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Abstract
Currently, there is little known about the parent experiences of transitioning their child
with autism spectrum disorder (ASD) to adulthood from a qualitative perspective. The
purpose of this qualitative phenomenological study was to explore parents’ lived
experiences as their ASD children transition to adulthood. This study was grounded in
symbolic interactionism, which includes tenets of how interactions with others provide a
catalyst for meaning development and subsequent human action. A phenomenological
design was used with a purposeful sample of 10 parents of children with ASD
transitioning to adulthood. Interviews were conducted through phone calls to explore
participant perspectives transitioning their child with ASD to adulthood. Thematic
analysis was applied to the data by coding, categorizing, and building themes from the
parent information. Results indicated that parents experienced negative outcomes during
pre transitioning and post transitioning, reporting that their child transitioning to
adulthood did not have access to transition planning and preparation, that employment
and postsecondary school supports were limited, and that their child continued to be
dependent on the parents for all their needs. The knowledge gained informed professional
practice in the needed areas of adult ASD transitioning. Affecting positive social change
for parents of young adults with ASD is meaningful to improve outcomes for adults with
ASD. This study provided a foundation for future research in this specialized area of life

transitions.



Lived Experiences of Parents With Children With Autism Spectrum Disorder
Transitioning to Adulthood
by

Jane Havens

MA, College of St. Rose, 2002

BS, Oswego State University, 1988

Dissertation Submitted in Partial Fulfillment
of the Requirements for the Degree of
Doctor of Philosophy

Human and Social Services

Walden University

August 2021



Dedication
To my beautiful son, Adam. Reach for your dreams despite the obstacles. |
believe you can do anything.
To my husband, Michael. Thank you for being my editor, counselor, cheerleader,
and biggest fan who always pulled me up to a new elevation that surprised even me. You

made me believe I can do anything.



Acknowledgments
I would like to acknowledge my chair, dissertation committee, and dissertation
family. Thank you for your leadership, guidance, support, and patience bringing me

through this journey. My success is reflective of my solid, caring support system.



Table of Contents

LSt OF TADIES ...ttt et ettt ettt e b e st e \%
Chapter 1: Introduction to the StUAY........cceeeviiiiiiiiiie e 1
Background .........ooouiiiiiieeee e e e 2
Problem Statement ..........oc.ooiiiiiiiiii e 4
Purpose of the STUAY ......eeeiiiiee e e e 5
Research QUESTION ......cc.uviiiiiiiie e et e e et e e e e eata e e e e eeaaaeaeeans 6
Theoretical Framework ...........cooioiiiiiiiiii e 6
Nature 0f the StUAY ....eoeviiiiiieeee e e nae e e 8

DI INITIONS. ...ttt ettt ettt ettt et e st eb e e st e e b 14

A SSUIMPLIONS . ... tieeeeiieeeiieeeieeeeteeesteeesteeessaeeesseeessseeessseesssseessseeessseeessseeessseeensseesnsseeans 15
Scope and DelimItations .........ccecvieeriieeiiieeiie et e et et e e e e e e e eesreeesaseeenaseas 16
LAMIEATIONS ..ttt ettt et e et e bt e st e et eesaeeenbeesaeeennens 16
SIGNITICANCE.....eeeeviieeiieeeiee ettt e e e et e e st eeesae e e saeeeaaeeesaeesssaeessseeensseeennsens 17
SUIMIMATY ...ttt e e e et e e ettt e e e st e e e e ssabteeesennteeeeennsseeeeannsseeesnnnens 18
Chapter 2: Literature REVIEW .......cuiieiiiieiiieciieecee ettt s 20
Literature Search Strate@y.......ccouiieiiieeiiiieiiie ettt ree s e e e e aeeeaveeens 20
Theoretical FOUNation ............cccooiiiiiiiiiiiii e 21
LAterature REVIEW ......cooiiiiiiiiieie ettt st e 25
ASD and CharacteriSTICS .....ceueeruiiiiieniieeieeriie ettt ettt st e 26

ASD, Education, and Transition Planning............cccceeevveeeviieecieeecieeeie e 34

ASD and Postsecondary EAUCation ...........cccceecvieeiiieeiiieeciieeeeeeeeeee e 42



ASD and Competitive Employment ............cccccuveeiiiieiiieeiiieeeeeeeeeeiee e 46

ASD and Parenting .........ceccuveeeiiiieiiieeeiie ettt et e e e e e e e e sneeeennee s 48
Summary and CONCIUSIONS .......ccuiieiiieeiiieeie et e s e e sareeeeaeeas 62
Chapter 3: Research Method...........oooiiiiiiiiiiiiiee e 67
Research Design and Rationale ...........c.ccoocvvieiiiieiiiiciiececce e 67
Role of the ReSEArCher........couiiiiiiiiiiee e 68
MEthOAOLOZY ...t ettt e et e e et e e st e e e beeessseeesnseeensseeenseeens 70
POPUIALION ... e e enaae s 70
SAMPIE SIZE....evieeeiieciieeeee e e e e ennes 71
PrOCEAUIES ...ttt et e 72
Data Analysis Plan..........coociiiiiiiiiiie ettt 73
Issues of TruStWOITRINESS . .......eeiuiiiiiiiieiieee e 74
CIEAIDILIEY ..ottt et 74
TranSTETADIILY ... eeeeeieeeiieeee e et es 74
DePendability ......cccciieeiiieeiieece e et e e enree s 75
CONTITMADIIIEY ...eeeivie ettt et e et e et e e etaeeeeeeeesaaeesnneeenns 75
Ethical ISSUES ...eeueieiiiiiee ettt et e 76
SUIMIMATY ...ttt et e e et e e e ettt e e e st e e e e abaeeesensaeeeennsseeesennsseeeennnnes 76
Chapter 4: RESUILS ....cccuiiiiiiie ettt et et e st e e et e e sae e e s nseeennseeennns 78
INEEOAUCTION ...ttt ettt et et eae 78
Study Setting and Participant CharacteriStiCs .........ccviervuieeriieeriieeiee e eeee e 78
Data CollECTION .....eeueiiiiiiiie ettt ettt et et e e 79

1



EvIdence Of TruStWOITIINESS. ..ceuunnee et e e e e e e e e eeeeeeeeeeeaae &0

CredIDIILY ..ottt ettt ettt ettt ennens 80
TranSTETADIILY .. .veeeiieeciee et s 80
DePendability ......ccccuiieeiiieciieece e e e e ennee s 81
CONTITMADIIIEY ...eeeevie ettt e e et e e e et e e etaeeenaeessaaeesnseeenns 81
DAta ANALYSIS ...uviieeiiieeiiie et eeiee ettt e et e e e e et e e et e e et e e ete e e ebeeesreeennbeeensbeeennaeeens 82
Codes, Categories, and ThemES ........cccueeeviieriiiieriieeciee e evee e saee e 82
Theme 1: Negative Effects of Covid on Transitioning............ccceeecveeeevveercvreennnnn. 83
Theme 2: Community and School Pre-Preparation for Transitioning.................. 86
Theme 3: Parenting Experience and ASD During Transitioning ......................... 89
Theme 4: ASD Characteristics Affecting Transitioning...........ccceccveeeevveercvreennnen. 93
Theme 5: ASD Parenting and Effects on Marital Satisfaction...........cc.ccccveenneee. 94
Theme 6: Post-Transition Outcomes and Recommendations............ccccceeceeeneenee 96
Summary of FINAINGS........cooiiiiiiie ettt e 100
Chapter 5: Discussion, Conclusions, and Recommendations.............cccecveeeveeenveeennnennn. 101
INEEOAUCTION ...ttt et e 101
Interpretation Of FINAINGS ......cccuvviiiiiiiiiiciecee e 102
Limitations Of STUAY ...c..eeeeiiiiiiieece et 110
RecoOMMENAAtIONS......co.uiiiiiiiiiiie ettt e 111
Implications of Social Chang@e ...........cccveeriiieiiieiiiie e e 114
CONCIUSION ..ttt ettt et s e et e st et e st e e bt e saeeenbeeas 115
RETEIIICES ...ttt ettt ettt e st e et 116

i1



Appendix A: Interview Guide

Appendix B: Transcript Example Evidence ..........ccccocoveveiiiiiiiiiiiiiecieeeeee e,

v



List of Tables

Table 1. Themes, Categories, Codes and Supporting Evidence



Chapter 1: Introduction to the Study

Autism spectrum disorder (ASD) is a neurodevelopmental disorder that presents
with varied levels of communication, social, behavioral, and sensory challenges
(American Psychological Association, 2016). The National Institutes of Health (NIH,
2018) reported estimated rates of ASD in the United States climbing to one in 68 children
and 4.5 times more likely in males. In addition, more children with ASD are entering
adulthood and will experience changes navigating and adjusting during this challenging
milestone.

In this context, the aim of this study was to explore adult transitioning from the
parent perspective. Parenting a child with ASD requires a creative approach to addressing
characteristics such as social, sensory, and communication challenges that interfere with
functioning (Andersson et al., 2017; Hartley et al., 2016; Williams et al., 2017). More
specifically, parents face challenges when a child moves from secondary school and
community programs that have been providing services to this population to independent
life with little or no supports to help the parents navigate the burden of financial,
emotional, social, and leisure needs of their young adult children (First et al., 2016; Milan
& Nicolas, 2017). Parents report that they are still providing supports because their child
has “aged out” of the programs in their communities and are no longer eligible, but their
roles and coordination processes continues as well as their advocacy efforts to access
services for their adult children (Milan & Nicolas, 2017; Platos & Pisula, 2019). As a
result, there is limited social integration, poor outcomes with employment opportunities,

and a lack of understanding of how to reach positive mental health, occupational, and



social outcomes (Anderson et al., 2016; Howlin & Magiati, 2017; Wittenburg et al.,
2019).

This chapter begins with background research associated with ASD in the context
of children transitioning to adulthood with ASD and through the lens of the lived
experiences of parents coordinating transitioning needs and supports. The background is
followed by the problem statement and the gap in research, research question, theoretical
framework, nature of the study, key term definitions, and assumptions about the research
design and methods that may affect results. Finally, the chapter concludes with the scope
and delimitations, limitations, significance of the study, and a summary of the
information presented.

Background

It appears from the literature that children with ASD who are transitioning to
adulthood often experience negative outcomes associated with employment,
socialization, college access, and community integration (see Chen et al., 2018; Shattuck
et al., 2020). Sosnowy et al. (2018) identified a disconnect with the expectations of
services necessary to support young adults and the poor outcomes for young adults
entering adulthood that includes lack of employment, skills to be affective in independent
living, and lack of secondary educational opportunities. In addition, Spiers (2015)
explored the status of parent responsibilities while a child with ASD transitions to
adulthood and found that parents must continue to coordinate all areas of their child’s life
well after high school has ended. Milestones that are associated with parents who are no

longer caregivers to their children as they enter adulthood are often not occurring because



of the parents need to continue provide care to their children into adulthood (Marsak &
Hopp, 2019; Marsack & Perry, 2018). Further, research in adult transitioning with ASD
show the need for supports in employment, daily life needs, and independent living skills,
but there is continued gaps in service provision, understanding of individual needs, and
resources and supports needed to meet goals associated with independence in adulthood
(Kuo et al., 2018; Nicolas et al., 2018; Taylor et al., 2015).

Currently, several researchers have addressed the sudden increase in diagnosis of
ASD and the development of specialized services required to meet the needs of this
population (see Christensen et al., 2018; Hull et al., 2017; Maenner et. al., 2020). A large
majority of research is associated with early intervention and school age children with
ADS, with only an estimated 2% focusing on adult transitioning for young adults with
ASD (Este et al., 2019; Shattuck et al., 2020). In addition, Herrema et al. (2017) noted
that many families worry about their child’s needs, their happiness, and if all the care
supports will be available as an adult with ASD. Because a growing number of young
adults with ASD (500,000) will reach adulthood during the next 10 years, more parents
will be experiencing the phenomenon of extended caregiving firsthand (NIH, 2019;
Paradiz et al., 2018).

Finally, there is less known through qualitative research about the parenting
experience caring for their children with ASD who have transitioned to adulthood
(Anderson et al., 2018; Ellenburg et al., 2018). Sosnowy et al. (2018) noted most
quantitative data show consistently negative outcomes and often uses information from

standardized tests and national survey banks that apply normative values to the
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experience of transitioning to adulthood and use varied methods and analysis approaches
to conclude results. Further, rating scales and large quantitative study sampling used wide
ranges of demographic information from single autism networks, outcome definitions and
values varied, and most quantitative studies were not considering the lived environment
of the person under study in the context the phenomenon was occurring (Anderson et al.,
208; Gotham et al., 2015). My qualitative study is needed to address the knowledge that
parents can offer to expand understanding of children with ASD transitioning to
adulthood.
Problem Statement

Based on the background information, the research problem stems from the lack
of continued programming and services after a child with ASD enters adulthood and an
overall gap in individualized service provision (see Hendrickson et al., 2017; Nord et al.,
2016; Snell-Rood et al., 2020;). Further, qualitative research focusing on in-depth, rich
methodologies are lacking. Most of these studies were designed to understand general
norms and were not tailored to recognize individual differences that contribute to success
or failure transitioning to adulthood with ASD (see Cheak-Zamora et al., 2017; Robertson
et al., 2018). Yet, Hamuth et al. (2018) found important factors associated with successful
adult transitioning that includes individualized, person-centered supports, possession of
job skills specific to certain vocations, informed communities and workplaces, and on-
site job coaching.

In addition, transition planning in secondary school, which is an educational

necessity for children with disabilities and other disorders, occurs less for those with



ASD (Hendrickson et al., 2017). Moreover, all specialized programming in education is
no longer a legal requirement through the Americans with Disabilities Act (IDEA) after
age 21 years, placing the burden of programming and care on parents and families (Papay
et al., 2018; Pellicano et al., 2018). The federal education initiative to provide funding to
schools focused on academic performance based on set core standards is in direct
contradiction of specialized, individualized programming required for students with ASD
and other disabilities (Deas, 2018). This trend in valuing standardized academic
performance adds an additional barrier for children transitioning from secondary school
to adulthood.

Although the research regarding parenting a child with ASD transitioning to
adulthood illuminates important findings, I have found no qualitative research that has
explored parents lived experiences of their ASD children transitioning to adulthood.
Given such, further research is warranted that could explore parents lived experiences of
their ASD children transitioning to adulthood to address the documented problem of
children with ASD successfully reaching independence in adulthood (Cheak-Zamora et
al., 2017; Gotham et al., 2015; Sosnowy et al., 2018).

Purpose of the Study

The purpose of this qualitative phenomenological design study was to explore the
lived experiences of parents with children with ASD who are transitioning to
adulthood. A phenomenological approach was appropriately aligned because I wanted to
know the essence of how parents understand the transitioning process through their lived

experience of their child’s journey to adulthood. The research approach included
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identifying the essential structures or essence of the experience to concretely describe the
population’s world view (Hopkins, et al., 2017). Researchers have found that parents of
children with ASD transitioning to adulthood continue to support and coordinate all areas
of their child’s life well into adulthood (Spiers, 2015; Paradiz et al., 2017). The gap in the
literature stems from the lack of qualitative research exploring the lived experience of
adult transitioning from the parent viewpoint (Sosnowy et al., 2018). The information
from the study provided the full spectrum of the phenomenon regarding parent’s view of
changes in accessibility of services before and after transitioning to adulthood, how they
cope with changes for themselves and their child with ASD, and what parents identified
as necessary programming and barriers to their child’s success as an adult.
Research Question

What are the lived experiences of parents with children with ASD during their

child’s transition to adulthood?
Theoretical Framework

The theory that was fitting for this qualitative study is symbolic interactionism
(SI). This theory was brought to a more pragmatic and complex level by Mead (1934)
who expressed the importance of how the world shapes individual behaviors through
creating meaning when interaction occurs. Mead argued that interaction between
individuals create shared interpretations and that the shared understanding of what
meaning is placed on experience occurs within the context it is happening. SI is described
by Alder-Nissan (2016) as a broad landscape of designs such as phenomenological, social

semiotics, and narrative approaches, to name a few. The basic tenets include placing



subjective meaning to objects, interaction of people and objects occur in relation to
culture and social situations that are assigned a category within that context, interaction
with others create meaning, and meanings are continually created and revised based on
social interaction (Carter & Fuller, 2016). In addition, SI requires the researcher to gain
first-hand knowledge from the social entities immersed in the natural world; data that is
collected are summarized and categorized in an organized fashion, and data analysis
results in relationships between categories (Salvini, 2019). SI theory is vital to
understanding and interpreting meaning of parents of children with ASD and how their
actions shape how adult transitioning transpires.

ST helped me to identify the social influences within the family, community,
teachers, programs that shape the lived experiences of parents with ASD children
transitioning to adulthood. Specifically, I hoped that the parents express how and why
certain actions were taken prior to transitioning and after, showing the effects these
actions had on relationships and their child’s level of success. The interview questions
were grounded in SI because the structure was open-ended and emergent based in the
individual responses and meaning that is assigned to the phenomenon. The use of SI
helped inform me what parents define as meaningful supports, resources, and programs
by identifying what is significant and necessary for their child’s success as an adult. In
this light, the gaps in service provision interfering with successful transitioning and
communication breakdowns within relationships can become apparent and addressed on a

broader community level.



Nature of the Study

This study was qualitative in design with a phenomenological approach; this
approach best aligned with my study’s purpose and research question. A
phenomenological approach was appropriate because the process attempted to explore the
life story, beliefs, experiences, and constructs and assigns meaning to the phenomenon by
creating common themes (see Adams & van Manen, 2017; Corby et al., 2015; Hopkins et
al., 2017; Noon, 2018). The process allowed for my research to identify the lived
experience of parents who have specific experience and knowledge of the adult
transitioning process of their children with ASD and aligns with SI theory. A
phenomenological approach requires an emergent design that allows for participants to
describe their lived experience, moments, stories, anecdotal accounts, so the researcher
can capture the essential, consistent, shared structures of the phenomenon (Hopkins et al.,
2017). Interviews with open-ended questions were used as a method to gather data. This
method was appropriate because it allowed for individual and contextual responses that
are unique to the participant, eliciting the most in-depth and rich information. My
research question spoke to the need to find the essence of what the experience means to
these individuals. Seidman (2012) noted that interviewing as a form of data gathering is
time consuming and costly, but necessary if the true meaning is to be identified in
phenomenological research.

The procedures included informed consent confirmation and institutional review
board (IRB) approval prior to the start of the process. One on one phone interviews with

parents who have children with ASD transitioning to adulthood were conducted with
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each participant. All participants were contacted by email or phone to confirm a time and
to answer any questions they had about the process. The interviews occurred at a time
that was convenient for the participant and in their own setting of choice. The interviews
included questions that were open-ended and emergent, requiring changes and additions
as each interview progressed. The interview guide was used for all interviews and
consisted of 10 questions to answer my research question. Interview guidelines are
necessary because they provide a standard to increase the amount of rich, relevant, and
long answers from the participants, while consistently circling back to the main
assumptions of the interview to improve quality and trustworthiness of the research
(Roulston, 2010). The phenomenological terms such as descriptions, perceptions, their
view of the parent experience, what was their own meaning of experiencing transitioning,
and what was their specific story, were included in the interview questions. I conducted
the interviews journaled, completed field notes, and memos throughout the process.

The questions were neutral, open-ended, congruent with the level of education
and understanding of the participants and were changed as needed, as recommended by
Saldana (2015). I began with probing questions, expanding the continued discussion
based on the participants responses (see Saldana, 2015). Multiple questions were not
asked together and there were no leading questions to force a respondent to answer in a
certain way. In addition, I provided an introduction and closure statement in the interview
guide in the form of a script, so I was prepared beforehand to describe all the components

of the interview, consent process, and interview expectations, ending each interview with
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assurances regarding the handling of data, confidentiality, study results, and answered
any questions generated by the interview process.

The initial recruitment and data collection process included partnering with an
organization who provides support for people with ASD and their families. However,
after weeks of reaching out to like agencies with no success, recruitment changed to
snowball sampling and through a Facebook flyer. Snowball sampling approach was
appropriate because there is a need to include only individuals who have experienced this
phenomenon who meet set criteria, and who are hard to find. Because this study required
a need to access remote and motivated participants who were parents experiencing adult
transitioning of their child with ASD, snowball sampling was aligned with the approach.

