parent
expectations for autistic youth influence transition preparation activities?0-21—clarifying
the ways that parents’ expectations can ultimately inform adult outcomes. However, the
availability of evidence about parents’ expectations does not imply that they replace the
importance of adolescent expectations for the future. As the E-V theory posits, adolescent
expectations play a critical role in determining their own efforts and choices related to
preparing for their futures.14-15

Autism Adulthood. Author manuscript; available in PMC 2023 March 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Kirby et al.

Methods

Page 4

Existing qualitative and quantitative studies offer insights about the relationship between
parent and adolescent perceptions during the transition to adulthood. Qualitative studies
illustrate complex tensions in the parent-child relationship during the transition to
adulthood;?2 Cheak-Zamora and colleagues?? identified that while both parents and autistic
adolescents desire adolescent independence, parents may have more concerns about the
transition to adulthood than autistic adolescents. A quantitative study also looked at
parent-adolescent agreement related to transition; a longitudinal analysis of 1,940 students
with a wide range of disabilities (including autism) suggested that the postsecondary
expectations of parents and adolescents weakly-to-moderately correlated with each other.24
Adolescents’ expectations were consistently more independent (e.g. living in the community
and earning enough to support themselves) than the expectations of their parents.24

The authors also found that both adolescents’ and parents’ expectations predicted youth
postsecondary outcomes. Specifically, adolescents’ expectations were stronger predictors

of their postsecondary outcomes in the areas of education and independent living, while
parents’ expectations were stronger predictors of employment and financial independence.24
Thus, while they may disagree, both parent and youth expectations relate to future outcomes
in different ways.

Disagreements between parents and youth about the youth’s future may lead to confusion
about goals and priorities during the transition planning process.22 According to studies

of school transition involvement, parents are often involved in goal setting and decision
making during the transition, while autistic youth participate infrequently.25-27 Further,
research shows that documented transition goals often do not align with the stated desires
of autistic youth.28 Thus, when there is disagreement, goals may rely only on parental or
professional perspectives.28 Meanwhile, evidence shows that youth require opportunities to
make decisions and set goals for themselves in order to develop self-determination skills
critical for adult life.28-30

As described, studies show that both parent and adolescent expectations for the future
influence postsecondary outcomes, yet autistic adolescents and their parents may have
differing perspectives about the future. Prior qualitative studies have examined similarities
and differences in how parents and autistic youth broadly discuss transition, and a prior
quantitative study has specifically compared Likert scale ratings of future expectations from
parents and youth with disabilities. However, no studies have compared and contrasted
autistic adolescent and parent visions of the future in their own words (similar to how
differences could present during discussions at home or during a transition-planning
meeting). In the current study, we aimed to compare visions for the future that autistic
adolescents and their parents discussed in separate semi-structured interviews to assess: (1)
how aligned their visions were in the areas of postsecondary education, employment, and
living situation, and (2) whose expectation was higher across those same three areas.

The current study used semi-structured interview data collected as part of three different
projects led by the same principal investigator in two U.S. states. We obtained Institutional
Review Board approval from the University of North Carolina and the University of Utah.
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Participants

Our analysis included interviews from 46 autistic adolescents (ages 13-19 years) and their
parents. Two of the parents were fathers (4.3%), and the majority (95.7%) were mothers. We
recruited participants through flyers sent to clinics and community organizations supporting
autistic youth or their families. Inclusion criteria differed slightly across the three projects,
but all participants had previously received an autism diagnosis, all had the speaking

ability to participate in an in-person spoken semi-structured interview, and most anticipated
receipt of a high school diploma. Two of the three projects focused on youth anticipating

a diploma, since they often receive fewer transition supports3! and we aimed to develop an
intervention to improve transition support. Prior publications provide additional details about
recruitment and study criteria for the three studies (see also: Supplemental Material).5:32-33
For the current study, we removed three sets of interviews from our dataset to ensure
independence in the sample (removed one adolescent each from two sets of siblings [one
selected randomly and the other due to missing data], and the first set of interviews from the
one dyad who participated in two of the projects). Table 1 contains additional information
about participant characteristics.

