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ABSTRACT

The purpose of this transcendental phenomenological study was to understand, as a lived
experience, the parents’ quality of life (QoL) with young adult children diagnosed with autism
spectrum disorder (ASD) residing on a college campus. In addition, this study helped understand
parent experiences related to factors about transition and their QoL. For parents of adult children
with ASD in a college residency setting, many stressful and challenging times were attributed to
their child living outside the home, which ultimately impacted parental stress and the parents’
QoL. The theory guiding this study is the Schlossberg Transition Theof}981), and the 4 S
Transition model of assimilation and appraisal was used to conceptualize the framework. The
central research question for this study was designed to understand the lived experiences of
parents with young adult ASD children living in a college residency setting and the impact stress
and transition had on their QoL. The research sub-questions were designed to understand better
parenting a young adult child with ASD and the significant challenges as resources and support
systems were limited. A transcendental phenomenological approach was used for this study, and
data collection included questionnaires, semi-structured individual interviews, and a single focus
group interview. Data analysis was manually collected and included bracketing, open coding,
and thematic analysis. The analysis yielded four major themes: Relinquishing Control, Fear of
the Unknown, Evolution Within Transition, and Campus Support. In addition, findings from this
study also revealed how to support families with adult children affected by autism and enrich the
education of professionals who work with them in higher education.

Keywords autism spectrum disorder, college, parent(s), quality of life, qualitative

research, transition, stress
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CHAPTER ONE: INTRODUCTION
Overview

Autism spectrum disorder (ASD) represents a range of multifaceted developmental and
neurological disorders characterized by non-verbal communication and social interaction (Karst
& Van Hecke, 2012). In 2013, the American Psychiatric Association (APA) classified
Asperger’s syndrome under the umbrella of ASD and considered it to be on the spectrum of
autism disorders in the Diagnostic and Statistical Manual of Mental Disord€sSM-5).
Asperger’s is distinguished from classic autism as it is less severe in symptoms and lacks
language delays (Autism Society, 2016). A description of the criteria for ASD from the DSM-5 is
presented in this study to provide background information related to the disorder’s characteristics
that impact the difficulties ASD students experience. Current research offers the quality of life
(QoL) of parents with ASD children transitioning through various levels of academia. However,
there is a gap in the study about the parents” QoL after their ASD child has transitioned to a
college residential setting. Therefore, chapter one included introductory information about ASD
relating to the parents” QoL about their young adult child with ASD’s transition to the college
residential setting.

This chapter included the problem statement, purpose statement, significance of the
study, and research questions to contextualize the framework for this study. Additionally,
background information provided background information regarding historical, social, and
theoretical contexts. Schlossberg’s transition theory (1981) will serve as the theoretical
framework for this study to help understand the QoL of parents and contribute to closing the gap
in the literature for understanding the stress and coping of parents of children with ASD residing

in a college residential setting. Finally, this study allowed the participants to share their
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experiences, points of view, and real-life stories to help illuminate the phenomenon of parents’
lived experiences with adult children diagnosed with ASD residing in a college residency setting.
Background

The transition to secondary school is a common cause of stress and anxiety for all
students. However, it can be overwhelming when combined with the characteristics associated
with Asperger Syndrome (Forte et al., 2011; Wei et al., 2015). The transition from high school to
college is often a period of change for the ASD parent and child that may impact their social and
emotional well-being. However, ASD families will experience different challenges than families
with neurotypical children (individuals not displaying or characterized by autistic patterns) who
are not affected by ASD (Lefkowitz, 2005). Finding a specific definition for an ASD family is
challenging; however, a general description of an ASD family is anyone living with or caring for
a person with ASD, which affects the entire family-parents, siblings, and in some families,
grandparents, aunts, uncles, and cousins (Centers for Disease Control and Prevention [CDC],
2020). Understanding the lived experiences of parents of young adult children with ASD, ages
19-25, is necessary for parents and stakeholders in higher education, such as administrators and
state and federal policymakers. Stakeholders will benefit from this knowledge regarding the
parents’ transition to gain additional insight about possible ways to help minimize parental stress
for parents of young adults with ASD.

The year of adolescence is a time that can create anxiety and worry for most neurotypical
parents. However, for the parent of a young adult with ASD, feeling overwhelmed and stressed
creates a heightened sense of worry (Stein et al., 2011). For example, parents of young adults
with ASD might find it difficult to advocate and coach their son or daughter through an issue or

problem over the phone, requiring detailed instructions or prompting. These experiences will
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inadvertently impact the QoL of parents with young adult ASD children in a college residency
setting as they are now long-distance and cannot have physical interaction or engagement.
Parents of young adult ASD children are constantly faced with the lifelong endeavor of
advocating for their son or daughter regarding appropriate services and support. Usually, many
parents play an essential and active role in their child’s life, providing organizational, financial,
and emotional support (Van Hees et al., 2015). Moreover, as the child grows older into young
adulthood, the parent’s level of responsibility tends to increase or remain at the same extent as
when the child was younger (Romanowski & Kirby, 2001).