The participant inclusion criteria were comprised of parents of children with a
formal diagnosis of ASD, ages 18-26, and who completed the transition to adulthood.
The participants were vetted, and I excluded all parents who self-diagnosed young adult
children, parents of children with ASD who have not lived at home, and parents who
chose not to participate in the study during recruitment. Proof of diagnosis of ASD by a
licensed professional based on the Diagnostic and Statistical Manual-V (American
Psychological Association, 2016) diagnostic criteria and proof that the child had lived at
home during transitioning were required to participate in the study. Criteria expectations
were part of the recruitment email. The inclusion criteria were directly associated with
the population, the process of transitioning to adulthood, and the characteristics of the
parents in the sample. Inclusion and exclusion characteristics and criteria allow s a

researcher to purposefully select the individuals, setting, event, and processes within the
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parameters of the research question (Maxwell, 2012). Once parents met the criteria by
agreeing to participate, signing required informed consent, and providing required
diagnosis and residency documentation, I contacted 10 participants through email or
phone for their availability.

I initially planned on a sample size of 8-12 participants. Mason (2010) indicated
that phenomenological studies are generally between five and 25, but no less than six.
The number of participants was chosen because it appeared to be a feasible group to
recruit and interview within a reasonable time period with only one researcher. Although
many experts rely on saturation or when there is no more new information to gather to
identify sample number, Guest et al. (2006) stated that there are no hard guidelines to
identify the right number of a sample prior to starting the research and that the process of
saturation occurs during the data collection process. On the other hand, Mason (2012)
differentiated the needs of Ph.D. researchers who are often required to confirm sample
amount and justification prior to beginning the research. The small size included parents
who met the inclusion criteria and were considered to have the most amount of rich
information and could had the greatest effect on the study. The initial 8-12 participants
decreased as saturation was reached at 10 interviews in the coding process and when
there was no new information captured.

Thematic analysis was used to analyze data generated from the interviews and my
researcher notes. Thematic analysis was appropriate because the raw data unfolded and
provided patterns identified through codes, categories, and themes which assigned

meaning to the daily experiences (see Saldana, 2015). Thematic analysis is appropriate
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for phenomenological approaches because the process attempts to explore the life story,
beliefs, experiences, and constructs and assigns meaning to the phenomenon by creating
common themes (Saldana, 2015). Thematic analysis provided credibility to the research
because it is a well-established method applied to phenomenological frameworks.
Research credibility refers to the plausibility of the study and is accomplished by creating
reliability, replicability, accuracy, and consistency (Tracy, 2010). In addition,
dependability and confirmability were strengthened through an external expert versed in
phenomenological design and thematic analysis who will audit the research data, memos,
journals, and analysis results. This provided a layer of transparency to the research
analysis process.

The role of the researcher is important when applying a phenomenological
approach. The phenomenological approach includes the researcher as the primary
instrument and required my ability to understand my own positionality. The focus needed
to move between the general essence and the idiographic experiences of the parents,
bracketing and reflexivity must be applied to balance preunderstandings of the
phenomenon, and special care must be taken to write and articulate the issues (Hopkins et
al., 2017). In addition, biases must be addressed during all parts of the writing process
through journaling and note taking.

Further, research credibility associated with qualitative inquiry must include
strategies to prove dependability, transferability, and confirmability that validate the
trustworthiness of the reconstructed research results (Morse, 2015). To create credibility,

I provided member checks with participants throughout the interview process, once
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interviews are transcribed, and after the results are synthesized. Also, peer-debriefing by
my chair and committee was paramount to the accuracies of my interpretations and
processes. Triangulation was achieved through peer debriefing from other researchers,
participants, and outside expert auditors and review boards to confirm or question
accuracy.

I provided an audit trail to identify my decision choices and spent prolonged time
with the participants reviewing and re-reviewing the data. Hadi and Closs (2016)
acknowledged that an inquiry audit can improve quality and trustworthiness and improve
rigor in qualitative research. Further, Morse (2015) described how thick description is
accomplished by spending a prolonged amount of time with the participants to achieve
authentic, natural responses. Finally, a reflexive journal was used throughout the process
to examine my own beliefs, decisions, and how or if it influenced the research process.
Cunliff (2016) described how reflexive journaling improves how reality is described and
constructed.

The researcher must include safeguards not to cause harm to all participants and
stakeholders involved in the research study. Rubin and Rubin (2012) emphasized respect
and honesty, do not harm, exploit, or pressure, and follow established IRB regulations.
Exploitation can occur in many forms. Seidman (2006) stated that there is an inherent
imbalance of power between the researcher and interviewee because the researcher may
be perceived as exploiting the participant for scholarly gain. I provided all participants
with informed consent, the sample selection process followed IRB guidelines, and I was

vigilant through the entire research process when potential ethical dilemmas surface.
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Cypress (2018) moved the ethical issue forward by considering where the interview will
take place, protecting participant consent and rights, having a strategy for sampling
appropriate for the research, planning how the information is collected, and how the
information is disseminated.

Definitions

The following are key terms that were used throughout the study:

Affiliated stigma: Internalizing stigma felt by a person that is associated with the
stigmatized person (Zhou et al., 2018).

Autism spectrum disorder (ASD): A neurodevelopmental disorder that presents
with communication difficulties, social interaction and sensory challenges, repetitive
behavior, and restricted interests (American Psychological Association, 2018). Autism,
autistic disorder, autism spectrum condition, Asperger syndrome, and ASD are used
interchangeably.

Entitlement programs: Individualized educational programing and planning and
transition planning provided throughout childhood until age 21 with a diagnosed
disability, supported through the IDEA regulations (Deas, 2018).

Guardianship: A legal trust relationship to protect an individual with
illness/disability and make decisions associated with personal and public vulnerabilities
(Kelly et al., 2020).

Mainstreaming: The process of inclusion for those with special needs classified as
developmentally disabled in normally developing peer educational environments (Wood,

2019).
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Person-centered planning: When the focus of the educational, habilitative, or care
planning begins with the needs, values, and presentation of the person involved
(Anderson et al., 2016).

Resonance: A theoretical construct that assumes that views beliefs, and attitudes
can be different from the larger shared view of a phenomenon (McDonnell et al., 2017).

Self-determination: An inherent process where people make choices to engage in
certain ways because they are internally motivated to participate (Shogen et al., 2018).

Symbolic interactionism: A theoretical framework that assumes constructs are
developed when a person interacts and responds to relationships, objects, the
environment, and assigns meaning to the experiences that will affect action (Blumer,
1969).

Assumptions

For this study, I applied a phenomenological design which assumed that people
had a shared essence of what it is like to experience an event or situation in the specific
context that it occurs (see Hopkins et al., 2017). More specifically, I assumed all parents
have experienced adult transitioning with their children with ASD and that they
understand the effects of the phenomenon based on their contextual influences. I assumed
that I offered a platform for parents to openly reflect on the lived experience and that they
are engaged in their child’s life. Last, [ assumed that all information I gathered from
parents were honest and given in good faith. These assumptions are important because
the study goal was to achieve credible, authentic, and rich information from the parent

experience.
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Scope and Delimitations

This study intended to address the lived experiences of parents who have children
with ASD transitioning to adulthood. There is a gap in service provision once children
transitioning to adulthood are no longer eligible for secondary school entitlement
programs. Only parents with children 18-26 years old were chosen because they were the
most experienced and knowledgeable on the adult transitioning phenomenon. In addition,
the sample size was small (10) and only included parents who had children with a formal
ASD diagnosis. This provided a more credible depiction of the phenomenon that was in-
depth and thick with qualitative descriptions of the experience. The initial recruitment
and data collection process included partnering with an organization who provides
support for people with ASD and their families. However, after weeks of reaching out to
like agencies with no success, recruitment changed to snowball sampling and through a
Facebook flyer. It served to find an expert panel of remote parents willing and able to
participate in this study. Although a small sample, this study attempted to achieve
transferability by having expert instructors and auditors review all design, data collection
methods and results, member checks, peer debriefing, reflexive journaling, and
triangulation through prolonged time with participants to achieve authentic, thick
descriptions of the phenomenon.

Limitations

There are multiple challenges that were addressed while conducting this study.

First, in qualitative research, the researcher is the primary data collection instrument and

has the potential to influence the process and results of a study (see Patton, 2015).
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Transparency throughout the research process must be obvious to address subjective
views that could affect the trustworthiness of the results. These biases must be addressed
during all parts of the writing process. To address the researcher positionality as the
primary instrument of the study, a 3-1 phenomenological framework was employed.
Documentation was used through journaling and memos prior to the research and
throughout the recruiting, interviewing, data analysis, and result stages. This
documentation strengthened the trustworthiness of the results by identifying accuracies
and inconsistencies between participants based on the interpretation of the researcher
experience.

Next, the COVID-19 pandemic impacted how I accessed participants for a
phenomenological study. Although face-to-face interviews are considered the gold
standard to access the richest and most authentic data (McGrath et al., 2019), peer-to-peer
phone interviews were used. Finally, there was a back-up plan for issues that occurred
recruiting because the nonprofit agency that advocates for children and family issues
addressing ASD was unwilling to help recruit through their email system. Snowball
sampling through a Facebook flyer was applied to parents who have children with ASD
transitioning to adulthood who are considered hard to find.

Significance

This research filled the gap in understanding the experiences of parents with
children transitioning to adulthood who are diagnosed with ASD. The study provided
much needed insight into parents lived experiences while their child with ASD transitions

from adulthood and focus on what it is like from the parent viewpoint (see Este et al.,
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2019; Shattuck et al., 2020). The key players that could benefit from this research are

parents in northern New York with ASD children, nonprofit organizations that provide
support and services such as Wildwood Programs, Center for Disability Services,
Prospect Child and Family Services, Albany Warren Washington ARC, Community,
Work, and Independence, Inc., and agencies advocating for families such as Autism
Alliance, Office of People with Developmental Disabilities (OPWDD) and New York
State Association of Community and Residential agencies (NYSACRA). Understanding
the phenomenon from the parent perspective was critical because the information has the
potential to affect resources, funding, programming, and life skill development currently
lacking after the transition phase (First et al., 2016; Milan & Nicolas, 2017). The
knowledge gained informed professional practice in the needed areas of pre-planning
programs in social skill training, competitive employment training, budgeting, and life
skills training, and affect advocacy, grant availability, and policy development that
supports successful adult transitioning (Kuo et al., 2018; Nicolas et al., 2018; Taylor et
al., 2015). Whatever the potential implications, affecting positive social change for
parents of young adults with ASD is meaningful for these reasons and this study may
have the potential to provide a foundation for future research in this specialized area of
life transitions.
Summary

In Chapter 1, I provided an introduction to ASD and the challenges parents face

when their child with ASD transitions to adulthood. Background information described

the vast amount of research regarding negative outcomes for young adults transitioning to
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adulthood including the lack of competitive employment opportunities, access to college,
opportunities for relationship building, and the lack of opportunities to develop skills
necessary for independent living (see Shattuck et al., 2017). In addition, parents continue
to provide supports long into adulthood for their adult children with ASD (Spiers, 2015).
The problem statement includes the lack of qualitative, in-depth studies focusing on the
parent perspective navigating adult transitioning for their child. The purpose of this
qualitative, phenomenological study was to contribute to the knowledge of the parent
lived experience transitioning their child with ASD to adulthood and add to the discourse
from a qualitative perspective. The research question, a qualitative phenomenological
design, significance, and methodology were aligned to provide an avenue to answer what
it is like to experience adult transitioning with ASD from the parent’s point of view.

Chapter 1 provided theoretical overview for how SI tenets can be applied to
explain parent’s actions, decision making processes, and reactions to the phenomenon. As
the chapter concludes, assumptions, delimitations, scope, and limitations are reviewed to
set a ground for future research related to the phenomenon. Chapter 2 transitions to a
comprehensive review of current research in the areas of ASD associated with parenting,
employment, socialization, postsecondary education, programs, and services, highlighting
the theoretical foundation of SI and how the effect of adult transitioning effects parent

communication, behavior, and relationship dynamics.
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Chapter 2: Literature Review

This qualitative phenomenological study was centered on identifying the lived
experiences of parents who have children with ASD transitioning to adulthood. The
objective was to better understand how parents experience this challenging phase of their
child’s journey and what are their needs or unmet needs during their child’s transition.
This study contributed to academic literature on adult transitioning for people with ASD
because the focus is on the parent experience of the phenomenon that is currently lacking
in the research (see Shattuck et al., 2020; Sosnowy et al., 2018).

The literature was organized into six sections: (a) ASD and characteristics
(variability, camouflaging, sensory processing, gender, diagnosis disclosure), (b)
education (transition planning, mainstreaming, marginalization and bullying), (c)
postsecondary education, (d) competitive employment, (e) parenting research associated
with ASD (parent education and instruction, stigma, relationships, parent differences,
financial issues, healthcare and insurance, and guardianship), and (f) an in-depth review
of the theoretical framework and constructs associated with symbolic interactionism and
other theories related to assigning meaning to learning and behavior choices, meaning
negotiation, and development of how theory relates to parents.

Literature Search Strategy

In the literature review, I focused on identifying information regarding young
adults with ASD transitioning to adulthood from the parent lived experience. I
implemented an electronic search of academic libraries such as the Walden Library and

Google Scholar and organizational websites (National Institutes of Health and autism
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organizations). The following databases were used to find peer reviewed articles
SocINDEX, PsychINFO, Proquest Central, Sagepub, Psycnet, nih.gov, academia.edu,
researchgate.net, plos.org, springer.com, jamanetwork, semanticscholar, ERIC. The
following search words and phrases were used: phenomenological, qualitative study,
symbolic interactionism and autism, autism spectrum disorder and parenting, ASD and
sensory processing, ASD and gender, ASD and diagnosis disclosure, employment,
services, college, education, autism and transitioning to adulthood, ASD and caregiving,
autism and parenting stress, autism and secondary education, autism and guardianship,
parent styles, autism and insurance, autism and siblings, ASD and marginalization,
stigma, affiliated stigma, ASD parenting and resources, autism and guardianship, autism
and camouflaging, ASD parent differences, ASD and bullying, ASD and healthcare, ASD
and transitioning, transition planning, parent instruction, and parent education.
Theoretical Foundation

To provide a foundation for understanding the parent lived experience of their
child transitioning to adulthood, the overriding social theory that emerged in the literature
review was SI. SI provided a theoretical framework that assumes constructs are
developed when a person interacts and responds to the environment and assigns meaning
to the experiences (Blumer, 1969). SI was transformative because it shifted from a
macroview of constructs that focused on how society shapes norms and rules of other’s
beliefs and actions, to a microview of how an individual makes sense of society through
interactions with others through a social process within the society (Carter & Fuller,

2016). In other words, people shape their own social world that is ever changing and
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emergent, influenced by others feedback and interactions, with the outcome of
developing shared understanding but an understanding that individuals have a unique
worldview (Carter & Fuller, 2016).

The basic tenets of SI include how individuals act in response to meaning
assigned to objects, events, people, there are shared classifications in social settings,
meanings emerge from continued engagement, and meaning is not static in that
individuals may no longer subscribe to certain meanings and develop new ones over time
(Denzin, 2016). Franzese and Seigler (2020) described SI as a social process that
conditions behavior based on time and context the interaction is occurring, and that
human beings adjust how they act if expectations are not met. Therefore, individual
identity and societal role is determined and modified based on how things are interpreted
and understood (Sijakovi¢ & Vili¢, 2019). Further, Adler-Nissan (2017) considered SI as
a broad range of approaches that can be applied to varied methods that include
phenomenology, social semiotics, ethnography, and narrative approaches, to name a few.
Although from differing viewpoints, all share similar assumptions in that human behavior
is understood within the context of their community and is always intersubjective, social
life and situational meaning differs from people and groups, and the self-reflexive nature
of learning and taking on other’s viewpoints and behaviors is always emergent and
incomplete (Adler-Nissan, 2017). These constructs appear to be universal when applying
SL

SI has been applied to understand social constructs on multiple phenomena.

Because the causes of human behavior move beyond basic interaction, Utzumi et al.
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(2018) regarded SI as a foundation to identify how the person is conditioned within
health care and is an active participant along with the provider to monitor health and
wellness. Panicker et al. (2020) applied SI to understand habits formed with
intergenerational families regarding shared food and eating rituals. Panicker et al. (2020)
found that role changes within the family dynamic can be explained within the influences
of the home environment. SI tenets have expanded understanding of politics and human
rights in varied countries by interpreting how individuals behave within a system that
controls citizens at the macro level but is influenced at the micro level to make sense and
respond to the system (Richard et al., 2017). In addition, SI within the context of
education can be applied to better understand student teacher relationships and factors
associated with teacher and student satisfaction and self-efficacy (Tsang & Jiang, 2018).
Thus, researchers from various sciences and philosophies can apply SI constructs within
multiple phenomena.

SI includes one important construct: an ability for a human being to continually
negotiate individual meaning of their experiences and change their behavior accordingly,
but not always in agreement with others who experience the same phenomenon (Carter &
Fuller, 2016). This deviates from pragmatist theory because McDonnell et al. (2017)
described how the theory of resonance provides a construct to understand SI in the
context of the individualized experience as not an overarching shared congruence or
agreement to a cultural object or event. Resonance provides a way to understand how
social change occurs because of the discourse associated with an object, event, or

experience (McDonnell et al., 2017). Resonance includes micro, meso, and macro levels
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of theoretical understanding to recognize how people solve complex problems when their
worldview is contentious or different from the shared view of a phenomenon (McDonell
et al., 2017). McDonell et al. (2017) illustrated how resonance theory comes into play
when a Ghana community attempted to start an advertisement for HIV education and
found that many differing viewpoints had to be considered that moved away from the
idea of death, moving forward toward proactive healthy behavior. Resonance theory
appears to provide an extension of SI regarding how the context of a cultural experience
is interpreted from different angles even though it is considered initially as the same
shared experience (Hall et al., 2017). Therefore, researchers recognize through the
foundation of SI how phenomenon is experienced contextually and over time (Carter &
Fuller, 2016).

Scholarship on ASD and symbolic interactionism has been applied in combination
with other theories and methodologies across disciplines (Adler-Nissan, 2017). Leveto
(2018) described the move toward understanding autism through a sociological paradigm
that offers solutions to improve quality of life based on identifying inequalities, stigma,
interplay of the individual and society, and the acceptance of neurodiversity. Because one
of the important constructs of SI includes understanding the role of others, people with
ASD are discounted based on certain theories that view successful self-development
requiring this ability (Leveto, 2018). Many of those with ASD have communication
difficulties, are not able to take the perspectives of others, and strictly adhere to certain
routines and behavior (Anderson et al., 2016). For example, theory of mind (ToM) is a

widely accepted and applied to understand how people understand their social
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environment and self-regulation from internal mental states that occur through interaction
(Hamilton et al., 2016). When applied to ASD, ToM is lacking because it cannot be
constructed if there are deficits in communication and language (Hamilton et al., 2016).
Therefore, it is thought that ToM cannot be achieved for those with autism because
impairments in social cognition will cause life-long interference in social development
(Leveto, 2018).

In contrast, During (1996) described the theory of meaning that includes the
“crisis in meaning” that requires others to understand autism from the viewpoint of
autistic people and not from what we interpret as meaningful as a society. This approach
compliments SI in that the goal is to find deep shared meaning in experience and
interaction from the individual’s perspective (Leveto, 2018). In addition, Livingston et al.
(2019) determined that many individuals with autism have compensatory skills that allow
them to develop a theory of mind despite cognitive deficits. Executive functioning,
anxiety and IQ level all are factors in how successful individuals with autism develop
compensatory skills and not the severity of autistic symptoms (Livingston et al., 2019). It
is important to understand how SI tenets explain the need to use compensatory skills for
those with ASD and the ability to negotiate the social world, despite social, cognitive and
communication deficits (Leveto, 2018). Within this context, compensatory skills appear
to improve overall social adaption for people with ASD.