Data Collection

In all three projects, we conducted semi-structured qualitative interviews with autistic
adolescent and parent dyads. We conducted the interviews with each adolescent first and
then their parent separately. During interviews, we asked adolescents and parents what they
envisioned for the adolescent’s future after high school, and prompted them to consider
various aspects of postsecondary life including education, employment, and living situation
(as well as additional questions not analyzed in the present study; see Supplemental Material
for full interview guides). We conducted all interviews in person, audio recorded them when
permitted (two adolescents opted not to be recorded, so the interviewer took notes), and then
transcribed them verbatim.

Other relevant data collected at the time of the interview included demographic information
(collected from parents), the Social Responsiveness Scale (15t or 219 edition)34-3% as an
estimate of autistic traits (collected from parents), and the Wechsler Abbreviated Scale of
Intelligence (2" edition)3® as a cognitive estimate (collected from adolescents). Participants
provided consent and/or assent (if younger than 18 years) to participate in the study and
received compensation for their time.

Scoring Procedure

To achieve the aims of this study, we transformed the qualitative data from semi-structured
interviews into a numerical format.3” The process of converting qualitative data into a
numerical format for quantitative analysis is referred to as “quantitizing” and falls under the
umbrella of mixed methods research approaches.3” We had not planned to quantitize the
data prior to data collection, but made this decision after examining the data and noticing a
range of similarities and differences in adolescents’ and parents’ visions for the future. Prior
qualitative studies have included both autistic youth and their parents, and developed themes
about the transition to adulthood relevant to both groups.3:22-23 Those studies examined
broader themes (e.g., “Desire for Independence”23), and qualitatively compared parent and
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adolescent perspectives. In the current analysis, we sought to more specifically compare and
contrast the described future visions within each dyad.

As this was a secondary data analysis, the approach our team used in the current analysis
differs from the original intent and epistemological orientation for the interviews. In
particular, the designed intent of the interviews was to explore how parents and youth each
discuss the future within realist/essentialist qualitative framework.38 Whereas, to conduct
the quantitizing process and compare perspectives within each dyad, our research team
adopted a pragmatic approach consistent with a mixed methods orientation.3? We developed
a coding scheme to score the future visions reported during interviews on the degree of
dyad agreement or disagreement in three areas of adulthood (i.e., postsecondary education,
employment, and living situation; each of which was prompted by the interviewer during
the semi-structured interviews if they had not been discussed) as well as to indicate whose
expectations (the parent’s or adolescent’s) were higher (more independent) in each area.

We rated agreement and disagreement on a 5-point scale from “strongly disagree” (i.e.,

dyad made statements in direct opposition) to “strongly agree” (i.e., dyads visions were

very closely aligned), with a score of 3 representing “neither agree nor disagree.” We

also scored each area on a 3-point scale to indicate that the (a) parent’s expectation was
higher, (b) neither expectation was higher, or (c) youth expectation was higher. Although

the identification of a “higher” expectation is not a completely objective determination,

we developed criteria for operationalization. In our scoring, we considered a higher score

to be one which would require the adolescent to demonstrate greater independence (e.g.,
living away from home) and a lower expectation was less independent or the interviewee
specifically discussed doubts about the vision of the other (e.g., “I don’t know that he has the
stamina to make it through the schooling™). While we acknowledge that this determination is
subjective and culturally situated, we developed the criteria in attempt to compare the desires
of members of the individual family. If one member described a vision of independence,

we labeled that as a “higher” expectation. If neither member of the dyad referred to aspects
of independence, then we assigned the neutral score. As a research team, we regularly
discussed our intention to remain impartial as to whether certain desired outcomes were
“better” or if certain visions were “realistic” during the scoring process. Rather, we aimed

to focus on the desires and visions expressed by participants within each dyad and compare
them within the dyad.

Prior to analysis, we inputted key information and quotes from each interview into a table,
with adolescent and parent perspectives side-by-side, separated by the area of adulthood.
A second team member reviewed the table and transcripts to ensure that the table captured
all relevant information. We then scored each dyad in all three areas on both scales. Two
team members first independently scored the data. The team then reviewed and discussed
disagreements, and three team members completed consensus coding. The coding agreement
for the scoring system was 81.5% (75.5% for agreement scores and 86.4% for expectation
scores). In the analyses (described next), we utilized collapsed versions of the agreement
variable (reducing it from five levels to focus on a binary of agree or disagree)—when
calculating coding agreement using the collapsed scores, we had 85.4% agreement (84.4%
for collapsed agreement scores).
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Data Analysis

Results

To answer our research questions, we tallied and calculated percentages for each score level.
We then compared proportions of agreement and disagreement (with collapsed scores), as
well as proportions of higher expectations, using non-parametric binomial tests to determine
if the proportions differed from 0.50 (comparing two proportions; neutral scores excluded
from analysis).