Literature Review
SI is aligned with exploring parent experiences of their child’s transitioning to

adulthood because it established a framework to understand how families and children
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with ASD develop their roles, acquire values and behaviors, and make decisions during
this important milestone. For example, Totkova (2019) applied SI to parenting style and
found that the unique challenges of ASD faced by caregivers influences family dynamics
and relationships, and ultimately affect how decisions are made regarding ASD
interventions and resources. Taken one step further, I explored how families construct
what is valued and believed and how parents act toward changes that occur during the
transition stage of their child’s life. In other words, contextual factors experiencing this
phenomenon may affect relationships, choices, and create shared meaning among parents
of children with ASD transitioning to adulthood. Because people may experience the
same phenomenon, some meaning may be shared but other meaning and following
behavior differ from one parent to the other. This is the focus of this research and how it
applies to the theory of SI, the parent experience of their child’s adult transitioning, and
what is believed to be true during this milestone.
ASD and Characteristics

To explore the lived experiences of parents who have children with ASD
transitioning to adulthood, this literature review started with research to better understand
ASD and how characteristics may affect adult transitioning. ASD is a
neurodevelopmental condition characterized by repetitive movement and behavior,
challenges with social interaction and communication with others, sensory input issues,
and restrictive interests (American Psychiatric Association, 2013; Jackson et al., 2018;
Masi et al., 2017). The presentation of ASD is varied and differs in severity and

symptoms from one person to another (Ohl et al., 2017). As a result, the Diagnostic and
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Statistical Manual was revised in the fifth edition to move from Asperger’s or autistic
disorder to autism that presents on a spectrum, now known as ASD (De Groot & Van
Strien, 2017). Certain characteristics that are shared by children transitioning to
adulthood contain restricted and often linear behavior and thinking necessary
achievements that must be attained including personal responsibility for behavior,
maturity in adulthood, and independent living (Anderson et al., 2016). These
characteristics are like young adults without ASD and often not attainable if programs
and services do not recognize the need to adjust transitioning planning to include
individualized person-centered planning (Anderson et al., 2016). Expectations of parents
affect how their child perceives themselves and their ability to reach successful
milestones in adulthood. Thompson et al. (2018) found that parents of children with ASD
do not want to marginalize their children based on their deficits and approach adult
transitioning by leveraging their child’s strengths and level of understanding. Because
ASD characteristics vary so widely, it appears from the literature that care should be
taken to recognize individual needs within a broad range of approaches (Shivers et al.,
2019). Therefore, certain ASD characteristics may have different levels of severity based
on growth rate and may interfere with successful transitioning.

The following subsections of the literature review provide specific characteristics
of ASD that appear frequently in the literature. The variability of ASD characteristics,
camouflaging characteristics, sensory processing issues, gender differences, and
diagnosis disclosure all are described more thoroughly, with special attention paid to

understanding these issues within the context of ASD and adult growth and transitioning.
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ASD Variability

The literature review included differences in how ASD characteristics present,
variability in characteristics, and when symptoms are more likely to occur. The findings
suggest that ASD symptoms are heterogeneous and changes in symptoms during
development occurs at different times (see Franchini et al., 2016; Geelhand et al., 2019;
Pierce et al., 2016; Szatmari et al., 2015; Thurm et al., 2015; Van Eylen et al., 2015).
Wozniak et al. (2017) described the diagnostic variability with ASD based on the
required criteria of persistent deficits in social communication and interaction, restrictive
interests and repetitive behaviors, and the presentation of atypical behavior in early
development. For example, characteristics may vary and include lack of eye-gaze during
conversation, lack of reciprocal gestures, limited emotional response, difficulty engaging
in sustained relationships, perseverative language, resistance to change, hypo- or
hypersensitivity to sensory input, maladaptive behavior that may include self-injury or
verbal/physical aggression, and varied cognitive and intellectual impairments (Wozniak
et al., 2017). To compound the variability, developmental growth changes the trajectory
of what and when characteristics appear, often changing in ASD severity and
presentation (Guo et al., 2017; Nunes et al., 2020). Further, the growth trajectory for ASD
is not always a linear process and certain ASD symptoms may change in severity while
other characteristics may newly appear to decrease in severity (Kim et al., 2018). In
addition, across the lifespan ASD characteristics differ and fluctuate depending on
sensory dysfunction issues and the ability to understand other’s perspectives and points of

view (Lever & Geurts, 2018). Therefore, it appears from the literature that no two
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children will have the same symptom severity, have the same symptom growth trajectory,
or experience adulthood similarly.

The literature revealed that there is a subset of people with ASD that do not have
a co-occurring intellectual disability, often referred to as high functioning ASD (Baker-
Ericzen et al., 2015; Baldwin & Costley, 2016; Joshi et al., 2017; Lai et al., 2019; Ung et
al., 2015; Wigham et al., 2017). Within this group, researchers have found a higher
prevalence for anxiety, depression, and chronic sleep issues (Baker-Ericzen et al., 2015;
Ung et al., 2015). In addition, more than two thirds of children with high functioning
ASD are diagnosed with attention deficit hyperactivity disorder (ADHD), which may
include impulsivity, hyperactivity, or inattention (Joshi et al., 2017). Yet, ADHD is often
not recognized or properly treated for those with high functioning ASD (Joshi et al.,
2017). Lack of treatment for ADHD may result in social, emotional, and academic issues
when inattention or hyperactivity interferes with skill development (Zijac et al., 2018).
These results indicate that it is necessary to identify those children presenting specific to
this ASD subgroup to improve caregiving strategies, treatment needs, and individualized
programming.
ASD and Camouflaging

There are specific factors associated with individuals with ASD that play a role in
reaching success as an adult. Camouflaging or masking is the process of compensating
for social and communication deficits that often interfere with relationship development
and inclusion so the person with ASD “fits in” to their schools, families, and

communities (Lawson, 2020). It appears from the literature that females compensate and
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use masking skills at a higher level than males (Lai et al., 2017; Parish-Morris et al.,
2017). Although this skill may help to transition to adult living, there are negative
consequences to camouflaging which may interfere with accurate diagnosis and services,
and ultimately cause increased stress, self-perception issues, and exhaustion (Hull et al.,
2017; Lawson, 2020). Wood-Downie et al. (2020) confirmed the increased use of
camouflaging among females with ASD and how it contributes to lack of ASD
identification and ASD supports. Robinson et al. (2020) described camouflaging as
“reputation management” for those with ASD and that it occurs most often when they are
attempting to fit in to their social group. Kim and Bottema-Beutal (2019) found that
social acceptance and social skill development improves quality of lift indicators.
Camouflaging has negative and positive results, with men appearing to experience
depressive symptoms and women improving their ability to identify social cues (Lai et
al., 2017). Cassidy et al. (2020) discussed the severity of the effect of camouflaging and
how feelings of aloneness or feeling that people with ASD are a burden are exacerbated
by hiding autistic traits and could lead to suicidal thoughts and behaviors. Based on these
results in the literature, professionals and caregivers need to identify camouflaging to
address and improve deficits through identification and early intervention.
ASD and Sensory Processing

Sensory processing dysfunction is a universal characteristic of autism and may
include deficits in vision, touch, smelling, hearing, movement, and integrating multiple
sensory input at once (Case-Smith et al., 2015). As far back as Kanner (1948), as cited in

Case-Smith et al. (2015), sensory differences in touch, sound, movement, and fascination
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in lights that flicker have been well documented. Hypo and hyperactivity to external
sensory input may produce interference in social activity and engagement with others and
sensory behaviors are associated with both positive (attention to detail) and negative
(hand flapping, repetitive behaviors) outcomes (Tavassoli et al., 2018). It appears that
impairment in sensory processing can have ongoing, negative effects on achieving
successful relationships and community integration (Baum et al., 2015; DuBois et al.,
2017). Thye et al. (2018) researched the associated between sensory input dysfunction
and social impairment for those with ASD and found that depending on the sensory
dysfunction, certain symptomology will emerge throughout development. The authors
explained how atypical vision processing such as lack of maintaining eye contact,
impairment in face recognition, sensitivity to noise and lack of affective content and
meaning in communication, tactile dysfunctions that interfere with bonding, and the
lesser-known taste and smell deficits, produce atypical social behaviors (Thye et al.,
2018). Sensory over responsivity (SOR), described in Green et al. (2018), was a
hypersensitivity to sensory input such as loud noises and tactile stimulation and
associated with interference in adaptive behavior and social skill acquisition. Overload of
sensory input is associated with emotional deregulation that may produce maladaptive
behavior such as verbal and physical tantrums, depression, anxiety, or self-injury, and
may predict social and behavioral issues throughout development (Berkovits et al., 2017;
Conner et al., 2019; Samson et al., 2015). In turn, negative emotional expression appears
to effect caregiver stress and challenges their coping mechanisms to respond

appropriately.
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Sensory based interventions have shown to lessen the negative expression of
hyper and hypo sensory sensitivity (Watling & Hauer, 2015). Watling and Hauer (2015)
assessed widely accepted, evidence-based sensory intervention and found that active and
repetitive engagement, sensory rich activity, motor planning, and customized sensory
processing exercises using a ply-based model improved positive social engagement and
emotional regulation. In addition, the Aryes Sensory Integration Intervention for children
with autism is an evidenced-based program that has shown to improve self-regulation and
motor-sensory development and provides a systematic protocol for individualizing
interventions to meet each child’s unique needs (Schoen et al., 2019). Yet, Weitlauf et al.
(2017) found that after reviewing multiple studies, sensory interventions had only
minimal positive effects from various sensory specific domains. Therefore, the literature
results on sensory based interventions were inconsistent and there appears to be a need to
customize sensory integration programming for those with ASD.
ASD and Gender

The literature review includes the differences between gender and the presentation
of ASD diagnosis and symptomology. It appears there are differences in the amount and
when females are diagnosed and how females with ASD experience and respond to
challenges in executive functions, social integration, empathizing, and problem solving
(Beggiato et al., 2017; Dean et al., 2017; Halladay et al., 2015; Hull et al., 2017;
Rynkiewicz et al., 2016; Schuck et al., 2019). Camouflaging or masking symptoms to
adjust to social situations is more common for females (Schuck et al., 2019) because they

appear to be more socially motivated to access and maintain friendships (Dean et al,
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2017). Yet, camouflaging may cause under diagnosis due to compensatory behavior used
to fit in to social environments (see Dean et al., 2017; Rynkiewicz et al., 2016). Mandy
and Lai (2017) reported that there may be under diagnosis among females because
females do not score high on restrictive behavior criteria because they adopt stereotypical
interests of their peers such as a love for animals or dancing. Although ASD affects males
at a higher rate than females, it occurs across all races and socioeconomic groups, and
because of the enormous growth in the diagnosis, development of specialized programs,
and resources are needed to address ASD challenges (Nih.gov, 2018). Despite these
advances, males, and females with ASD remain dependent on their families (50% in the
U.S.) well into adulthood and continue to have communication and social interaction
challenges, sensory input issues, and repetitive behaviors that interfere with community
integration and independence (Cai, 2016). It appears from the literature review on gender
differences that specific characteristics of ASD need to be identified early and may
require different approaches based on male or female ASD presentation.
ASD and Diagnosis Disclosure

There is little known in the research about a child’s reaction to a diagnosis of
ASD from their parent or practitioner (Eckard, 2019). Children with ASD internalize and
accept their diagnosis based on the information that is shared, who shares the ASD
information, and how early ASD is disclosed to the child (see Kiely et al., 2020; Sasson
& Morrison, 2019). It appears that knowledge of diagnosis improves self-advocacy,
diagnosis acceptance, and provides self-awareness of their ASD challenges and strengths

(Kiely et al., 2020). Sasson and Morrison (2019) found that to remain anonymous and not
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be discriminated against, individuals with ASD are hesitant to disclose their diagnosis.
There also appears to be a need to maintain a public image and a private image because
of potential ridicule from their peers (Cox et al., 2017). Children and adults with ASD
avoid disclosing their ASD diagnosis because of the potential for rejection from peers. In
addition, Frost et al. (2019) found that young adults do not disclose their diagnosis and do
not want to be associated with ASD services and supports so they appear to fit in with
their social group. Both negative outcomes and stigma appear to be associated with
diagnosis disclosure (see Thompson-Hodgetts et al., 2020). Based on the literature
results, early disclosure and continued collaborative intervention is needed to improve
ASD outcomes.
ASD, Education, and Transition Planning

In the U.S., children with ASD are provided inclusive education that is
specialized for their needs (Eapen et al., 2017). The federal IDEA (Individuals with
Disabilities Education Act) regulations in the U.S. are designed to provide inclusive, least
restrictive, and specialized education programs for children with varied developmental
disabilities until the age of 16 (Eapen et al., 2017). IDEA regulations include an
Individualized Education Plan (IEP) and as the child ages out of eligible programming
and an IEP transition plan (Papay et al., 2018). Transitioning at all ages throughout
primary and secondary school requires a collaborative commitment from parents and
teachers to increase participation, positive social relationships, and social skill
development (Eapen et al., 2017). Specific to public schools, Locke et al. (2015) found

that many schools do not provide quality interventions to students with ASD because
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they do not have available and trained staff and lack ongoing policy and supports to
sustain intervention.

Yet, the literature includes many programs designed to address early intervention
and primary education supports and interventions that are individualized to address ASD
adaptive limitations, skill development, teacher effectiveness, academic performance, and
decreasing negative behaviors (see Barnett, 2018; Estes et al., 2016; Finnegan & Mazin,
2016; Knight & Sartini, 2015; Rakap et al., 2015). Further, teachers and other personnel
have moved from trying to change the characteristics of ASD to embracing individual
skill sets and improving self-determination and advocacy (Wong et al., 2020). As a child
moves from these entitlement programs and transition to adulthood, the transition plan is
intended to guide young adults and their families through this important milestone (Locke
et al., 2015). Holz et al. (2006) provided a transitioning booklet for parents that delineate
the transition plan from the IEP and includes employment goals and a timeline,
residential options, vocational readiness training, post-secondary education opportunities,
collaboration with state and private agencies, and community goals to improve activities
of daily living. The booklet classifies entitlement programs that are included in the IDEA
regulations when a child with a disability is under 16 years and describes protections in
civil rights and discrimination law as the child ages out of the high school at 21 years
(Holz et al., 2006). In addition, families that identify with a strength-based approach to
adult transitioning versus a deficit that cannot be changed, support an individualized and
specialized approach to assimilating to adult living (Thompson et al., 2018).

Individualized approaches to transition planning, pre-employment training, social skills
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training, and college preparation all improve prospects to meet successful outcomes
(Hendrickson et al., 2017; Shattuck et al., 2020). Based on the results of the literature
review on transition planning, there is a need to provide early and ongoing planning for
students with ASD that focuses on strength-based approaches.
ASD and Mainstreaming

The literature includes varied results of the effect of IDEA regarding the efficacy,
inclusion and mainstreaming, and special education programming and transitioning for
children with all types of developmental disabilities (Agran et al., 2017; Carrington et al.,
2016; Fisher et al., 2020; Kurth et al., 2020; Papay et al., 2018; Pellicano et al., 2018).
Concurrently, over the past decade there has been an increase in the amount and varied
severity of ASD students participating in specialized education, prompting a shift in
research designed to identify successful interventions, student outcomes, and teacher
effectiveness. (Keshav et al., 2018; Love et al., 2019; Love et al., 2020; Sobeck &
Robertson, 2019; Sugita, 2017; Tekin-Iftar et al., 2017). In addition, there is current
researchers who focused on how the “Race to the Top”, which is a nation-wide
educational initiative providing federal funds to school districts that increase academic
performance and improve core standards, may negatively affect specialized and
individualized programming that is at the heart of inclusion (Deas, 2018). Bicehouse and
Faieta (2017) emphasized how valuing high academic achievement through
standardization contradicts the basic foundations of IDEA which stress inclusion through
child-centered, inclusive, acceptance of diversity. In addition, transition planning occurs

at a lower rate in secondary school for those with ASD compared with other disabilities,
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students with ASD do not appear to know what opportunities are available, and they
report that they are not a part of transitioning conversations (Chandroo et al., 2018;
Chandroo et al., 2020; Hendrickson et al., 2017).

Mainstreaming of children with disabilities can produce associated challenges,
especially for those with ASD who have specialized needs (Wood, 2019). Larcombe et al.
(2019) identified many factors affecting successful mainstreaming that include class size,
individual social/behavioral characteristics, availability of teacher assistants, and peer
understanding and exposure to others with ASD. Social isolation in mainstream
classrooms is associated with peer rejection and lack of reciprocal companionship,
directly affecting successful integration into the classroom (Howard et al., 2019).
Negative mainstreaming experiences may result in children with ASD being removed
from the inclusive environment and placed in specialized classrooms or other isolated
educational setting (Larcombe et al., 2019). Because students with high functioning ASD
are more apt to be included in mainstreaming, they are more susceptible to feelings of
social isolation, anxiety, and stress (Wigham et al., 2017). Wood (2019) found that
inclusion in school and other activities for students with ASD is poor, yet, embracing
their natural tendency to focus on repetition and specific interests can produce success in
creative thinking and success in the overall school experience. Further, transition
planning from primary to secondary education is often unsuccessful due to demands in
skills needed to follow a timetable, handle larger social crowds, intellectual challenges,
and emotional demands (Mandy et al., 2016). In addition, schools must consider the

parent perspectives in the collaboration process of inclusion. Falkmer et al. (2015)
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identified that parents value schools that focus on inclusion activities, peer development,
bullying prevention, and access to support staff. From a societal standpoint, the authors
also found that parents with children diagnosed with ASD want strong legislation and
policy implementation regarding inclusion regulation (Falkmer et al., 2015). Finally, the
literature results on mainstreaming indicate mainly negative effects on ASD children, yet
parent collaboration and comprehensive transition planning appear to improve academic
success (Zanazzi, 2018).
Marginalization and Bullying

Marginalization occurs in society at many levels and for people with ASD that are
attempting to develop into independent members of society, it becomes more prominent
(Broady et al., 2017). Niles and Monaco (2019) note the academic trend in schools where
post-secondary opportunities are not realized despite children with ASD often doing
better academically than their peers without ASD. One factor appears to be the belief of
practitioners and teachers in secondary school, who are most often white and female,
assuming ASD is a diagnosis, a disability that produces only deficits, and a personal
tragedy (Niles & Monaco, 2019). Broady et al. (2017) found that stigmatization continues
to be prevalent in schools and communities, felt by both parents and their children with
ASD. Attitudes toward ASD in the school setting by TD peers does improve as children
get older but there continues to be a negative attitude toward students with ASD well into
later high school years (Aube et al., 2020).

In addition, school-age children with ASD are more prone to school bullying than

there typically developing (TD) peers (Maiano et al., 2016). As victimization has
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increased, often due to social challenges and peer conflict, bullying has been shown to
occur more often in general or mixed group school settings as mainstreaming continues
to be accepted practice (Maiano et al., 2016). In addition, Tonnsen and Hahn (2016)
found that TD students socially exclude peers with ASD and have negative attitudes and
beliefs if they have no previous exposure to ASD, do not see the student with ASD as
popular, or are older and male in the school setting. Eroglu and Kilic (2020) found that
students with ASD and other disabilities experience verbal and emotional bullying at
similar rates and is typically perpetrated by their male peers, with an increase in bullying
based on the severity of ASD. Students with ASD appear to be more vulnerable to
bullying victimization because of social impairments associated with lack of
communication skills, limited social network, and relationship development challenges
(Eroglu & Kilic, 2020). Therefore, it appears important for all stakeholders to understand
how prevalent bullying occurs in school for those with ASD and to work toward
protecting those with ASD and other disabilities in the educational and social
environment.
ASD and Adult Transitioning

Researchers have addressed the effects of a large amount of young adults with
ASD entering adulthood, citing the enormous financial cost rising to billions of dollars
due to the continued dependency of welfare, health cost, and residential care as this
population reaches adult age (Hedley et al., 2017; Howlin & Magiati, 2017; Scott et al.,
2017; Scott et al, 2019). In response to the growing numbers of people with ASD

entering college and the workforce, researchers indicated the push to meet the needs of
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these individuals through specialized approaches (Chan et al., 2018). Throughout the

literature review on adult transitioning, researchers focused on findings associated with
outcomes in secondary and post-secondary education, pre employment and competitive
employment, and social skill training applied to community inclusion and integration (see
Accardo et al., 2019; Chan et al., 2018; Kuder & Accardo, 2018; Lorenz et al., 2016;
Nord et al., 2016). Despite the surge in needs of young adult’s access to specialized
education and community-based development and supports, young adults with ASD
transitioning to adulthood continue to have poor outcomes in securing competitive
employment, developing, and maintaining peer relationships, and accessing post-
secondary education (Baker-Ericzen et al., 2018; Chen et al., 2018; Shattuck et al., 2020).
It is clear from the literature that securing independence in employment, social
relationships, jobs, familial needs, and financial security continues to require more
investigation (Shattuck et al., 2020).

Further, predicting outcomes for this population as they enter adulthood is varied
in the literature and contradictory in how it should be studied and how disparities are
measured (see Eilenberg et al., 2019; Heath et al., 2017; Pallathra et al., 2019; Shattuck et
al., 2018). Bush and Tesse (2017) identified that choice-making is a predictor of
accessing and maintaining competitive employment for people with various
developmental disabilities. In other words, individuals who have varied choices other
than employment in a facility setting or a sheltered workshop have better employment
outcomes (Bush & Tesse, 2017). In addition, social isolation beyond the family unit that

occurs during transitioning for young adults with ASD after high school can produce
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negative effects (Cage et al., 2018; Lounds-Taylor et al., 2017). Loss of the social

network includes lack of exposure to friends, mentors, coaches, community access
activities and service providers (McGee Hassrick et al., 2020). McGee Hassrick et al.
(2020) described a “service-cliff” when disruption occurs from losing eligibility and
access to programs and services that were previously provided at the secondary level.
Lounds-Taylor et al. (2017) identified that structured social activities significantly
decline once a child transitions to adulthood, indicating a lack of exposure to
opportunities to gain inclusion in relationships and friendships at the community level.
Further, those with ASD experience mental health issues at a higher rate than
typically developing (TD) peers (Cage et al., 2018). Social isolation and lack of
opportunities for adults with ASD often lead to mental health issues that may include
depression, anxiety, social anxiety disorder (Keller et al., 2020). Zimmerman et al. (2020)
explained mental health challenges in terms of executive functioning and found that
symptoms of anxiety occurred at lower rates when individuals with ASD had social
inference skills and understood social content. Keller et al. (2020) differentiated
childhood ASD from adults with ASD, noting the emergence of a dual diagnosis of
mental health issues that are exacerbated by lack of meaningful activity and social
isolation. Further, depressive symptoms are often linked to job loss, distressing situations,
and quality of life measures (Park et al., 2019). Because a large portion of young adults
with ASD experience heightened levels of stress and anxiety, cognitive behavioral
therapy can be affective to curb social anxiety (Ung et al., 2015). Finally, Camm-Crosbie

et al. (2019) emphasized the need for individual treatment, expertise to treat a differential
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diagnosis of ASD and mental health issues, and an understanding how important access
to treatment and support can thwart more serious symptomology such as suicide attempts.
Therefore, it appears that early identification of mental health issues and interventions to
improve social and emotional connections are paramount to people with ASD,
particularly for transitioning adults.

In addition, initiating and maintaining intimate relationships may be a challenge
as young adult’s transition to independence (Strunz et al., 2017). Challenges may be
associated with the lack of social engagement skills such as sustained eye contact,
emotional reciprocity, lack of communication skills, and misinterpretation of social cues
and behavior (Strunz et al., 2017). During transitioning, young adults with ASD either
have or want to experience romantic relationships and friendships with the opposite or
the same gender, as is the case more often with females with ASD (Dewinter et al.,
2017). Strunz et al. (2017) identified factors associated with relationship satisfaction that
include high satisfaction levels when both partners have ASD versus neurotypical peers,
not having experience with friendship skill development, level of self-absorption, and
level of sensory sensitivities and emotional dysregulation. Based on this research, it
appears that there is a strong need to engage in intimate relationships, yet those with ASD
may not have social skills or emotional regulation to initiate or maintain a relationship.
ASD and Postsecondary Education

There is a growing number of young adults with ASD entering college, with
graduation rates lower than the standard average (Jackson et al., 2018). Although college

education appears to improve adult transitioning for those with ASD, traditional college
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approaches do not address many specialized needs (Hendrickson et al., 2017). Many
students with ASD may have impairments in executive functioning associated with
problem solving and may struggle with concentration in class, focusing on independent
instruction, negotiating a large campus with multiple class assignments, and as a result,
may experience depression, anxiety, and adjustment issues (Dallas et al., 2015). It
appears from the existing research that higher income households plays a factor in greater
postsecondary education (PSE), severity of ASD symptoms interferes with successful
PSE, and lack of access based on demographics are all indicators for PSE engagement
(Taylor et al., 2015).

In addition, self-determination appears to be a predictor for success in higher
education for people with ID/DD. Shogen et al. (2018) found that self- determination was
supported through inclusion opportunities such as social/communication based programs,
technology to augment social communication, resident life activities and residencies that
are accommodating, and social activities with people who do not have a disability.
Further, postsecondary education increases the ability of young adults with ASD to
achieve competitive employment after graduation (Whittenburg et al., 2019). Kuder and
Accardo (2017) described the unique needs of young adults with ASD entering college
and identified accommodations ranging from nonacademic social communication training
and cognitive behavioral interventions to academic transitioning programs designed to
prepare the young adult with ASD and their families individualized supports through the
college journey. Moreover, it appears that peer mentoring participation in college

improves both the academic needs and social supports required to address challenges for
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people with intellectual disabilities/Intellectual disabilities (ID/DD) (Griffin et al., 2016).

Zeedyk et al. (2016) presented information on students with high functioning ASD who
attend college and found that it is necessary to have faculty supports, specialized living
accommodations, and an emphasis on social supports and academic accommodations.
Ashbaugh et al. (2017) study focused on factors associated with students who experience
social isolation in college and found that structured social programs and interaction that
includes peer mentoring, weekly meetings, and planned social activities improved
academic performance and satisfaction rates. Social isolation may be more prevalent
when there is a lack of exposure or knowledge of ASD on any given campus setting
(Ashbaugh et al., 2017). Further, White et al. (2019) found that students had reported
negative attitudes towards those on campus with ASD, even with those who participated
in autism training. This was consistent with Gibbons et al. (2015), who reported that
faculty even more than peers were unsure about inclusion on college campuses and
acceptance for specialized programs was associated with campus education and previous
personal exposure to ASD.

It is no wonder that students with ASD are more prone to social isolation in
response to segregation on college campuses (White et al., 2019). Hendrickson et al.
(2017) explained how an “autism friendly” campus which is defined as college
programming that focuses on individualized planning, ASD education, and awareness
and empowerment supports, may increase success during the first fragile six months
when the student with ASD is transitioning to postsecondary environments. This is

hopeful research for those with ASD who are more likely to experience and require
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treatment for stress, depression, social isolation, and anxiety during the college transition
(Hendrickson et al., 2017; Rai et al., 2018). Despite the lack of consistent transition
planning due to inadequate resources, inappropriate goals, and unreliable implementation
cited by Snell-Rood et al. (2020), evidence-based research predictors such as transition
planning and individualized programming offers promising solutions to improve
successful academic and social college outcomes. Bell et al. (2017) described how
transition planning for those with ASD must begin early, be emphasized by student skills
and not limitations, and to focus on interpersonal skill acquisition in varied social
environments. In addition, career and life planning awareness while still in high school
that consists of identifying modifications in school and work environments are necessary
transition planning components (Tullis & Seaman-Tullis, 2019). It will also be important
that schools understand that parents and students appear to control the trajectory of
activities occurring in the transition phase. Ruble et al. (2019) emphasized the need for
coaching supports for the family during multiple sessions to improve post transition
outcomes.

Yet, there are promising opportunities for colleges and universities to support
access and retention of students with ASD. Smulsky et al. (2015) identified the need for
college faculty to be educated on approaches and interventions needed to mainstream
ASD students, and how campus services should focus on the social modeling and
inclusion on college campuses. Grant money at the cost of 11 million from the
Department of Education was awarded to over two dozen higher education institutions to

develop and maintain transition programming and services for students with intellectual
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disabilities and ASD (Smulsky et al., 2015). There appears to be baseline transition
services for some students who enroll at most colleges in the US. Yet, Brown and
Coombs (2016) found that it is rare that college transition programs supported through
disability services on campuses include individualized supports specific to functional
limitations for students with ASD. Because some students with ASD do not self-identify
as autistic in college and do not access ASD specific supports and programs, some
institutions have broadened their support program to embrace neurodiversity to decrease
the stigma associated ASD (Gillespie-Lynch et al., 2017).
ASD and Competitive Employment

Researchers have provided a vast amount of information regarding the under-
representation of those with ASD engaging in competitive employment (Anderson et al.,
2017; Chen et al, 2018; Shattuck et al., 2020; Sosnowy et al., 2018; Taylor et al., 2015).
People with ASD are less likely to participate in competitive employment and, if they are
successful accessing employment, are not able to maintain employment over time (Taylor
et al., 2015). In addition, Taylor et al. (2015) found that those with ASD with an average
IQ are more likely to be successful in the employment environment compared to those
with ASD and an intellectual disability (ID). Lorenz et al. (2016) examined employment
needs of people with ASD and found that it is necessary to customize services to prepare
for employment, match jobs appropriate for individuals, and individualize ongoing
supports in the workplace. Chen et al. (2018) examined variables associated with positive
outcomes for employment including higher family income, social maternal networks,

independent skill acquisition, managing personal care needs, and living in a highly
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populated area. It appears from the literature that parents play an important role to help
their child meet and be exposed to these variables. In addition, Southward and Kyzar
(2017) identified predictors of successful employment that include job skills training,
having a job in secondary school, IEPs focusing on competitive employment, graduating
from high school, participating in college, and being self-determined.

It appears from the literature that self-determination is necessary for both
secondary and post-secondary education and employment success (Chou et al., 2017;
Oswald et al., 2018; Shogren et al., 2018). Further, Wehman et al. (2017) found that
participation in preemployment skill training that included behavioral supports improved
accessing and maintaining competitive employment for students with ASD in high
school. It appears from the literature that adults who are on the higher spectrum of the
disorder respond well to technology aided interventions in the workplace and have better
outcomes maintaining competitive employment (Walsh et al., 2017). Yet, Nord et al.
(2016) found that those with ASD are not accessing supported employment programs that
include behavioral supports and accommodations and are not participating in competitive
employment at the same rate as others with a disability. In addition, Westbrook et al.
(2015) had shown that employer lack of exposure to ASD and economic conditions do
affect access to competitive employment, but successful outcomes are associated with
individualizing job placement and behavioral supports to maintaining employment over
time. Sung et al. (2015) noted an emphasis on employment transition services for those
with disabilities experiencing challenges with barriers, citing the 2014 Workforce

Innovation and Opportunity Act (WIOA), which was implemented through the US
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Department of Health, provides grants for stakeholders providing supports and access to
employment. The WIOA requires vocational rehabilitation programs that work with
children with ASD to work closely with school transitioning. Yet, the schools are largely
not including these vocational programs in the planning process for transitioning
employment (see Sung et al., 2015).
ASD and Parenting

Many of these research studies raise new questions about access, resources, and
the burdens faced by parents when supports and funding are not available in their area. In
contradiction, most studies addressing parents of children with ASD focus on the issue of
stress, burnout, and how parents navigate various issues all through childhood,
adolescents and during their child’s transition to adulthood (Cachia et al., 2016; Karst et
al., 2015; Robinson et al., 2018; Rodriguez et al., 2019; Siu et al., 2019: Stewart et al.,
2017; van Esch et al., 2018; Yorke et al., 2018;). More currently, Zhou et al. (2018)
examined the effects of family function in relation to affiliated stigma or the process of
internalizing stigma that their child experiences. The authors found that care givers who
experience affiliated stigma have higher depression levels, feel shame, and may be a
predictor of psychological problems (Zhou et al., 2018). Further, it appears that caregiver
strain may differ across the lifespan of the child with ASD and is dependent on if there is
accessibility of services, personal family coping styles, and internal and external triggers
for strain (Shivers et al., 2017).

Parents and caregivers who have children with ASD are challenged in various

ways throughout their child’s life. During many milestones including adult transitioning,
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Meleady et al. (2020) identified a shift in parenting experience from a deficit-medical
model focusing on the negative aspects, to a positive adaptation model (Brown et al.,
2020; Garcia-Lopez et al., 2016; Iida et al., 2018; Potter, 2016; Stanford et al., 2020;
Weizbard-Bartov et al., 2019). Parents with higher expectations and high self-efficacy
and are engaged in pre-transitioning programming reported elevated satisfaction during
adult transitioning for their child with ASD (Kirby et al., 2020). A similar article, Holmes
et al. (2018) emphasized how parent expectations that are fostered through knowledge,
engagement, and future planning along with youth preparation contribute to successful
adult transitioning.

In the area of parenting and caregiving for children with ASD, there is a
distinction in research between how parenting other disabilities is viewed as a fulfilling
and rewarding experience, yet ASD parenting is wrought with stress and burdens. For
example, the literature review revealed how caregivers of other developmental
disabilities other than ASD are portrayed from a positive psychology model that focuses
on a rewarding and gratifying caregiver experience (Burke & Heller, 2016). Burke and
Heller (2016) go on to note that caregivers with children diagnosed with ASD are still
characterized in the stress and burden model in the research (Ilias et al., 2018; Postorino
et al., 2019; Shepard et al. 2018; Ventola et al., 2017), largely due to the lack of research
supporting otherwise. What is known is that parent knowledge and parent efficacy have
been identified in the literature as protective factors against the challenges, stress, and
burdens associated with ASD such as their child’s behavioral difficulties (Lindsey &

Barry, 2018). In addition, Ventola et al. (2017) provided comparisons between types of
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disabilities and how parenting styles and stressful milestones required more supports and
resources to keep the family unit intact. The authors found that parent behavior and style
have implications on how their children with ASD internalize and externalize
interventions and approaches parents choose (Ventola et al., 2020). Ventola et al. (2020)
found that maladaptive behaviors can be lessened when parents are equipped with the
proper tools to respond appropriately and to recognize how their own emotional or
mental state affects the success of child growth.

There is ample literature examining ASD parenting and quality of life indicators
(Dardas & Ahmad, 2015; de Bruin et al., 2015; Nuske et al., 2018; Rayan & Ahmad,
2016; Vasilopoulou & Nesbit, 2016). Factors associated with lower quality of life for
parents with ASD include limited social support for mothers, maladaptive behavior
expressed by their child, and lack of employment (Vasilopoulou & Nesbit, 2016). Rayan
and Ahmad (2016) found that mindfulness-based interventions or a non-responsive
neutral response to their child’s negative behavior improves parent ability to assess the
situation which in turn, decreases stress and psychological discomfort. The effectiveness
of mindful parenting on caregiver stress was confirmed in de Bruin et al. (2015) study
that resulted in an improved quality of life, an increase in parent competence, and
development of a more assertive parenting style.

Parent Education Versus Parent Instruction

Parent training or PT and parent education PE are viewed differently in the ASD

literature review. Preece and Trajkovski (2017) describe PT as structured teaching

associated with improving psychosocial, familial, behavioral, and academic issues that
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are child focused. PE is defined as parent specific education to increase information,
skills, and sharing of ideas associated with the family (Preece & Trajkovski, 2017).
Preece and Trajkovski (2017) indicated that often researchers will use PT and PE
interchangeably when there are distinct differences. Bearss et al. (2015) recognized a
distinction and found that parent training (PT) was more affective addressing their ASD
child’s problem behavior compared to parent education (PE) efforts. Lecavalier et al.
(2017) confirmed these results indicating maladaptive behavior in children with ASD was
significantly reduced when PT was used versus PE. More, Scahill et al (2016) showed
overall adaptive improvement in their child’s daily functioning behavior compared to
parent education alone.

Yet, community-based research specific to naturalistic settings combine PE and
PT without strict boundaries between the two, to elicit the largest effect of variables with
a particular program or initiative (Nevil et al., 2018; Stadnick et al., 2015). For example,
Stadnick et al. (2015) found that there were improvements in child-based parent training
programs and education that increased parent self-efficacy to lower stress and anxiety
associated with parenting children with ASD. Further, there are discrepancies in research
of parent-mediated programming that suggests differences in outcomes based on parent
reporting and clinician-based tools that are used to measure efficacy of a program (Nevil
et al, 2018). It appears more research is necessary due to the lack of research associated
with PE and PT in community-based settings that cannot control for many variables and
factors associated with parent issues and child specific interventions (Stadnick et al.,

2015).
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ASD Parents and Stigma

Stigma has been reviewed regarding children with ASD, yet there is significant
research in parent and caregiver stigma associated with caring for children with ASD
(Chan & Lam, 2017; Liao et al., 2019; Papadopoulos et al., 2019; Patra & Patro, 2017).
In the literature, terms for parent stigma vary and may include affiliated stigma,
internalized stigma, and self-stigma (Liao et al., 2019; Patra & Patro, 2017). Chan and
Lam (2017) studied how society evaluation and criticism prompts parents to self-
stigmatize and then process negative mental thoughts habitually. Because psychological
stress and the responses to stress affect parenting styles, it is important to mitigate self-
stigmatization (Wong et al., 2016). Further, self compassion is a protective factor that
decreases psychological stress associated with stigma and autism (Wong et al., 2016).

Affiliated stigma or when others are associated with the person with a disability,
occurs at higher rates toward parents who have children with high severity ASD (Patra &
Patro, 2019). Zuckerman et al. (2018) reported that parent stigma occurs at higher rates
depending on the number of ASD in the family, nativity of the parent, unmet care needs,
and ASD severity. Further increases in stress and feeling stigmatized occurs more often
when parents identify the lack of family support (Lovell & Whetherell, 2019). Finally, it
is important to support caregivers of children with ASD and provide acceptance to
decrease affiliated stigma (Werner & Shulman, 2015). Social support for parents with
children diagnosed with ASD decreases perceived discrimination and improves self-

esteem (Recio et al., 2020).
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ASD Parents and Relationships

Researchers indicate mixed reviews of the effect of co-parenting children with
ASD (Burrell et al., 2017; Hu et al., 2019; Lashewicz et al., 2018; Sim et al., 2017).
Hartley et al. (2017) found that negative effects were prevalent and associated with less
couple time together, stress of responding to challenging behavioral needs, less partner
closeness and interactions, and fewer positive interactions. Relationships may be affected
by the ASD diagnosis causing partner stress, effects on other children in the family unit,
and lack of close access to community supports (Sim et al., 2017). Brown et al. (2020)
found that parent stresses is reduced, and relationship satisfaction improved when parents
of children with ASD had access to education to improve coping skills, relying on one
another during times of stress.

Yet, “spill over”, termed by Hartley et al. (2018), may still occur when caregiver
stress and tension effects marital interactions and satisfaction. In a similar study, this
phenomenon is supported in Kwok et al. (2015) who identified that mother marital
satisfaction is associated with a strong partnership alliance, lower stress levels due to
satisfaction with their partner, father involvement, and high self-efficacy handling their
child with ASD. Yet, Harley et al. (2017) found a positive effect from the negativity of
lack of engagement and cooperation during parenting and the ensuing conflict that occurs
may cause couples with children with ASD to have more sensitivity to one another
because they have a level of empathy from their shared experience. Regardless, it is clear

from the parenting literature review that supports for children with ASD must include a
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comprehensive approach to include support for the family unit and the parent relationship
heath (Ooi et al., 2016).
Parent Supports and ASD

Although there is little known about the effectiveness of parent-based intervention
in the literature, Rutherford et al. (2019) reviewed various approaches to address parent
stress and support such as meditation and relaxation, parent education, and parent support
groups and found that mindfulness training and relaxation is positively correlated with
lowering stress for parents raising children with ASD. Likewise, mindfulness training or
the ability to slow down negative thoughts and calm your body was found to decrease
psychological distress in parents (Lunsky et al., 2017). Further, Bearss et al. (2015)
described the use of ASD parent training as widespread such as social and
communication approaches, care coordination training, psychoeducation training, and
well known, evidenced based training addressing maladaptive behaviors.

Parents that are more educated regarding ASD and have higher self-efficacy with
strategies to cope with issues associated with ASD have greater satisfaction in the
caregiving process (Salas et al., 2017). Self-efficacy is associated with buffering stress
when individuals have an ability to access tools to understand how to approach
challenging issues and recognize strengths associated with mental health and
psychological well-being (Schonfeld et al., 2016). Galpin et al. (2018) studied what
parents want in supports and identified that the lack of supports adds to isolation and
alienation, and practitioners and teachers need to focus on family-centered, collaborative

approaches that are available during times of distress. This was mirrored by Hartley and
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Schultz (2015) who pointed out that parents want clinicians to use a family-center
approach that includes developing close, trusting relationships, having open
communication with challenging issues with child behavior, and focusing on
interventions that closely match the specialized and unique needs of their child.
ASD and Mother and Father Differences

Support needs appear to be similar between mothers and fathers caring for
children with ASD. Hartley and Schultz (2015) found that both parents agreed in
important areas of support need and only showed differences in what they felt were
unmet needs. Both parents can benefit from supports and instruction to decrease stress
through coping skill development, which improves their interaction and response to their
child’s challenging behavior (Kiami & Goodgold, 2017). Because mothers often fill the
role of the caregiver most of time, they appear to understand the needs of their children
with ASD more effectively but experience stress at higher levels (Hartley & Schultz,
2015; Kiami & Goodgold, 2017; Pisula, & Porgbowicz-Ddrsmann, 2017; Soltanifar et al.,
2015). Stress for mothers may be associated with specific unmet needs such as the lack of
financial supports, the need for respite breaks from child-rearing, and the need for self-
care and sleep (Kiami & Goodgold, 2017).