Table 2 presents tallies and percentages showing each level of agreement and expectation
scoring across all three areas of adulthood. Table 3 contains example quotes for each

score. Binomial tests indicated that proportions of agreement and disagreement did not
significantly differ within all three areas of adulthood. For visions of postsecondary
education, 47.8% of dyads partly or strongly agreed, while 37.0% partly or strongly
disagreed (proportions = 0.56 and 0.44; p=0.52). For employment, 47.8% of dyads partly
or strongly agreed, while 30.4% partly or strongly disagreed (proportions = 0.61 and 0.39; p
= 0.24). For living situation, 37.0% of dyads partly or strongly agreed and 37.0% partly or
strongly disagreed (proportions = 0.50 and 0.50; p=1.00). Only 8 dyads (17.4%) partly or
strongly agreed across all three areas, whereas 32 (69.6%) partly or strongly disagreed about
at least one area of adulthood. Eleven dyads (23.9%) did not have any agreement.

Adolescents were significantly more likely to have higher expectations than their parents
across all three examined areas. 43.5% of adolescents had a more independent vision of their
future postsecondary education, compared to 6.5% of parents (proportions = 0.87 and 0.13;
p<0.001). 45.7% of adolescents had a more independent vision of their future employment,
compared to 2.2% of parents (proportions = 0.95 and 0.05; p < 0.001). 43.5% of adolescents
had a more independent vision (e.g. living in the community, outside the family home),
compared to 10.9% of parents (proportions = 0.80 and 0.20; p< 0.01).

Discussion

Several studies have collected qualitative data from autistic adolescents and their parents and
provided impressions about similarities and differences in how they talk about the future
and the transition process.322-23 However, these traditional qualitative approaches have not
allowed for specific comparison of dyad visions for the future. In the current study, we used
quantitative scoring to systematically compare autistic adolescent and parent perspectives
about visions for the future from interviews about adulthood. We found that very few of the
adolescent-parent dyads we interviewed agreed about their visions of the future consistently
across three areas of adulthood (postsecondary education, employment, and living situation).
However, the majority of dyads showed some degree of agreement in at least one area. This
suggests that families may be discussing the future in their households and working to attain
some shared visions for the future, despite disagreements in some areas. In a prior study

by our team (that used A&=15 of the participants included in the current study), we asked
parents of autistic youth what transition preparation activities their families did across an
academic school year, finding that having discussions about the future was the most highly
endorsed activity.? Prior research also shows that having discussions about the future at
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home predicts greater involvement in school-based transition planning, which is associated
with higher rates of postsecondary education participation.25-26

Based on our analysis, autistic adolescents and their parents agreed and disagreed about their
visions of the future at similar rates and consistently across different areas of adulthood.
Our finding of moderate agreement between parent and adolescent perspectives is generally
consistent with prior literature. A study measuring congruence of the perspectives of
adolescents with special healthcare needs and their parents about transition readiness
indicated that 30-40% of dyads were non-congruent.! A review summarizing findings
from over 10,000 parent-child dyads on health-related assessments found moderate to poor
agreement.*2 Although one may not expect parents and adolescents-especially across a
broad age range-to agree about their visions for the future, there is practical relevance.
Visions for the future can shape transition goals and transition preparation activities.20-21 |f
only parent or professional perspectives are driving goal setting and decision-making, then
youth may not have access to the opportunities needed to work toward their goals.28

We also found that parents most often had less independent views of their adolescents’
futures than the adolescent had, meaning that parents planned to provide much more support
for their adolescent than the adolescent envisioned needing. Parents have a broad view of

the developmental trajectory of their child and opportunities to see potential challenges and
needed supports for youth to be successful.43 In the interviews, parents who disagreed with
their child’s visions of the future often presented concerns and doubts about their ability to
achieve those visions.3243 These findings are consistent with research indicating that parents
of autistic adolescents perceive greater problems than their child perceives, such as in the
areas of anxiety and social functioning.344-46 Although our results may not be surprising,
they are concerning given research that suggests a relationship between parent expectations
and employment for youth with disabilities, including autistic youth.1947 The findings from
this study suggest that more research is needed to understand the degree to which differences
in parent and adolescent expectations of the future relate to more restrictive adult outcomes
(e.g., living or working in non-integrated settings). Additionally, this research highlights

the need for more research on effective methods for aligning future visions and increasing
expectations for autistic youth, which can promote the development of self-determination
and positive adult outcomes.