Yet, fathers are underrepresented in the literature. Burrell et al (2017) found that
fathers experience parenting an ASD child similar to mothers, with the focus on attaining
independence and community acceptance and integration and stress is experienced due to
the burdens of caregiving. Differences include the tendency for fathers to limit their input

regarding the needs of their child with ASD (Burrell et al., 2017). Dardas and Ahmad
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(2015) described how the roles of fathers are important because their level of engagement
and nurturing affects the child, spouse, and family unit. Fathers who are engaged
recognize the importance of maintaining the family dynamic and may not want to disrupt
the role of the mother (Burrell et al., 2017). Yet, DePape and Lindsay (2015) found that
more fathers than mothers will increase their hours at work after the ASD diagnosis of
their child, leaving the mothers the larger caregiver responsibilities. Many fathers may
feel loss after a diagnosis of ASD and envious of those fathers with typically developing
children who do not have added caregiving demands (Cheuk & Lashewicz, 2016). Still,
fathers are considered attentive to their ASD child’s needs and are strong supporters and
advocates for individualized services (Cheuk & Lashewicz, 2016). Based on these results,
fathers appear to experience parenting a child with ASD similarly to mothers.
ASD and Family Units

Relationships and family units can be affected in various ways when issues with
raising their child with ASD arise. ladarola et al. (2019) found that parents that are under-
represented in communities such as Spanish speaking, rural parents with limited income,
experienced stress associated with frustration in services coordination, family
dysfunction, and require service providers to recognize cultural barriers to treatment. In
addition, siblings affect the family dynamic for the parents and the child with ASD.
McHale et al. (2016) noted that siblings often positively affect the child with ASD by
providing a role model for appropriate social interaction and emotional regulation,
identifying social cues and communication modeling, and teaching friendship skills. Yet

siblings may add to the stress and complications to the parent caregiving process.
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Siblings of children with ASD are more likely to have emotional issues associated with
depression and anxiety and have behavioral difficulties (Jones et al., 2019). On the other
hand, Shrivers et al. (2019) found that siblings may have a prevalence to develop helping
skills learned by parents and are reported to have high levels of empathy, which may help
parents care for the child with ASD.

Family unit quality of life indicators were identified in Boehm et al. (2015) who
found that improved quality of life during adult transitioning was associated with less
negative behavior of the child with ASD, parents with strong religious faith, and lower
supports required during the milestone. More, strong partnerships between the family and
teachers improves quality of life and decreased stress for caregivers (Hsiao et al., 2017).
Yet, Schlebusch et al. (2017) singled out emotional well-being and found that families
experienced lower levels possibly because families have less access to social networks
that buffer stress and psychological discomfort. Parental adaptation training or specific
instruction to handle challenges that have potential to increase anxiety, stress, and
depression, has shown to improve quality of life (Bohadana et al., 2019). In addition,
DeWalt et al. (2018) found that families are interested in comprehensive family-based
intervention focusing on increasing community social networks, improving problem-
solving skills, and training in the coordination and advocacy for their child with ASD.

Within the family unit, grandparents often augment caregiving, provide financial
supports, and give respite relief for parents of children diagnosed with ASD (Hillman et
al., 2016; Kahana et al., 2015; Predenville & Kinsella, 2019; Sicherman et al., 2018).

Kahana et al. (2015) emphasized the importance of an intergenerational approach to
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raising a child with ASD that includes relief for the financial burdens associated with care
and services, access to services, and adding to resilience within the family unit.
Grandparent supports, especially grandmother supports appear to improve early
intervention and diagnosis associated with the advocacy for ASD children (Sicherman et
al., 2018). Yet, grandparents are often excluded from the services offered to parents
associated with decreasing maladaptive behavior and improving coping skills associated
with caregiving (Parker & Molteni, 2017). Desiningrum (2018) found that by including
grandparents improves the psychological well-being of the child and the grandparent.
ASD Parenting and Financial Issues

As parents attempt to meet the needs of children with ASD transitioning to
adulthood, financial burdens may impede success (Douglas et al., 2017). Depape and
Lindsay (2015) identified how the financial situation changes after ASD diagnosis
including the need to work longer hours or quitting their job because caregiving
responsibilities had become too great. As a result of not being able to cover all the
expenses required to care for their child, often parents must access loans, extract from
retirement funds, or refinance mortgages (Depape & Lindsay, 2015). Grandparents often
augment parent finances by putting off their retirement or using retirement funds for the
needs and services of their grandchild with ASD (Hillman et al., 2016). Further,
Marsack-Topolewski and Church (2019) found that quality of life, particularly for parents
50 and older, is associated with the level of caregiver financial burden that is
experienced. Although, Pandey and Sharma (2018) found age of parent is not a factor in

financial burden experienced. In addition, the authors identified that the level of parent
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education is a factor that affects the amount of financial burden experienced (Pandey &
Sharma, 2018). Parents who are more educated and are empowered to access
programming and services are more motivated to participate and complete parent-
mediated services such as telehealth appointments (Ingersoll & Berger, 2015). These
results indicate that there is added financial burden parenting a child with ASD as they
attempt to transition.
ASD, Insurance, and Health Care

Douglas et al. (2017) reviewed insurance caps that were implemented for private
coverage associated with assessment services, diagnosis, and treatment in the United
States. Since 2014, private insurers are now required to cover diagnostic and treatment
services for those with ASD (Chatterji et al., 2015). Candon et al. (2019) emphasized the
need to increase policy that focuses on decreasing out-of-pocket expenses and holding
insurance companies accountable. These barriers to care are widespread and include the
lack of service providers and insurance coverage that was prompted by the collapse of
many terms and diagnoses related to ASD and put into one category in the revised DSM-
5 (Barker & Galardi, 2015). Many diagnoses were no longer recognized based on the new
revision. Johnson et al. (2015) emphasized that many children would now be excluded
from an ASD diagnosis based on new criteria from the DSM-5, and others with pervasive
developmental disorders (PDD) and other diagnoses may no longer receive treatment and
services specific to their needs. The purpose in revising the DMS-IV-TR to the more
diagnostically consolidated DSM-5 was to have greater clinical consistency and

specificity, yet communities, parents, and service providers were not prepared for the
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effect of the new classification system (Doernberg & Hollander, 2016). As a result, many
parents may have children who no longer receive services due to their diagnostic
category because they are not recognized as having ASD (Doernberg & Hollander, 2016).

Parents of children with ASD transitioning to adulthood must help coordinate
many transition services, including the need for adult level health care for their young
adult. Zablotsky et al. (2020) described health care transition (HCT) planning as a
necessary requirement for healthcare providers to coordinate for seamless healthcare into
adulthood, especially for those young adults with specialized needs such as autism.
Although this specialized population requires more healthcare services, have more and
longer stays in hospitals for inpatient needs, and have higher costs due to specialized
needs, only 15-21% receive HCT planning (Zablotsky et al., 2020). Nathenson and
Zabltsky (2017) found that although transition planning is needed more during adult
transitioning, there is a notable decline in healthcare use and in multiple environments.
On the other hand, those with ASD and depression do receive proper treatment in the
healthcare system with a high level of patient satisfaction (Kuhlthau et al., 2016).
Because the level of parent expectation is a predictor of successful transitioning,
stakeholders such as primary healthcare providers can positively influence parents to
engage in preparatory activities for their child (Holmes et al., 2018).

In the literature review, private insurance compared to publicly insurance such as
Medicaid does not appear to meet the needs of families raising children with ASD (see
Chatterji et al., 2015; Parish et al., 2015; Thomas et al., 2016;). Medication, dental

services, and out-patient expenses are estimated as 5 times more likely when parents of
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children with ASD have private versus public insurers, causing immense financial
burdens on the parents (Parish et al., 2015). Medicaid and some private insurance
programs appear to adequately cover basic medical needs and out-patient services, yet
parents who have children with ASD may be unaware of the terms in private insurance
contracts (Thomas et al., 2016). Further, many private insurers, although mandated to
provide ASD coverage, do not cover behavioral interventions and look to the education
entitlement programs to meet this need (Catterji et al., 2015). In addition, parents may be
unaware that the lack of dental care can produce serious health risks to their child with
ASD and, due to employment loss and financial burdens, will not pay full price for tooth
care (Wiener et al., 2016). Dental care becomes a necessity because lack of utilization of
dental care is associated with children at high risk for dental problems and potential
mortality for children with ASD (Wiener et al., 2016).
ASD Parents and Guardianship

Parents of children with ASD must consider options with guardianship, especially
during adult transitioning, and possible alternatives when their child’s autonomy may be
compromised (Demer, 2018; MacLeod, 2017; Spath & Jongsma, 2020). Autonomy in life
choices for those with ASD may be compromised due to interference from others to make
decisions, parent behavior that limits choices of their children, and inaccurate
expectations and assumptions about capacity to make sound judgments (Spath &
Jongsma, 2020). Individuals with guardians may lose their basic rights to possess a driver
license, marry, vote, or be engaged in legal contracts (MacLeod, 2017). Yet, parents often

enter in guardianship arrangements because they believe protections are required and
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have good intentions toward their child’s well-being (MacLeod, 2017). To complicate
matters, guardianship and partial guardianship in the US can be a confusing process
because there is limited government oversight, unnecessary restrictions may be
implemented, there may conflict of interest in areas such as fiduciary access, and there is
limited federal and state oversight with guardianship appointments (Keller et al., 2020).

When deciding on guardianship, parents and other stakeholders are encouraged to
reinforce decision-making skills, independence, adaptive skill development and regularly
access strengths and limitations required for independent living (MacLeod, 2017).
MacLeod (2017) listed approaches to improve independence that include an inclusive
educational experience in primary and secondary school, person centered planning to
explore alternatives to guardianship, peer and community networking, resource advocacy
and education, and continuous transition planning. Finally, it is important for parents and
other stakeholders to recognize that autonomy should not be automatically restricted do
to ASD limitations but reconceived to include an interconnected approach to decision
making associated with challenging issues (Spath & Jongsma, 2019).

Summary and Conclusions

An understanding of how parents with children with ASD experience their child’s
transition to adulthood is the focus of this study. The review of the literature provided a
broad range of information that summarized characteristics of ASD and how parenting
must be individualized to meet the varied presentations of their children with ASD (Cai,
2017). Symbolic interactionism (SI) provides a foundation for recognizing that ASD

presents differently and will therefore affect how parents may provide differing
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perceptions of the same phenomenon of adult transitioning (Totkova, 2019). SI is the
theoretical framework for understanding how parents and children with ASD experience
daily life experiences through interaction, assignment of meaning, and acting on that
understanding (Denzin, 2016). The views of the lived experience of parents who have
children transitioning with ASD will improve understanding of successes, challenges, and
speak to educators, practitioners, advocacy groups, and institutions that provide necessary
supports and services to parents and children with ASD. The literature review is
separated into ASD and characteristics, ASD, education and transition planning, ASD
and adult transitioning, ASD and post-secondary education, ASD and employment, and
ASD and parenting. Because parents drive and coordinate planning and services, new
perspectives can be developed to encourage better alignment between assumptions and
expectations of parents and providers (Marsack & Perry, 2018).

ASD characteristics in the literature were broadly uniform across research studies
and include restricted, repetitive behavior, stereotypical behavior, sensory deficits, and
communication and social deficits (APA, 2016; Ashbaugh et al., 2017; Barnett et al.,
2018; Bell et al., 2017; Brown & Coombs, 2016; Jackson et al., 2017; Masi et al., 2017).
The literature review revealed that because of the unique presentation of various levels of
symptoms that children with ASD exhibit requires parents, educators, and institutions to
individualize and accommodate services and programming (Cai, 2016; Hendrickson et
al., 2017; Ohl et al., 2017; Shattuck et al., 2020). The severity of symptoms particularly

in communication, restrictive behavior, and maladaptive behavior plays a dominant role
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in academic, social, and occupational outcomes (Anderson et al., 2016; Shattuck et al.,
2020).

ASD and education literature review uncovered the effect of mainstream,
inclusive educational environments, negative factors associated with academic initiatives,
and the lack of transition-planning at the high school level (Eapen et al., 2017; Locke et
al., 2015; Papay et al., 2017). Many young adults with ASD continue to require supports
and do not achieve independence, remaining with their parents long into adulthood (Bush
& Tess, 2017; Hedley et al., 2017; Howard et al., 2019, McGee Hassrick et al., 2020;
Scott et al., 2019). Further, the literature revealed that peoples with ASD were more
prone to bullying in high school (Erogln & Kilic, 2020; Maiano et al., 2016), did not
develop intimate relationships (Strunz et al., 2017) or friendships at the same rate as TD
peers, and were more likely to have a mental health issue such as depression or anxiety
(Cage et al., 2018; Camm-Crosbie et al., 2019; Keller et al., 2020). To improve outcomes,
interventions included a focus on developing self-determination/choice-making,
structuring social activities to improve human engagement (Lounds Taylor et al., 2017),
decreasing sensory overload and providing expert, individualized mental health
interventions (Berkovits et al., 2017; Camm-Crosbie et al., 2019).

Themes in the literature emerged in the areas of competitive employment and
post-secondary education and include the limited amount of individuals with ASD
accessing jobs and participating in college (Jackson et al., 2018; Taylor et al., 2017;
Whittenburg et al., 2019), the need for specialized, individualize supports and

accommodations based on need (Kuder & Accardo, 2017; Zeedyk et al., 2016), and the
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issue of cultural stigma in the workplace and institutional setting interfering with
integration (Smulsky et al., 2015; White et al., 2019).

The literature on parenting children with ASD focused on the stress and burden
caregivers face continuing parenting responsibilities and care coordination well into
adulthood (see Cachia et al., 2016; Karst et al., 2015; Robinson et al., 2018; Rodriguez et
al., 2019; Stewart et al., 2017; Siu et al., 2019: van Esch et al., 2018; Yorke et al., 2018).
Yet, Burke and Heller (2016) identified that there is little research focusing on a positive
model of caregiving due to the lack of information saying otherwise. Further, Kirby et al.
(2020) found that parents are more satisfied when they have higher expectations for their
child, high efficacy, have a strong knowledge base, and are engaged in the process of
adult transitioning. In addition, Lindsay and Barry (2018) identified protective factors
against stress and burnout and confirmed that knowledge and self-efficacy improved
parenting outcomes.

Although there was literature that focused on how parents deal with the adult
transition period, including the continued care and coordination of activities, research
was limited to the negative effect caregiving produced for the parent and the child
(Brown et al., 2020; Potter, 2016). There was little on the qualitative lived daily
experience of parents with children with ASD who are transitioning to adulthood.
Therefore, there is a need for this study to gain rich information that can elevate
knowledge during the fragile milestone of adult transitioning for children with ASD from
the parent perspective. After reviewing the literature for this study, I have adopted a

phenomenological design and will use open-ended interviews as my method to gain the
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parent perspective of their child’s adult transitioning process. In chapter 3, I will give
detailed information about the interview process that is guided by an interview guide,
sample population, role of the researcher, ethical issues, and instruments that are geared

to collect specific, individualized data from the parent lived experience.
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Chapter 3: Research Method

The purpose of this qualitative phenomenological study was to explore parents
lived experience transitioning their child with ASD to adulthood to address the problem
of parents who must continue to support and coordinate all areas of their child’s life well
into adulthood (see Spiers, 2015; Paradiz et al., 2017). In this chapter, I include the study
methodology and design, the role of the researcher and researcher ethics considerations,
the population criterion and rationale, procedures to identify participants, sample strategy
and size, procedures for recruitment, study instruments, data collection and qualitative
data analysis. Chapter 3 will also address confirmability, credibility, transferability, and
dependability of the study.

Research Design and Rationale

The qualitative design of the study that best aligned with my research goal is
phenomenological. A phenomenological approach was appropriate because the process
attempted to explore the life story, beliefs, experiences, and constructs and assigns
meaning to the phenomenon by creating common themes (see Saldana, 2015). The
process allowed for me to identify the lived experience of parents who have specific
experience and knowledge of the adult transitioning process of their children with ASD
and aligns with SI theory. A phenomenological approach requires an emergent design
that allows for participants to describe their lived experience, moments, stories, anecdotal
accounts, so the researcher can capture the essential, consistent, shared structures of the
phenomenon (Hopkins et al., 2017). Interviews with open-ended questions were used as a

method to gather data. This method was appropriate because it allowed for individual and
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contextual responses that are unique to the participant, eliciting the most in-depth and
rich information. My research question speaks to the need to find the essence of what the
experience means to these individuals. Seidman (2012) noted that interviewing as a form
of data gathering is time consuming and costly, but necessary if the true meaning is to be
identified in phenomenological research.
Role of the Researcher

The role of the researcher was important when applying a phenomenological
approach. The phenomenological approach includes the researcher as the primary
instrument and required my ability to understand my own positionality. The focus had to
move between the general essence and the idiographic experiences of the parents,
bracketing and reflexivity must be applied to balance preunderstandings of the
phenomenon, and special care must be taken to write and articulate the issues (see
Hopkins et al., 2017). In qualitative research the researcher is the primary data collection
instrument (Patton, 2015). Biases must be addressed during all parts of the writing
process.

To address the researcher positionality as the primary instrument of the study, a 3-
1 phenomenological framework was employed. Hopkins et al. (2017) described three
dimensions that run on a continuum during analytical writing; bracketing
(preunderstandings) or reduction of biases and subjective views/reflexivity or negotiation
of what information is used, the general (essence) to the particular (idiographic), and
description (what and how the phenomenon is experienced) versus interpretation (to find

meaning). Because all three of these dimensions run on a continuum, it allowed for
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flexibility in negotiating what is considered most important, mitigate bias, will guide
what information needs to be included, and control for researcher positionality (Hopkins
etal. 2017).

Further, research credibility associated with qualitative inquiry must include
strategies to prove dependability, transferability, and confirmability that validate the
trustworthiness of the reconstructed research results (Morse, 2015). To create credibility,
I provided member checks for participants throughout the interview process, once
interviews were transcribed, and after the results were synthesized. Also, peer-debriefing
by my chair and committee were paramount to the accuracies of my interpretations and
processes. Triangulation was achieved through peer debriefing from other researchers,
participants, and outside expert auditors and review boards to confirm or question
accuracy (see Morse, 2015).

I provided an audit trail to identify my decision choices and I spent prolonged
time with the participants reviewing and re-reviewing the data. Patton (2015) stated that
an inquiry audit can provide dependability and confirmability when triangulated with
other review approaches. Further, Morse (2015) described how thick description is
accomplished by spending a prolonged amount of time with the participants to achieve
authentic, natural responses. Finally, a reflexive journal was used throughout the process

to examine my own beliefs, decisions, and how or if it influenced the research process.
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Methodology

Population

The initial recruitment and data collection process included partnering with an
organization who provides support for people with ASD and their families. However,
after weeks of reaching out to like agencies with no success, recruitment changed to
snowball sampling and through a Facebook flyer. The snowball sampling approach was
appropriate because there was a need to include only individuals who have experienced a
phenomenon who meet set criteria, who are the experts on the phenomenon, and who are
hard to find. The process included participants finding other participants that meet the
criteria. Because this study required a need to access available and motivated participants
who are parents experiencing adult transitioning of their child with ASD, and who have
the expertise to understand the phenomenon, snowball sampling was aligned with the
approach.

The participant inclusion criteria were comprised of parents of children with a
formal diagnosis of ASD, ages 18-26, and have completed the transition to adulthood.
The participants were vetted and exclude all parents who have self-diagnosed young adult
children, parents of children with ASD who have not lived at home, and parents who
choose not to participate in the study during recruitment. Proof of diagnosis of ASD by a
licensed professional based on the DSM 5 (American Psychiatric Association, 2013)
diagnostic criteria, and living at home were required to participate in the study. Requests
for these documents were part of the recruitment email. The inclusion criteria were

directly associated with the population, the process of transitioning to adulthood, and the
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characteristics of the parents in the sample. Inclusion and exclusion characteristics and
criteria allow a researcher to purposefully select the individuals, setting, event, and
processes within the parameters of the research question (Maxwell, 2012). Ten
participants who met the criteria and provided documentation of a formal diagnosis and
child residency agreed to participate in my study. I contacted the volunteers through
email and phone to discuss their availability for interviews.
Sample Size

I initially had an intended sample size of eight to 12 participants. Mason (2010)
indicated that phenomenological studies are generally between five and 25, but no less
than six. The number of participants was chosen because it appeared to be a feasible
group to recruit and interview within a reasonable time with only one researcher.
Although many experts rely on saturation or when there is no more new information to
gather to identify sample number, Guest et al. (2006) stated that there are no hard
guidelines to identify the right number of a sample prior to starting the research and that
the process of saturation occurs during the data collection process. On the other hand,
Mason (2012) differentiated the needs of Ph.D. researchers who are often required to
confirm sample amount and justification prior to beginning the research. This small size
included parents who met the inclusion criteria and were considered to have the most
amount of rich information and could have the greatest effect on the study. The initial
sample size decreased as saturation was reached with 10 interviews in the coding process

and when there was no new information captured.
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Procedures

The procedures included informed consent confirmation and IRB approval prior
to the start of the process. One on one interviews with parents who have children with
ASD transitioning to adulthood were conducted by phone. All participants were
contacted by email or phone to confirm a time and to answer any questions they may
have about the process. The interviews occurred at a time that was convenient for the
participant and in their own setting of choice. The interviews included questions that
were open-ended and emergent, requiring changes and additions as each interview
progressed. The interview guide (Appendix A) was used for all interviews and consisted
of 10 questions to answer my research question. Interview guidelines are necessary
because they provide a standard to increase the amount of rich, relevant, and long
answers from the participants, while consistently circling back to the main assumptions
of the interview to improve quality and trustworthiness of the research (Roulston, 2010).
The phenomenological terms such as descriptions, perceptions, their view of the parent
experience concerning all the above areas, what was their own meaning of experiencing
transitioning, and what was their specific story, was included in the interview questions. I
conducted each interview, journaling and completing field notes and memos throughout
the process.

The questions were neutral, open-ended, congruent with the level of education
and understanding of the participants and were changed as needed, and began with
probing questions, main areas, and expansion of continued discussion based on the

participants responses (see Saldana, 2015). Multiple questions were not asked together
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and there were no leading questions to force a respondent to answer in a certain way. In
addition, I provided an introduction and closure statement in the interview guide in the
form of a script, so I was prepared beforehand to describe all the components of the
interview, consent process, and interview expectations, ending each interview with
assurances regarding the handling of data, confidentiality, study results, and to answer
any questions generated by the interview process.
Data Analysis Plan

Thematic analysis was used to analyze data generated from the interviews and
researcher notes. Thematic analysis is appropriate because the raw data will unfold and
provide patterns identified through codes, categories, and themes which will assign
meaning to the daily experiences (Saldana, 2015). Thematic analysis is appropriate for
phenomenological approaches because the process attempts to explore the life story,
beliefs, experiences, and constructs and assigns meaning to the phenomenon by creating
common themes (Saldana, 2015). Thematic analysis provided credibility to the research
because it is an established method applied to phenomenological frameworks. Research
credibility refers to the plausibility of the study and is accomplished by creating
reliability, replicability, accuracy, and consistency (Tracy, 2010). In addition,
dependability and confirmability was strengthened through an external expert versed in
phenomenological design and thematic analysis who will audit the research data, memos,
journals, and analysis results. This provided a layer of transparency to the analysis

process.
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Issues of Trustworthiness

Credibility

Research credibility associated with qualitative inquiry must include strategies to
prove dependability, transferability, and confirmability that validate the trustworthiness
of the reconstructed research results (Morse, 2015). To create credibility, I provided
prolonged engagement and member checks with participants throughout the interview
process, once interviews were transcribed, during data analysis, and after the results were
synthesized. Korstjens and Mosher (2018) emphasized the importance of developing and
sustaining relationships with participants and the data collected to improve trust and
authentic responses, establish a familiarity with the context to elicit rich data, and to
strengthen the interpretation of the data. Further, peer-debriefing by my chair and
committee was paramount to the accuracies of my interpretations and processes.
Transferability was achieved through thick description of the data specific to the
participants and their contextual experience (Korstjens & Mosher, 2018). Triangulation
was achieved through peer debriefing from other researchers, participants, and outside
expert auditors and review boards to confirm or question accuracy and interpretation
(Morse, 2015).
Transferability

For the purpose of this study, my intent was to access information from a small
group of participants to gain a rich description of parents who are transitioning their child
with ASD to adulthood. Choosing such a small pool of participants may limit

transferability to other studies but is necessary to achieve a qualitative understanding of
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the phenomenon (Guest et al., 2010). To improve transferability, I documented the
research process to allow researchers to accurately replicate my results. Further, a
reflexive journal was used throughout the process to examine my own beliefs, decisions,
and how or if it influenced the research process.
Dependability

Dependability provides a traceable way for the reader to understand how steps
were achieved, and how certain conclusions were reached (Nowell et al., 2017). This
research process included IBR approval of an interview guide and questions, a trail of
notes, memos, and data. Audit trails provided confirmability and dependability through a
transparent documented approach describing how and why decisions are made and how
data is understood (Korstjens & Moeher, 2018). In addition, participants reviewed their
transcripts for accuracy and to validate or revise the transcription.
Confirmability

Qualitative research must reach confirmability when all components of
credibility, transferability, and dependability are proven within the research process
(Nowell et al., 2017). A transcription service was used to provide neutrality with raw data
analysis. Researcher bias was recognized and addressed through transparent
documentation prior to the data being collected, during the interview process and raw
data collection through notes and journaling, and peer review of conclusions and
interpretation of data. Insight into researcher bias and committing to an iterative process
provides rigor to qualitative research necessary to achieve trustworthiness (Johnson et al.,

2020).
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Ethical Issues

The researcher must include safeguards not to cause harm to all participants and
stakeholders involved in the research study. Rubin and Rubin (2012) emphasized respect
and honesty, do not harm, exploit, or pressure, and follow established IRB regulations.
Exploitation can occur in many forms. Seidman, (2006) stated that there is an inherent
imbalance of power between the researcher and interviewee because the researcher may
be perceived as exploiting the participant for scholarly gain. I provided all participants
with informed consent, the sample selection process will follow IRB guidelines, and I
was vigilant through the entire research process when potential ethical dilemmas surface.
Cypress (2018) moved the ethical issue forward by considering where the interview will
take place, protecting participant consent and rights, having a strategy for sampling
appropriate for the research, planning how the information is collected, and how the
information is disseminated. Information was destroyed for all participants that start the
process of interviews but chooses not to continue in the study. Confidentiality of all
participants was maintained. Real names were not used, and the transcriptions and data
were electronically secured through encrypted password access. Data will be destroyed at
the end of the research process.

Summary

In this chapter, I provided an in-depth description of research design and
methodology, participant considerations and sampling, instruments, role of the researcher
and ethical considerations, data collection and analysis procedure, and ways to address

trustworthiness. In this qualitative phenomenological study, I attempted to gain a deeper



understanding of parents raising children with ASD who are transitioning to adulthood.
This qualitative phenomenological approach was appropriate because the aim is to gain
rich and context specific information on the daily lived experiences of parents with
children with ASD entering adulthood. I reviewed thematic analysis and the features of
identifying codes and larger shared themes among participants. In chapter 4 and 5

analyzed the data and findings and provided recommendations for future research.

77
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Chapter 4: Results

Introduction

The purpose of this qualitative phenomenological study was to gain insight into
the lived experiences of parents with children with ASD transitioning to adulthood to
address the barriers to successful adult independence for young adults with ASD (see
Shattuck et al., 2020). In this section, I present the data collected through in-depth
interviews of 10 parents who are transitioning their child with ASD to adulthood. The
interviews reached saturation after the 10th interview was completed. In addition, I
present information regarding data collection, analysis, and managing data. The study
was driven by the following research question:

RQ: What are the lived experiences of parents with children with ASD during
their child’s transition to adulthood?

Throughout this chapter, I have provided the established themes that were guided
by the research question. Direct quotes of the parents were provided to describe the
specific experiences in the context of the shared phenomenon.

Study Setting and Participant Characteristics

I received approval from Walden University IRB to begin conducting the
research. IRB approval number is 04-07-21-0731463. This chapter provides findings
based on the lived experiences of 10 parents who have children with ASD transitioning to
adulthood. Participants for this study were recruited through purposeful snowball
sampling and a Facebook flyer. All participants signed informed consent forms and had

no questions regarding consent or participation concerns. All participants agreed to an
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audio tape and transcription of their phone call. All participants were asked 10 open-
ended interview questions and other questions were asked for clarity or expansion of
individual responses of participants (Appendix A). All participants met criteria for the
study. Demographics include three fathers and seven mothers with children that were 18-
26 years old at the time of the interviews. All 10 participants had children 18-26 years old
who had a diagnosis of autism, resided in the parent home, and were at different stages of
the transitioning process.

Data Collection

The initial recruitment and data collection process included partnering with an
organization who provides support for people with ASD and their families. However,
after weeks of reaching out to like agencies with no success, recruitment changed to
snowball sampling and through a Facebook flyer. Within three weeks, 10 parents agreed
to participate in the study. All participants called or texted the researcher and shared an
email address. All consent forms were sent to the participant email address. All consent
forms were signed by emailing by saying that they consent and there were no additional
questions regarding participation. Once consent was received, phone calls were scheduled
based on participant availability.

I asked 10 participants open-ended interview questions about what it is like to
transition their child with ASD to adulthood. Before the questions were asked, all
participants were reminded that all information gathered would remain confidential and
that the participant can stop the interview at any time. All participants were asked to find

a private area for the interview, free of distraction. Each interview lasted between 30 and
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60 minutes. After reviewing the data collected, saturation was reached at 10 interviews.
According to Guest et al. (2006) saturation is accomplished when no new information can
be gathered about the phenomenon. Therefore, data collection was complete and able to
be analyzed.
Evidence of Trustworthiness

Credibility

Research credibility associated with qualitative inquiry must include strategies to
prove dependability, transferability, and confirmability that validate the trustworthiness
of the reconstructed research results (Morse, 2015). I created credibility by developing
rapport with participants through prolonged engagement with my initial contact, email
correspondents, follow up calls, and extensive, in-depth interviews. Korstjens and
Mosher (2018) emphasized the importance of developing and sustaining relationships
with participants and the data collected to improve trust and authentic responses,
establish a familiarity with the context to elicit rich data, and to strengthen the
interpretation of the data. Member checking was offered through participant review of the
original transcript prior to data analysis. Peer-debriefing occurred through my chair and
committee review and audit of my data collection process and analysis.
Transferability

A small sample was purposely used to extract rich, in-depth information from
parents who have first-hand experience transitioning their child with ASD to adulthood.
Choosing such a small pool of participants may limit transferability to other studies but is

necessary to achieve a qualitative, in-depth understanding of the phenomenon (Guest et
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al., 2010). I improved transferability by detailing all steps of recruitment, informed
consent, data collection, and data analysis. A notebook was used to reflect on each step in
the process to identify preconceived attitudes or biases.
Dependability

Dependability provides a traceable way for the reader to understand how steps
were achieved, and how certain conclusions were reached (Nowell et al., 2017). The
research process included IRB approval of an interview guide and questions, ethical
training and completion certificate, documentation, and approval of all steps to recruit,
and collect data, and a thorough process for analysis. All memos associated with data
collection and journaling were saved as part of the study process. This audit trail
provided a transparent documented approach describing how and why decisions are made
and how data is understood (Korstjens & Moeher, 2018).
Confirmability

Qualitative research must reach confirmability when all components of
credibility, transferability, and dependability are proven within the research process
(Nowell et al., 2017). Otter was used to audio tape the phone interviews, which also
transcribed and coded the interviews. Therefore, NVivo was not necessary at this step.
Researcher bias was addressed through documentation prior to the data being collected,
during the interview process and raw data collection through notes and journaling, and
peer review of conclusions and interpretation of data. Insight into researcher bias and
committing to an iterative process provides rigor to qualitative research necessary to

achieve trustworthiness (Johnson et al., 2020).
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Data Analysis

All recordings of interviews were automatically transcribed to text by the Otter
transcription service. All transcriptions were downloaded and were password protected
on a desktop. I thoroughly read all transcripts to become familiar with the data. All
transcripts were reviewed for confidential information and names were redacted,
assigning numbers to each participant. Thematic analysis was used to analyze data
generated from the interviews and researcher notes. Thematic analysis is appropriate
because the raw data will unfold and provide patterns identified through codes,
categories, and themes which will assign meaning to the daily experiences (Saldana,
2015).
Codes, Categories, and Themes

I used manual codes to find initial codes and emerging categories and themes.
Codes were organized based on patterns that emerged between all ten interviews. All
codes corresponded with words and phrases associated with each pattern or category.
Codes were grouped and refined based on repeated themes that emerged from the data.
Coding data allows the researcher to organize the transcripts to identify themes that
provide meaning to the information (Williams & Moser, 2019). After transcripts were
coded, categories emerged which provided specific themes of shared experiences
between participants. Six distinct themes materialized in the data that were associated
with answering the research question: negative effects of Covid on transitioning,
community, and school pre preparation of transitioning, parenting and ASD during

transitioning, ASD characteristics and challenges, ASD parenting and effects on marital
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satisfaction, and post-transition outcomes and recommendations. All themes, categories,
and codes can be found in Table 1. Example evidence can be found in Appendix B.
Theme 1: Negative Effects of Covid on Transitioning
The negative effect of Covid on transitioning was a common theme for nine out of
the 10 interviews. Participants described the lack of structure, lack of community
programs, college and vocational programs, and the disruption of high school activities
for those students still in secondary school. Participants noted the lack of daily structure
caused their children with ASD to regress in their functioning level and display increased
frustration and depression. Participant 6 stated that “everything just dropped off, she’s
declined, and she seems depressed.” The interview also included “she's clearly depressed,
and not all days but more days than she used to be. Right, which affects her overall
functioning. Yeah, just fearful.” Participant 10 described that their child had to catch back
up to her previous level of functioning”.
COVID has really put a damper on things for her. She was going to a lot of social
groups and things of that nature to help her with a lot of these issues with social
anxieties and things like that, and not been able to do that. We also were not fully
remote from last March until this past March, days shy of an entire year. So that
has really held her back some of the things that we have worked so hard for. So
now, you know, getting her back up to that level is a little bit of a challenge, but

she is trying really hard.
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Most interviews spoke of the negative effects of isolation, lack of supports, and in skill
development. They emphasized their concern for areas that they observed regression and
decline.
Participants noted that services were unavailable, and activities were suspended.
These issues were described by Participant 5:
And then like I said the COVID had so that kind of put a delay on getting
everything started for all that. So, he just started using the services now. He was
supposed to do job training, but because COVID They could not send them out to
do anything. So, he was just sitting in the classroom doing nothing. Wow. He
didn't like sitting there with a mask on.
Many participants had similar experiences, explaining the lack of employment and
academic opportunities that were once available pre pandemic.
Difficulties with home schooling was also noted in most interviews. Participant 5
stated,
When he had to do the home schooling that was a little bit more difficult for him
because he really didn't know how to get in there and find his own work and stuff
in it... but he just wasn't very good at maneuvering through everything, because he
said that they didn't really do that much on the computer at school through the
Google Chrome so he didn't really know where to go to get some of the stuff
Participant 3 indicated that there were problems with her daughter’s lack of focus and the

lack of supports that occurred during Covid,
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She got no services being home with COVID. Her summer school program,
extended school year was 45 minutes a day for just virtual and no speech, nothing.
Wow, when she went back for the school year virtually, she did have speech and
counseling appointments, virtually, but the whole virtual schedule was just
horrendous. It did not follow the regular school day like school was supposed to
start at 7:50am, but they didn't want her to log on until 815 and being late to turn
the camera on for her because she was taking someone else's temperatures, got the
class late, trying to follow along with it and I'm like, look. She can't take notes.
Later Participant 3 shared that she had to support her child during the day,
Okay, so basically, I'm in school all day. Because nothing is going to happen
independently, right. You're not going to turn off the screen, and she is not going
to go read seven paragraphs by herself, right, and then take notes. I do not know
who thought this was ever going to work. So, it was horrible. It was absolutely
just horrible.
Participants described the absence of direction due to their child’s lack of supports and
their inability to function independently.
One participant noted that their school did not have a plan to go remote and that
there was a complete halt of all education for a period,
Terrible. I mean, the school obviously had to go remote, like all the schools went
remote. So, when everything first shut down which was what in March. The

school just stopped, she just quit going, you know, they're like, well we're shut
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down, but they didn't go remote, they didn't do anything and it's like, what are

they gonna do so it took a while, I would say probably over a month.
Participants noted that there was a lag in any services or direction from their school
systems. Noted was lack of structure in various settings due to inactivity and lack of
independent direction.

Overall, most participants described negative effects of Covid with their children,
who were experiencing transitioning to adulthood from many different stages. Two
subthemes surfaced, program and school availability and parenting challenges home
schooling and coordinating homecare. Most notable was the delay or lack of access to
school and community programs such as day habilitation programs, job coaching and
training supports, and the lack of a structured day for their children. Further, parents
reported negative outcomes with remote learning during the pandemic. Many parents
reported that their child could not self-direct or stay focused to complete assignments
independently. Parents reported that for those children who were still in high school,
there were no special accommodations that were common during in-school learning such
as aides during online learning to help with organization and technology.

Theme 2: Community and School Pre-Preparation for Transitioning

In eight of the 10 interviews parents reported that there was minimal transition
planning in schools and when it did occur, it was closer to graduation. Participant 7
described the experience,

Yeah, that we started thinking okay you know we need to you know once he's 21

and he's not going to be in high school anymore. What's our plan going to be what
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are we going to do.... but just figuring out, you know what he's going to do for

work, you know, even if it's just a volunteer basis. But yeah, I guess it did start

around that age, it's kind of hard to remember to be honest but must have been
about 17 that we started thinking about that stuff.

Participant 1 was recognizing the differences they experienced based on the
severity of ASD, “It’s all one size fits all. If you’re not that disabled, you get less
services...Teachers didn’t follow up and only certain programs were available”.
Participant 5 added, “All IEPs were the same, not individual....no communication with
parents. Only college bound got services.” Further, Participant 1 indicated that, “It is all
one size fits all. If you’re not that disabled, you get less services.” They continued by
recognizing the lack of options offered, “If they had had better options, workwise, maybe
some secretarial type of work filing, you know more useful skills instead of just janitorial
work, right, more real world application for somebody with my daughter’s skill level.”

Lack of individualized planning and services was a familiar sub

theme throughout all interviews. Participant 3 reported that, “Never had any
individual transition planning. They are not looking at what she can do. Nothing is
individual.” This was repeated in participant 6 interview, “All IEPs were the same, not
individual....no communication with parents. Only college bound got services... they
only offer one size fits all. Schools do not prepare kids”. Yet, Participant 9, who had a
child who was on the higher spectrum of autism reported, “She was too advanced for
what was offered at school. They only focus on kids with greater needs.” Considering

these results, it appears that services that were offered were not individualized to meet
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their child’s needs and planning for transitioning was not a priority for the school systems
that the parents and children were involved.

Some parents described inclusion or mainstreaming experiences such as
Participant 8, “Life skills program was great. But high school was horrible because
mainstreaming did not work. She could not keep up. Tutors were not prepared.”
Participant 10 noted that there were children who were not able to benefit from the No
Child Left Behind initiative in schools, “Access of services is only available based on
autism level. No child left behind is wrong. Some get left behind.” She continued to say,

You know, I was always, I was at every single IEP meeting for the last 13 years,

and I would if I had to, I would threaten an attorney, you know, I did not let back.

And I think, unfortunately, because the school systems are so back funding wise,

that you know the No Child Left Behind thing is kind of wrong because there are

children left behind, especially if you do not have a parent advocating for them.

And, you know if I was not there, she wouldn't have gotten what she has.

This was repeated by Participant 4 interview, “she did not do well in inclusion
classes...classes were too overwhelming.”

Participant 5 focused on her experience trying to get services and not knowing
what was available.

How did we never get him enrolled in any of this? So, he didn't get enrolled in

any of that stuff until right when he was graduating, and he didn't officially get

into the program, you know, get his caseworker and all that, right, until this

December, so he just got into the system for all that stuff.



&9

Some parents, like Participant 3, reported that the school had only one plan and her
daughter had to fit into an employment model. She stated,

They want her to fit into something else like we're gonna put her in employment,

you know, only options available but they're not looking at what she can do the

things she likes to do. Not individualized you know, maybe they should consider
her needs.

Based on the data, it appears that transition planning, whether community or
school, was lacking for this group of parents. The theme of “one size fits all” was
commonly shared between multiple participants. Further, participants reported that there
was no transition planning or planning that did not occur until the young adult was close
to graduation. In addition, mainstreaming and inclusion programs were not effective for
most of the participants interviewed. Finally, bullying in schools and in the community
was reported in four of the interviews.