Prior studies examined predictors of parent-child agreement in autism literature as well

as more broadly, finding that characteristics such as age, gender, and level of functioning
were not significantly related to the level of agreement.#2:48 In our study, we did not

have adequate statistical power to test for differences based on adolescent or parent
factors. Future research should attend to parent factors since prior studies suggest parent
psychological factors (e.g., beliefs, depression, anxiety) relate to parent expectations.3249
Further, although we could not examine the linkage between adolescent or parent visions
of the future and their longitudinal postsecondary outcomes in the current study, we know
from prior research among youth with disabilities that both can be significant predictors
of outcomes.24 This study contributes to a growing body of literature emphasizing the
importance of including the perspectives of autistic adolescents in research and for them to
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have an active and substantial role in their own transition planning, rather than focusing only
on the perspectives of parents.1:3

This study has several limitations to consider. First is the subjective nature of the scoring
system. Although it offers a more structured examination of qualitative data, it does not
reflect the strengths of a well-designed, psychometrically validated quantitative study.
Further, because we did not plan for this analysis prior to data collection, we did not
consistently prompt adolescents and parents about where their visions aligned and differed.
While considered a large sample for qualitative interview research, our sample was relatively
small for quantitative analyses and we lacked the statistical power to examine potential
associations between the scored variables and participant characteristics. Additionally,

as is the case with much research in this area, our sample was primarily White and

had more financial resources. While about a quarter of our sample represented racial or
ethnic diversity, more research is needed to understand unique transition needs of autistic
adolescents of color. Finally, the inclusion criteria for some of the contributing projects
eliminated adolescents with less speech communication and those who were not planning to
receive a high school diploma. Future research should examine the perspectives of a broader
range of autistic adolescents and their transition planning needs.

In practice, providers supporting transition planning should avoid over-valuing the
perspectives of parents, considering that these may not align with adolescent goals and likely
are less independent than adolescent goals. Intervention approaches such as person-centered
planning may be effective at supporting adolescent-focused goals,5-52 yet the contributions
of families in this process are less clearly defined.>3 There is some promising evidence in
the area of family-focused transition interventions,®*->8 and future research should examine
interventions to support families to work together toward shared goals for the future.

Conclusion

By comparing interviews conducted separately with autistic adolescents and their parents,
we identified moderate rates of agreement across several areas of adulthood. Future research
is needed to explore interventions to support families to work toward shared goals for the
future. The findings of this study emphasize the importance of including the perspectives of
autistic adolescents in research and for them to have an active and substantial role in their
own transition planning.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Table 1

Participant Descriptive Information

Characteristic N (%)
Adolescent Age—M (SD) 15.7 (1.3)
Adolescent Gender
Male 39 (84.8%)
Female 7 (15.2%)

Adolescent Race & Ethnicitya

White 39 (84.8%)
Black 4 (8.7%)
Mixed Race 3(6.5%)
Hispanic 4 (8.7%)

Adolescent Autism Traitsb

Subclinical 4 (8.7%)

Mild-Moderate 18 (39.1%)

Severe 24 (52.2%)
Adolescent Cognitive Estimatec—M(SD) 1058 (15.7)
Household Income

<$29,000 5 (10.9%)

$30,000 - $79,999 17 (37.0%)

>$80,000 24 (52.2%)

Notes.
a’Ethnicity was asked separate from race, so total does not add to 100%.
b’Autism traits were classified using the Social Responsiveness Scale (1St or2nd edition).34‘35

Cognitive estimate was derived using the Wechlser Abbreviated Scale of Intelligence (2nd edmon);36 the total A/= 35 for cognitive estimate, as
we did not collect it in all of the studies from which we drew data.
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