Theme 3: Parenting Experience and ASD During Transitioning

Theme 3 was broken down into many different areas such as independence
struggles, vulnerability in the community, and overlapped with other themes regarding
being on auto pilot, parenting aide, and social supports. Half of the participants
interviewed described their fear of what would happen when their child became
independent of them. Participant 8 noted that, “We have to make sure everything is set
up...we are trying to prepare her to be able to go on without us... she’s vulnerable...she
needs assisted living. She is mature but not enough though. We have to leave lists

everywhere.” Participant 9 described the fear of preparing their child to drive, which had
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come up in interviews multiple times for 4 participants, “She continues to be dependent
on us for basic stuff. We are nervous about driving. She is vulnerable and she can be
naive. In addition, Participant 10 reported social vulnerability and repeated the concerns
with driving. “We support her being in social situations. She goes to camp and is around
other kids. We want her to get her license, but we do not push. She is vulnerable.
Participant 5 continued to describe the challenges and added that financial vulnerability
was a major concern to reach independence. “He doesn’t know how to financially support
himself. We do money spending training. He really wants to learn how to drive but we
are concerned.”

A few parents discussed supports that were available to them in the community.
Participant 7 found that other parents provided a great relief through the caregiving
experience,

I guess, I definitely met some great parents through different programs like

Special Olympics and through the schools. You know that have been a good

support you know it's always nice to have someone to talk to who's going through

the exact same thing, So yeah, I guess through school and through, you know,
different activities that he did you know I've met some really great people along
the way. And thank God for the respite, that he had I mean it was always great to
be able to get a break.

Participant 2 commented on the effects of parenting a child with ASD and the
lack of social supports. Participant 2, “20, years later and you realize, you don't really

have any friends anymore because friendships take time and effort and energy, and all the
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things that you didn't have time for. So, I mean, most of the friends I have now are a
small circle. In addition, participant 9 added, “We used to go out. But it’s been a negative
impact on social situations.” Parents appeared to find supports informally in the
community and during activities for their child.

Both Participant 6 and 1 talked about the challenges as being in auto pilot to meet
and coordinate all their child’s need during adult transitioning and preparation. Many
parents appeared to plan the best they could but ran into roadblocks as participant 1
described,

It was just wonderful. High School. You know, but, once we got to college, I am

like wow, how much did her aides and teachers really do for you right? The first

semester was rough she tried to take math. And of course, her testing she had to
take the pre rec, and it was all virtual, and I kept checking in on her. How are you
doing how are things going well, yes mom, good. Do you need my help? No, I got
it mom and her support staff called me and said, I could cry I just looked at her
notes, she has no idea what she's doing, and she's gonna fail. So, my daughter and

I talked, and we said, Okay, let's just drop it, and it was hard to in the fall because

programs closed down and then she was home full time, you know, it was just a

perfect storm, I think.

Participant 7 expanded her need to coordinate services by developing her own concept of
residential placement to meet her child’s need during the transition.

Maybe an apartment setting with three or four other guys with a similar diagnosis

with staff to help with you know meal prep and bills and all that, right, that plan
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has changed drastically now that we're living in the South, there's, there aren't

anywhere near the amount of services. So, I'm actually probably going to buy a

big apartment, and I'm hoping to start something there myself. Where Henry can

live with people, and I don't know. I don't know I'm investigating starting
something on my own because there's just not enough there, and there's the need
is great.

Finally, 2 participants, 7 and 2, offered positive experiences raising young adults
with ASD. Participant 7 noted that having a child with special needs provides a deeper
sense of empathy within the family unit. “When you have a family member with special
needs, it's just it's just so different, I mean, and they help build empathy and what it
brings out when you as a, as a person, it's beautiful thing. Yeah, it's pretty special.” In
addition, participant 1 noted,

Coming to appreciate all of the beauty that there is in being a parent of a child

with special needs and the blessing. I really have come to think of it as a blessing

that I've been able to see a different part of life than I would have been able to see,
and her special needs, and I honestly truly believe it has made me a better person,

It's made me a better man, a better husband, while I was married, certainly a better

father than I ever would have been if she had just been normal typical.

Although most participants described a negative effect on parenting, some of the

parents did not see the special needs of their child as having a negative effect.
Participants described a positive effect on the family unit, producing shared empathy and

compassion.
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Theme 4: ASD Characteristics Affecting Transitioning

Characteristics of ASD interfering with successful adult integration was identified
in all the 10 interviews. Participant 10 spoke about how often age may not be associated
with maturity in the transition process. “She doesn’t get invited to parties. She has a hard
time expressing herself. She has social anxieties and she is a little awkward. Noise
triggers her. Distractions. Autism doesn’t make them adults at 18. Social anxieties and
awkwardness associated with ASD was noted in many interviews. Participant 3 described
anxieties due to feeling awkward and standing out in groups. “She can’t organize, can’t
remember things. Kids didn’t know how to deal with her. She has a hard time with time
elapse. Huge anxiety problem. Doesn’t know anything about strangers. Huge anxiety
problem. This themed continued with a focus for some participants on the disconnection
to social interaction. Participant 6 noted, “She can’t communicate easily. She’s
disconnected. “Also, participant 5 added that, ‘He doesn’t get sarcasm. Groups exclude
him.”

Participant 1 talked about the lack of skill their child had navigating environments
and only wanting to focus on what they are comfortable. They said, “She needs help
staying on topic. She has no insight. She only wants to focus on certain things like art.
She is good at art. She cannot navigate new environments.” Participant 8 discussed the
lack of social development and restrictive thinking. “She doesn’t make a lot of friends.
She obsesses when she gets something in her head. She has a hard time with transitions.
She needs time to settle in a new situation. She needs repetition. She doesn’t do well with

people”.
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In addition, participant 7 noted how others in the community lacked compassion
toward children with ASD, expecting as the child gets older, they will learn basic skills,

I feel like a broken record, like how many more times am I going to have to show

this get out of brush his teeth. Right. You know and so it was a little bit of the

same thing with that you know just you I just wished that they showed a little bit
more compassion and I mean it's not like they're bad people by any stretch, they
just didn't really understand it, but they were okay, but just not, you know, you
certainly did certainly didn't give you like warm fuzzies when you walked out.

Participant 9 shared his worry that his daughter may not be able to achieve
independence at the same pace as a typically developing adult. “You know I'm not sure
where her road is going to lead. Certainly it's going to, you know, I guess I don't know, I
just, I suspect that she won't be on the normal timeline. And, you know, is she going to be
able to do that.”

These results indicated that more severe ASD characteristics interfered with their
child meeting milestones and required more intense and individualized interventions.
Theme 5: ASD Parenting and Effects on Marital Satisfaction

Many parents described their struggles maintaining a relationship while raising
children with ASD. Participant 7described the negative effect on marriage,

It would definitely put a humungous strain on the marriage. It was not good. My

husband and I dealt with our son and his diagnosis and him as a person really

differently. There was a lot of denial as far as my husband was concerned, I hope

I don't sound like I'm talking negatively about him, but it was a struggle. Our son
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got away with a lot with my husband and I knew it was not going to have a good
outcome. And yeah, it was a huge struggle, [ would say. [ mean, I'm not gonna
say ended the marriage, there was a lot of other stuff that went into it. Yeah. If he
did not have a developmental disability. It would have been different. [ mean, it's,
it puts a toll on a marriage. It's, just really hard. I mean, every single day. And you
know it's sometimes it's so hard to stay positive when it's like, feel like a broken
record like this kid is 10 years old and I still have to tell him to look both ways
every time he crosses the road like, I mean it's so hard sometimes to stay positive.
Yet, participant 10 noted that, although there were struggles in the relationship,
raising a child with ASD made them stronger,

We would blame each other and not communicate. Dealing with special needs
kids takes it’s toll on marriage. We separated for a while. But now we have grown
together. But it was stressful to deal with, counseling helped. So you know there's
been a lot of different things that we've had to work through, you know, between
financially and emotionally, but we managed to kind of see through it with
counseling in working with our kids.

Participant 8 added, “Made my wife and I closer. Every marriage has stress. This

is what we are dealt with.

Participant 2 remarked on the lack of supports and breaks within the relationship,
It was very stressful. Took a toll on our marriage. There was a huge impact. We
needed to communicate better. We needed respite and as a result we both ended

up taking care of her, and neither one of us got a break and I say the real sad
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commentary is that we dated for five years we were married for 23 years, so we
were together for just over 28 years, and that the only time, either one of us really
got a break after she was born was after we got divorced, and then we went to
every other week.
He went on to describe the epiphany he had, knowing his ex-wife had been the primary
care giver for their daughter. “I said to my ex-wife, I said, you've been doing this by
yourself. All this time, And I'm sorry that [ wasn't a good husband. And she started
crying.”

These results showed that parenting a child with ASD and maintaining spousal
relationships were challenging, resulting in divorce from most parents. When parents did
stay together, they describe growth in the relationship, maturity, and increased
compassion toward each other and their child.

Theme 6: Post-Transition Outcomes and Recommendations

Outcomes and recommendations were reported in all 10 interviews. Participant 7,

“He did really well when he got out of school, he, he just he, he struggled with

you know the, you know, five days a week in school. He just, it was a lot for him

he so he did better once he graduated, you know, we obviously started to move to

a day job... I don't know. I think he did a lot better once he once he aged out of

high school, simply because it wasn't for him to everyday, sit in the classroom

deal.
Participant 10 described positive outcomes in employment and training

programs,
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I mean, you know, we're taking it one step at a time, she's got to pass the class but

she has to pass exams to be certified. And then once she is certified, then she can

actually work as a CNA at any nursing home... she is working on her CNA and

will graduate in May. She wants to help, even in a volunteer capacity.

Regression was a frequent theme after their child transitioned. Participant 6 noted,
“You only matter if you’re under 22. You feel discarded after school ends. She’s declined
without services and social interaction.” Participant 9 noted the continued dependence on
the family after transitioning. “She continues to be dependent; she takes 2 college courses
with many supports.” This theme continued with participant 5 indicating the financial
dependency that has continued after transitioning. “He doesn’t know what he wants to do.
Cannot financially support himself.” He doesn’t drive so he needs me to transport.” In
addition, participant 8 indicated that, “She wants to live independently but cannot support
herself financially. She needs assisted living program. She needs guidance.”

Other participants views were similar. Participant 1, “She’s not quite up to snuff.
She doesn’t have her high school group. She is in college but only can do well in classes
she likes like art. She gets tutoring help. She is naive and vulnerable.” Participant 3 found
that, “She doesn’t have any friends. She is regressing since transitioning. She can’t do
anything independently.”

Recommendations included the need for individualized programming, skill
development training, early preparation for adult transitioning, providing more options
for employment and secondary education, and more supports for parents to help navigate

and coordinate planning for their child with ASD. Participant 1 remarked, “Definitely
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skill, appropriate job mentoring and some real life job placements, so they can kind of
figure out what they're capable of what they like doing that were more challenging.
Participant 9 noted that funding is an important factor that will improve services and
individualized programs. “Oh, well certainly that would apply. Everyone has the different
abilities, and to cater to the specific needs, I think is, you know, paramount with success
for each person, and individual basis. Yeah, unlimited money to develop these
programs.”

Other recommendations from participants included mentoring programs,
individualizing school and community programs, and better knowledge and access of
services. Participant 4 provided, “They need to match staff and programs to kids needs.
Be more sensitive to child’s needs develop student buddy system to help stop
bullying...have college courses available with individual curriculums...need for parent
support group.” Participant 10 added, “we need trained teachers, quality clinicians...more
funding for transition planning...organizations that bring parents together...need a
specialized driving school and more social groups...need the best of the best that
understand the spectrum.”

Finally, participants 8, 6, 3, 7, 5 shared similar recommendations to improve adult
transitioning. Important themes of recommendations include planning earlier for
transition planning and the need for specialized, individualized programs. Further, there
was a need throughout many interviews that there is a huge need for peer supports during

transitioning and driving schools for young adults with ASD. Lastly, Participants said



that there is a need for learning for parents to access supports and be prepared for the

process of adult transitioning for their child with ASD.

Table 1

Themes, Categories, Codes

Themes

Categories

Codes

Negative effects of
Covid on transitioning

community and school
pre preparation of
transitioning

parenting and ASD
during transitioning

ASD characteristics and

challenges

ASD parenting and
effects on marital
satisfaction

Covid Effects on Parents

Pre transition

Parent Experience

ASD challenges

Relationships

Programs unavailable
Covid stopped services
Regression

Decline in functioning
Parenting challenges with
home schooling

Can’t self-direct
Technology problems
Depression

School pre transitioning
No individual planning
Only one size fits all
Mainstreaming was
negative

No access

Bullying

overwhelming

Increasing independence
Vulnerable

Dependent

Wants to drive

Auto pilot

Social anxiety
Organization issues
Attention issues
Communication issues
Socially isolated
transition problems
Obsessions

Lack of motivation
Slow processing

Blame

Stress

Negative impact
Growth

Social isolation
Strain on relationship
Negative impact

No communication
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Post transition outcomes  Post transition Still dependent

and recommendations No direction
Financially dependent
Regressing
Dependent

Declined without services
Need more specialized
programs

Need individualized
programs

Need support groups

Peer mentoring

Need trained clinicians and
teachers

Summary of Findings

This research study was intended to gain insight into the experiences of parents
who have children with ASD transitioning to adulthood. A qualitative, phenomenological
approach was implemented to elicit rich information to answer the research question.
Based on thematic analysis applied to 10 interviews, 6 themes were identified which
emerged from data: negative effects of covid on transitioning, pre-transitioning in school
and community, parenting and ASD during transitioning, ASD characteristics during
transitioning process, ASD parenting and effects on marital satisfaction, and
Transitioning outcomes and recommendations. Overall, the participants described
individual and shared experiences of all six themes. Chapter 5 presents the interpretation
of the findings and limitations of the study. Implications of social change and future

research recommendations are also addressed.
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Chapter 5: Discussion, Conclusions, and Recommendations
Introduction

The purpose of this qualitative phenomenological design study was to explore the
lived experiences of parents with children with ASD who are transitioning to
adulthood. A phenomenological approach was appropriately aligned with my research
question because I wanted to know the essence of how parents understand the
transitioning process through their lived experience of their child’s journey to
adulthood. The research approach included identifying the essential structures or essence
of the experience to concretely describe the population’s world view (Hopkins, et al.,
2017). Researchers have found that parents of children with ASD transitioning to
adulthood continue to support and coordinate all areas of their child’s life well into
adulthood (Spiers, 2015; Paradiz et al., 2017). The gap in the literature stems from the
lack of qualitative research exploring the lived experience of adult transitioning from the
parent viewpoint (Sosnowy et al., 2018). The information from the study provided the
full spectrum of the phenomenon regarding parent’s view of changes in accessibility of
services before and after transitioning to adulthood, how they cope with changes for
themselves and their child with ASD, and what parents identified as necessary
programming and barriers to their child’s success as an adult.

The 10 participants of the study were parents of children with ASD at various
levels of adult transitioning. A qualitative phenomenological design was used to produce

deep, rich information that were thematically analyzed. In this chapter, I provide
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interpretation of data and findings that were presented in Chapter 4. Further, limitations,
social implications, and future recommendations were addressed.
Interpretation of Findings

The significance findings of this study are provided in relation to the research
question and previous research reviewed in Chapter 2. The findings of this study
confirmed the ongoing need for supports, access, and individualized services for parents
transitioning their child with ASD to adulthood. SI theory informed what parents define
as meaningful supports, resources, and programs by identifying what was significant and
necessary for their child’s success as an adult. In this light, the gaps in service provision
interfering with successful transitioning and communication breakdowns within
relationships were apparent and extended to the school and community level. These
results are consistent with the research on the lack of comprehensive, individualized
programs for pre- and post transitioning programs for young adults with ASD. Research
in adult transitioning with ASD show the need for supports in employment, daily life
needs, and independent living skills, but there is continued gaps in service provision,
understanding of individual needs, and resources and supports needed to meet goals
associated with independence in adulthood (Kuo et al., 2018; Nicolas et al., 2018; Taylor
et al., 2015). As the participants described their lived experiences, six themes emerged
from the data: negative effects of covid on transitioning, pre transitioning in school and
community, parenting and ASD during transitioning, ASD characteristics during
transitioning process, ASD parenting and effects on marital satisfaction, and transitioning

outcomes and recommendations.
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Based on the first theme of the negative effects of COVID on adult transitioning,
it is important to understand that all the 10 participants and their families experienced
some level of disruption through the COVID virus pandemic. Even though this was a
new experience in relation to ASD adult transitioning, there were many shared situations
that the group expressed in their interviews. First, all 10 participants indicated that either
school, community programs, employment, or college classes were interrupted or
discontinued. These responses mimicked Spain et al. (2021) who found that people with
autism are at risk for not being able to cope with the changes associated with the
pandemic such as isolation or disruption in routine and expectations. Because many of
the children of the participants would not do anything independently without
encouragement during the pandemic, parents were left to provide home schooling without
the necessary supports that were normally provided by the schools. Participant 8
described the difficulties once school stopped, “She is not doing well without class,
everything just shut down and she no longer has an aide. There is no structure.” Because
programs and services ended so abruptly, many of the parents described that their child
had regressed or had become depressed and withdrawn. Social engagement that was once
a daily experience, was no longer available for their children. Participant 6 noted,
“Everything just dropped off, she’s declined, and she seems depressed.” Lugo-Marin et
al. (2021) described how excessive environmental changes such as those caused from
COVID may contribute to anxiety and depression for people with ASD. In addition, some
participants who still had children in high school noted the struggles in technology that

appears to be a common response to sudden home schooling due to the pandemic. Letzel
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et al. (2020) found that there were both positive and negative effects of home schooling,
with an inequality of technical supports for certain groups and race.

The second theme of pre transitioning preparation in school and community
expanded to include participant experiences with school, which were both negative and
positive. Participants spoke about the lack of teacher follow up on issues with their child,
the “one size fits all” ASD programs that were available, and the lack of individualized
programming. Participant 10 explained how the No Child Left Behind movement caused
their child to fall behind because of mainstreaming and high expectations for academic
success. “Access of services is only available based on autism level. No child left behind
is wrong. Some get left behind.” There are current researchers who focused on how the
“Race to the Top”, which is a nation-wide educational initiative providing federal funds
to school districts that increase academic performance and improve core standards, may
negatively affect specialized and individualized programming that is at the heart of
inclusion (Deas, 2018). Further, Larcombe et al. (2019) identified many factors affecting
successful mainstreaming that include class size, individual social/behavioral
characteristics, availability of teacher assistants, and peer understanding and exposure to
others with ASD.

In addition, participants went on to explain their experiences trying to find school
and community programs to help prepare their child for adulthood. Participant 1, 3, 4, 5,
6, and 9 noted they found that there was a challenge accessing individualized options,
transition planning, and options to inclusion or specialized programs. Based on the results

of the literature review on transition planning, there is a need to provide early and
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ongoing planning for students with ASD that focuses on strength-based approaches
(Hume et al., 2017). Participant 3 explained this frustration they experienced, “We never
had any individual transition planning. They’re not looking at what she can do. Nothing
is individual. They only offered certain things and you had to fit in to that program.

Further, parents said that services that were offered were specific for those with a
certain level of ASD and that those who were higher and lower functioning failed to
receive services depending on the school and the community offerings. Participants 5 and
9 had both indicated that their child was not receiving appropriate services, despite both
children being on the higher spectrum of ASD. Participant 5 described it as, “All IEPs
were the same, not individual...no communication with parents. Only college bound got
services. In addition, Participant 9 noted that, “She was too advanced for what was
offered at school. They only focus on kids with greater needs.” Research indicated a
similar phenomenon regarding transition planning in that it occurs at a lower rate in
secondary school for those with ASD compared with other disabilities, students with
ASD do not appear to know what opportunities are available, and they report that they are
not a part of transitioning conversations (Chandroo et al., 2018, 2020; Hendrickson et al.,
2017).

The third theme that was revealed from the data describes parenting and ASD
during adult transitioning. All the participants wanted their child to achieve independence
as an adult. Despite this belief, all reported that their child continued to be dependent on
parents for most of their needs. Parents report that they are still providing supports after

their child has “aged out” of the programs in their communities and are no longer
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eligible, but their roles and coordination processes continues as well as their advocacy
efforts to access services for their adult children (Milan & Nicolas, 2017; Platos et al.,
2019). Many parents reported that their children are not mature enough to live
independently, citing vulnerabilities with using transportation, not having the skill set to
drive safely, lack of communication and social skills, and not being able to secure
financial independence. Research confirms these outcomes indicating limited social
integration, poor outcomes with employment opportunities, and a lack of understanding
of how to reach positive mental health, occupational, and social outcomes (Anderson et
al., 2017; Howlin & Magiati, 2017; Wittenburg et al., 2019).

Parents in the study noted the need to plan for their child’s future and the stress
and hard work this produced. Three participants described their struggles coordinating all
that was needed as being on autopilot, trying to maintain the family unit. It appears from
the research that caregiver strain may differ across the lifespan of the child with ASD and
is dependent on if there is accessibility of services, personal family coping styles, and
internal and external triggers for strain (Shivers et al., 2017). Two of the participants
noted that they experienced affiliated stigma, or that the parents felt stigmatized due to
their child’s ASD. Participant 9 explained that other parents no longer invited them over
due to the need to bring their child with them in social get togethers. Zhou et al (2018)
found that care givers who experience affiliated stigma have higher depression levels,
feel shame, and may be a predictor of psychological problems.

Yet, there were two participants who stated that raising a child with special needs

was an overall positive experience. They noted that they developed more empathy
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towards others, brought a great sense of accomplishment, and made them into better
parents and human beings. Participant 2 stated,

I’ve come to appreciate all of the beauty that there is in being a parent of a child

with special needs and the blessing. I really have come to think of it as a blessing.

I've been able to see a different part of life than I wouldn’t have seen if she didn’t

special needs, and I honestly truly believe it has made me a better person.
Researchers identified that parents that are more educated regarding ASD and have
higher self-efficacy with strategies to cope with issues associated with ASD have greater
satisfaction in the caregiving process (Salas et al., 2017).

The fourth theme identified was ASD characteristics during adult transitioning.
All 10 participants found that their child’s ASD interfered with transitioning at some
level. Participants described ASD characteristics such as social awkwardness, sensory
sensitivities, restrictive thinking, social anxieties, learning difficulties, organization and
transitioning issues, attention deficits, time management problems and lack of social
cues, created problems transitioning causing a disconnection with engaging, group
exclusion, and social stigmatization. Despite these struggles, the parents interviewed
focused on their child’s strengths to develop realistic plans through transitioning and
acceptance of their uniqueness. Thompson et al. (2017) found that parents of children
with ASD do not want to marginalize their children based on their deficits and approach
adult transitioning by leveraging their child’s strengths to reach their goals. In addition,

families that identify with a strength-based approach to adult transitioning versus a deficit
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that cannot be changed, support an individualized and specialized approach to
assimilating to adult living (Thompson et al., 2017).

Five of the participants described their child as having anxiety or depression that
interfered with their child socially engaging and had caused self-isolation during the time
of adult transitioning. Researchers found that social isolation and lack of opportunities for
adults with ASD often lead to mental health issues that may include depression, anxiety,
social anxiety disorder (Keller et al., 2020). Three of the participants characterized their
child as higher functioning and all three had children going to college at some level.
Based on these results, children with ASD who a co-occurring intellectual disability do
not have a higher prevalence for anxiety, depression, and chronic sleep issues (Baker-
Ericzen et al., 2015; Ung et al., 2015).

The fifth theme identified was effects of ASD transitioning on relationships.
Marital satisfaction was a common subtheme, with the majority stating that raising a
child with ASD caused a negative impact on their relationship. Eight out of 10 parents
reported that their marriages ended in part due to the strain of caregiving and extra
burdens of supporting ASD issues. Hartley et al. (2017) found that negative effects were
prevalent and associated with less couple time together, stress of responding to
challenging behavioral needs, less partner closeness and interactions, and fewer positive
interactions.

There were two participants who agreed that their marriage was strained due to
the specialized needs of their child, yet they found ways to address their stress, improve

communication, and identified that their relationships were currently stronger than they
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had been when their child was younger. Hartley et al. (2017) found a positive effect from

the negativity of lack of engagement and cooperation during parenting and the ensuing
conflict that occurs may cause couples with children with ASD to have more sensitivity
to one another because they have a level of empathy from their shared experience.

Finally, the sixth theme was ASD and transitioning outcomes and
recommendations. All participants had young adults with ASD transitioning to adulthood
at various levels. Parents reported a range of outcomes based on the context where it was
occurring. While most parents reported decline or regression for their child after high
school, others found that their child was flourishing. Negative outcomes were associated
with different factors such as lack of maturity to navigate a new environment and loss of
the high school social group and routine. These results are like current research with
young adults with ASD transitioning to adulthood continuing to have poor outcomes in
securing competitive employment, developing, and maintaining peer relationships, and
accessing post-secondary education (Baker-Ericzen et al., 2018; Chen et al., 2018;
Shattuck et al., 2020).

Lack of skills communicating and interacting with others was also a boundary that
limited opportunities for employment or college. Parents described feeling discarded and
isolated from programs once their child left high school and noted frustration trying to
access specialized, individual employment, residential, or educational services. McGee
Hassrick et al. (2020) described a “service-cliff” when disruption occurs from losing

eligibility and access to programs and services that were previously provided at the
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secondary level. Parents who had children in this older age group reported continued
dependence for all their child’s needs.

Finally, most of the parents made recommendations to improve programs and
services at various stages of adult transitioning. Early planning and preparation during
high school was a theme throughout the interviews. Parents wanted to have more options
with individualized programs, tutoring services, pre-employment experiences, real world
experiences practicing social skills and emotional regulation, and employment skills.
Parents noted the need for more funding for transitioning services and highly trained
teachers and professionals that understand the spectrum of autism. Lastly, parents
expressed a need for more supports educating them on transitioning, improving access to
information on transitioning, and providing more parent and organization support to
improve transitioning outcomes.

Limitations of Study

There are multiple challenges that were addressed while conducting this study.
First, in qualitative research, the researcher is the primary data collection instrument and
has the potential to influence the process and results of a study (Patton, 2015).
Transparency throughout the research process must be obvious to address subjective
views that could affect the trustworthiness of the results. These biases must be addressed
during all parts of the writing process. To address the researcher positionality as the
primary instrument of the study, a 3-1 phenomenological framework was employed.
Documentation was used through journaling and memos prior to the research and

throughout the recruiting, interviewing, data analysis, and result stages. This



111

documentation strengthened the trustworthiness of the results by identifying accuracies
and inconsistencies between participants based on the interpretation of the researcher
experience.

Next, the COVID-19 pandemic has impacted and affected how I accessed
participants for a phenomenological study. Although face-to-face interviews are
considered the gold standard to access the richest and most authentic data, this was not
possible due to the pandemic. Therefore, peer-to-peer phone interviews were used.
Finally, there was a back-up plan for issues that occurred recruiting because the nonprofit
agency that advocates for children and family issues addressing ASD was unwilling to
help recruit through their email system. Snowball sampling was applied to known parents
who have children with ASD transitioning to adulthood.

Recommendations

In response to the growing numbers of people with ASD entering college and the
workforce, there is a push to meet the needs of these individuals through specialized
approaches (Chan et al., 2018). Young adults with ASD transitioning to adulthood
continue to have poor outcomes in securing competitive employment, developing, and
maintaining peer relationships, and accessing post-secondary education (Baker-Ericzen et
al., 2018; Chen et al., 2018; Shattuck et al., 2020). All the participants described struggles
with their children attempting to navigate adult transitioning. Whether their child was
staying in high school until 21 or attempting employment or college, all parents reported
the need for more individualized programming and employment opportunities to match

their child’s needs and skills to improve transitioning outcomes. Individuals who have



112

varied choices other than employment in a facility setting or a sheltered workshop have
better employment outcomes (Bush & Tesse, 2017). Parents noted that there is little
transition planning in school and the programs and educational opportunities that are
offered are one size fits all. Transition planning occurs at a lower rate in secondary school
for those with ASD compared with other disabilities, students with ASD do not appear to
know what opportunities are available, and they report that they are not a part of
transitioning conversations (Chandroo et al., 2018; Chandroo et al., 2020; Hendrickson et
al., 2017).

After high school, parents noted concerns in college and employment
environments. Parents identified the lack of inclusion and individualized curriculum on
college campuses. Many students with ASD may have impairments in executive
functioning associated with problem solving and may struggle with concentration in
class, focusing on independent instruction, negotiating a large campus with multiple class
assignments, and as a result, may experience depression, anxiety, and adjustment issues
(Dallas et al., 2015). Parents reported that when employment was successful, their child
had job coaching support on site and were working in a job that was a good match for
their child. Parents advocated for individualized employment opportunities that reflected
the skill set of their child.

In addition, participants identified a lack of opportunities for their child to
socialize and improve social skills, peer engagement, and interaction in a typical setting.
Parents recommended peer mentoring groups, social groups in high school and college,

and a focus on inclusion at different levels. Lack of social engagement skills such as
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sustained eye contact, emotional reciprocity, lack of communication skills, and
misinterpretation of social cues and behavior interfere with successful engagement
(Strunz et al., 2017). Marginalization was reported by some parents, describing a stigma
that their child experienced throughout their school experience. Broady et al. (2017)
found that stigmatization continues to be prevalent in schools and communities, felt by
both parents and their children with ASD. Attitudes toward ASD in the school setting by
TD peers does improve as children get older but there continues to be a negative attitude
toward students with ASD well into later high school years (Aube et al., 2020).
Recommendations for future studies include a more in-depth investigation of
areas that were briefly reported. Bullying, marginalization, family unit experiences, and
extended family supports are areas to consider. Further, a mixed method approach would
provide for an expansion of information on factors associated with poor ASD transition
outcomes. Included would be an examination of transition programs and the factors
associated with supports for families, schools, and community programs. Finally,
quantitative data regarding demographics, financial level, number of family members,
school budgeting for transitioning, parent education background, and parent lifestyle
would provide predictors for successful transitioning to adulthood. Because ASD
characteristics and severity changes over time for a person with ASD, a longitudinal
study would provide important information based on different times of growth toward

independence.
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Implications of Social Change

This research filled the gap in understanding the experiences of parents with
children transitioning to adulthood who are diagnosed with autism spectrum disorder
(ASD). The study provided much needed insight into parents lived experiences while
their child with ASD transitions from adulthood and focus on what it is like from the
parent viewpoint (Este et al., 2019; Shattuck et al., 2020). The key players that could
benefit from this research are parents of northern New York with ASD children, supports
and service through nonprofit organizations such as Wildwood Programs, Center for
Disability Services, Prospect Child and Family Services, Albany Warren Washington
ARC, Community, Work, and Independence, Inc., and agencies advocating for families
such as Autism Alliance, Office of People with Developmental Disabilities (OPWDD)
and NYSACRA (New York State Association of Community and Residential agencies).
Understanding the phenomenon from the parent perspective was critical because the
information has the potential to affect resources, funding, programming, and life skill
development currently lacking after the transition phase (First et al., 2016; Milan &
Nicolas, 2017). The knowledge gained informed professional practice in the needed areas
of pre-planning programs in social skill training, competitive employment training,
budgeting, and life skills training, and affective advocacy, grant availability, and policy
development that supports successful adult transitioning (Kuo et al., 2018; Nicolas et al.,
2018; Taylor et al., 2015). Whatever the potential implications, affecting positive social

change for parents of young adults with ASD is meaningful for these reasons and this
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study may have the potential to provide a foundation for future research in this
specialized area of life transitions.
Conclusion

In this study, I explored the lived experiences of parents with ASD who are
transitioning to adulthood. Parents reflected on their child’s progress at many levels of
transitioning with some children still in high school and others experiencing employment
or post-secondary school. Researchers who report on the topic of ASD and adult
transitioning describe overall negative outcomes for young adults with ASD during adult
transitioning. There is a discrepancy in rates of success for people with ASD versus their
typically developing peers. Individualized approaches to transition planning, pre-
employment training, social skills training, and college preparation all improve prospects
to meet successful outcomes (Hendrickson et al., 2017; Shattuck et al., 2020). Yet, the
participants in the study consistently reported the lack of individualized, accessible
programs that support the transitioning process. Given the negative outcomes reported in
this study that confirmed the existing research, it is essential to improve upon current
planning and preparation services and to expand knowledge about ASD and adult

transitioning through the parent lived experience.
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Appendix A: Interview Guide

Qualitative Interview Guide

Opening the Interview:

Thank you for participating in this research study. Your participation supports the
need for more information about the parent experience as their child with Autism
Spectrum Disorder (ASD) transitions to adulthood. All informed consent procedures have
been approved by an Individual Review Board. Personal information generated from the
interview data will be redacted or destroyed. You may stop the interview at any time and
for any reason. You will only participate in one interview. Your responses and
participation are completely confidential. Do you have any questions before we begin?

My tour questions will include:

1. Tell me about your family unit/make-up?

2. What drew you to participate in this research study?

3. Tell me more about your child with ASD who has transitioned to adulthood?
4. What does an average day consist of for you/your child?

Main Question:

5. What is your experience with community/school supports for your child with

ASD?

Probing question:

6. How have these supports impacted you/your child?

Main Question:

7. What types of supports do you provide as a parent of a child with ASD?



10.

11.

12.

13.

14.

15.

16.

17.
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Probing Question:

What are some challenges to parenting a child with ASD?

How has these challenges changed during the transitioning process?

Main Question:

What types of supports and services are available to you as a parent with a child
diagnosed with ASD?

Probing question:

In what ways has access to services changed since your child has transitioned to
adulthood?

Reword if necessary:

What do you think changed/stayed the same with supports and services as your
child transitioned to adulthood?

Main Question:

How would you describe supports and services necessary for your child’s
success?

Probing Question:

Recall a time where services were successful or failed for your child and how you
responded.

What are the financial, emotional, social, or leisure supports you provide to your
child?

How has your child’s needs changed?

How has your needs, as a parent, changed?
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Closing Question:

I have learned so much about your personal story as a parent experiencing the
transition to adulthood for your child. Is there anything else you would like to share
before we end the interview?

Closing Script for the Interview:

Thank you for the rich amount of information that you shared regarding this
important topic. Your efforts will provide much needed information regarding the
parenting experience during their child’s transition to adulthood. If you remember
something regarding the topic that you believe is important, please contact me (provide
contact information). I will contact you once the data is completed to verify the results for
accuracy. Once the study is completed, I will share the results. As a reminder, all
personal information will be destroyed that was collected. Your identity will remain

anonymous.
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Appendix B: Transcript Example Evidence

P-10 programs just shut down....now we have to get her back where she was before
COVID.

P-5 Covid caused a delay in services...and job training stopped.

P-8 ...is not doing well without class, everything just shut down.

P-6 Everything just dropped off, she’s declined and she seems depressed.
P-3 Covid stopped all activities and she was home with me all of the time.
P-4 They didn’t go remote, they didn’t do anything.

P-9 She won’t do a lot when she’s home alone.

P-6 She is declining at home.

P-1 She’s home full time and not self-directing.

P-3 She did not understand the Zoom platform and couldn’t see the other students on the
screen.

P-3 She won’t do anything independently....she was getting no therapies during covid.
P-3 IPad wasn’t set up right to participate in classes.

P-5 Home schooling was very difficult, I couldn’t figure anything out.

P-6 She seems depressed, disconnected.

P-4 We all work, ...is home alone all day.

P-5 All IEPs were the same, not individual.....no communication with parents. Only
college bound got services.

P-3 Never had any individual transition planning. They’re not looking at what she can do.
Nothing is individual.

P-1 It’s all one size fits all. If your not that disabled you get less services.
P-1 Teachers didn’t follow up and only certain programs were available.
P-6 they only offer one size fits all. Schools don’t prepare kids.

P-8 Life skills program was great. But high school was horrible because mainstreaming
didn’t work. She couldn’t keep up. Tutors weren’t prepared.

P-9 She was too advanced for what was offered at school. They only focus on kids with
greater needs.
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P-10 Access of services is only available based on autism level. No child left behind is
wrong. Some get left behind.

P-4 After graduation she did not want to go back again.p-10 A lot of kids bullied her

P-4 ...she did not do well in inclusion classes.
P-4 ...classes were too overwhelming.
P-5 I was on my own and unaware of programs, I had no clue....everything is up to me.

P3 -Found a consumer directed program, but I’'m doing it on autopilot. I got her therapies,
Ot, PT, Speech.

P-2 We found the waiver program and have home health aides.
P-6 Your on your own to find programs.

P-7 We found teams of people that helped with him and we had found very supportive
teachers.

P-7 We found consumer directed and respite care. Service coordination and it’s amazing.
P-4 ...we had to find alternative programs to school.

P-8 We have to make sure everything is set up....we are trying to prepare her to be able
to go on without us.

P-8 She’s vulnerable...she needs assisted living. She’s mature but not enough though.
We have to leave lists everywhere.

P-9 She continues to be dependent on us for basic stuff. We are nervous about driving.
She is vulnerable and she can be naive.

P-10 We support her being in social situations. She goes to camp and is around other
kids. We want her to get her license but we don’t push. She’s vulnerable.

P-5 Doesn’t know how to financially support himself. We do money spending training.
Wants to learn how to drive.

P-6...your on auto pilot.
P-1...1 was on auto pilot just in the zone.

P-10 She doesn’t get invited to parties. She has a hard time expressing herself. She has
social anxieties....and she is a little awkward. Noise triggers her. Distractions. Autism
doesn’t make them adults at 18.

P-5 He doesn’t get sarcasm. Groups exclude him.
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P-3 She can’t organize, can’t remember things. Kids didn’t know how to deal with her.
She has a hard time with time elapse. Huge anxiety problem. Doesn’t know anything
about strangers. Huge anxiety problem.

P1- Needs help staying on topic. She has no insight. She only wants to focus on certain
things like art. She cannot navigate new environment.

P-2 She can’t effectively communicate.
P-6 She can’t communicate easily. She’s disconnected.
P-7 He cannot understand if you speak fast or rush.

P-8 Doesn’t make a lot of friends. She obsesses when she gets something in her head. She
has a hard time with transitions. She needs time to settle in a new situation. She needs
repetition. She doesn’t do well with people.

P-4 ...very slow processing speed.

P-9 She will shut down if she is pushed. She has trouble with basic stuff. She has no
motivation. Needs to pick up on social cues.

P-4 she would just sit down in the middle of the hallway and shut down. Could be the
littlest thing that sets them off.

P-8...they want to be normal.
P-9 We used to go out. But it’s been a negative impact on social situations.

P-10 We would blame each other and not communicate. Takes it’s toll on marriage. We
separated. But now we have grown together. Stressful to deal with. Counseling helped.

P-1 He is completely hands off. I do all of the kids stuff.

P-2 It was very stressful. Took a toll on our marriage. There was a huge impact. We
needed to communicate better. We needed respite.

P-7 There was a humongous strain on marriage. We dealt with it really differently. Put a
toll on relationship. I was the main caregiver.

P-8 Made my wife and I closer. Every marriage has stress. This is what we are dealt with.
P-4 ...caused a strain. Was definitely a balancing act.
P-9 She continues to be dependent, she takes 2 college courses with many supports.

P-10 She is working on her CNA and will graduate in may. She wants to help, even in a
volunteer capacity.
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P-5 He doesn’t know what he wants to do. Cannot financially support himself. Cannot
drive yet.

P-3 She doesn’t have any friends. She is regressing. She can’t do anything independently.

P-1 Shes not quite up to snuff. She doesn’t have her HS group. She is in college but only
can do well in classes she likes like art. She gets tutoring help. She is naive and
vulnerable.

P-6 You only matter if your under 22. You feel discarded. Shes declined without
services.

P-7 He did better once he left high school. He’s flourishing with a part time job and a job
coach.

P-8 She wants to live independently but cannot support herself financially. She needs
assisted living program. She needs guidance.

P-4 They need to match staff and programs to kids needs. Be more sensitive to child’s
needs.

P-4 ...develop student buddy system.

P-4...have college courses available with individual curriculums.
P-4 ...need for parent support group.

P-10 ...need trained teachers, quality clinicians.

P-10...need more funding for transition planning.

P-10 Organizations that bring parents together.

P-10...need a specialized driving school and more social groups.
P-10need the best of the best that understand the spectrum.

P-8 ...need tutor programs in school and college.

P-8...smaller classrooms with trained teachers.

P-6...support group for moms, help us prepare for transitioning.
P-6... well trained staff and programs individualized for kids.
P-7...need transition planning earlier.

P-9...need for individualized programs.

P-5...need for driving schools for ASD.
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P-5...peer support programs for kids transitioning.
P-3...more help up front learning the process of transitioning.

P-1 We need more specialized employment programs.
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