The term empty nestnay be a difficult concept for some parents of young adults with
ASD because they may not be able to disconnect from their parental role. The empty nest
syndrome is a phenomenon where parents might feel lost when their child leaves home.
Contrastingly, some parents of young adults with ASD may experience added responsibility,
such as caring for their parents, considering retirement options, making career changes, and
caring for their young adult child with ASD. However, this also creates a bittersweetness in
seeing an ASD child grow into his own life (Romanowski & Kirby, 2001).
Historical Contexts

The labels autism and autisticome from the Greek word autos, meaning self, and were
coined in 1911 by a psychiatrist, Eugen Bleuler. He used the term to describe an aspect of
schizophrenia, where an individual withdraws totally from the outside world into himself (Sicile-
Kira, 2004). In the early 20th century, a Freudian psychoanalytic approach reflected a grounded
theory on autism that described the cause of autism as emotional or psychological factors rather
than biological or physical factors (Minkowski et al., 2001). Due to medical field professionals'

lack of medical research, these psychogenic explanations were readily accepted (Minkowski et
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al., 2001). Dr. Hans Asperger (1944), a Viennese pediatrician and the individual for whom
Asperger’s syndrome is named, was one of the leading researchers studying children’s behavior
patterns connected to speech and social interactions. In basic terms, Asperger Syndrome is a
neurological disorder characterized by “a triad of impairments affecting social interaction,
communication, and imagination, accompanied by a narrow, rigid, repetitive pattern of activities
(Wing, 1981). Hans Asperger’s research, and child psychiatrist Leo Kanner, confirmed that these
children were on a higher functioning spectrum than suggested by earlier autistic studies. Both
Hans Asperger and Leo Kanner studied children with social difficulties, terming them ‘autistiche
Psychopathen’ (autistic personality disorder; Tantum, 2011). Asperger’s interest was in the
social abilities of the children he treated, while Kanner’s interest was in their emotions (Tantum,
2011).

Research findings revealed that raising a child with ASD is stressful for parents (Smith et
al., 2012). A child with ASD presents many challenges for their parents as sustained demands are
unpredictable and unknown; these stressors can inevitably impact the QoL for parents. For
example, the primary impairments of ASD are lifelong from the onset of post-childhood, which
may or may not improve over time. However, the difficulties with social transitions, making
friends, taking language concretely, and lacking empathy continue throughout adolescence and
beyond (Tantum, 2011), directly impacting the parent(s) who serves as their primary point of
reference for support. Research studies have also revealed that parents of ASD children
experience higher stress than parents of children with other disabilities, such as Down Syndrome
(Huang et al., 2014; Seymour et al., 2013).

QoL can have different meanings in everyday language and be frequently used without

explicit definition. For example, the World Health Organization (WHO, 2004) defined QoL as
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individuals’ perceptions of their position in life in the context of the culture and value systems in
which they live and concerning their goals, expectations, standards, and concerns. Contrastingly,
Ferrans (2005) suggested that quality-of-life is commonly used to mean health status, physical
functioning, symptoms, psychosocial adjustment, well-being, life satisfaction, or happiness. For
this study, the QoL definition is an individual’s interpretation of their life and environment
pertaining to their social, emotional, and physical well-being.
Social Context

There are several challenges faced by parents caring for a child with ASD, which can
amplify parenting stress; however, the outcome of these challenges can be deduced by having
interventions such as social support. Those affected with ASD can often require lifelong support
and care, even into adulthood (Chamak & Bonniau, 2016). For the parent of a young adult with
ASD, social support is a determining factor that can either decrease challenges or increase stress
levels. Social support is an important protective factor against parental stress and its entailed
issues when raising neurotypical children (Saisto et al., 2008). However, as it pertains to raising
a child with ASD, the involved parent may encounter predictable and unpredictable heightened
levels of stress, which entails both stressful and happy times. Therefore, the parents of young
adults with ASD must find ways to cope with various stressors by seeking emotional support; or
finding other coping mechanisms. The perceived social support for the ASD parent can range
from categories including colleagues, friends, family, and professionals that provide them with
emotional, informative, esteem, and financial support (Cappe et al., 2018). The rate of
satisfaction regarding the support may vary. However, Freedman and Boyer (2000) reported the
lack of coordination between different social departments and agencies could be ascribed as

insufficient support, affecting the QoL of parents of young adults with ASD.
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Parents of children with ASD can experience their child’s transition to a college campus
as a stressful and challenging time. The raised levels of fatigue, stress, anxiety, and depression in
parents of children with ASD are also well documented (Giallo et al., 2013; Quintero &
Mclintyre, 2010). In addition, research findings revealed how parents of young adults with ASD
face a delicate balancing act of meeting the needs of their adult child with ASD and attempting
to find fulfillment in their own lives (Hines et al., 2014; Piazza et al., 2014). At the same time the
well-being of the parents is believed to play a significant role in affecting positive child
behaviors and the quality-of-life outcomes for the child, parent, and whole family (Osborne et
al., 2008; Robbins et al., 1991). Furthermore, research findings demonstrated that parents of
children with ASD typically reported higher levels of parenting stress when compared to parents
of neurotypical developing children; that is, children who do not display autistic or atypical
patterns (Baker-Ericzén et al., 2005).

Theoretical Context

Using a theoretical framework for a qualitative inquiry was significant as it influenced
the research process. A theoretical framework explained a specific set of observed phenomena in
a system of constructs and laws that relate these constructs to each other (Gall et al., 2007). This
literature review provided information about how QoL related to Schlossberg’s (2011) transition
theory constructs. Schlossberg’s (2011) transition theory was introduced in 1981 to be able to
describe the “human adaptation to transition” (Schlossberg, 2011, p. 2). Gall et al. (2007) stated
that constructs that label phenomena are descriptive labels. This study's constructs (i.e.,
descriptive labels) connected with three stages of a parents’ transition: moving in, moving out,

and moving through (Anderson et al., 2012), which impacted their QoL. These tenets revealed
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commonalities between stress and coping, enabling researchers to understand this phenomenon
better.

ASDs are a group of life-long neurodevelopmental conditions characterized by
significant deficits in the social and communication domains and restrictive, repetitive, and
ritualistic patterns of behavior, interests, or activities (APA, 2013). Asperger’s syndrome affects
parents’ personal and social life, including their need to continuously prompt, cue, and advocate
for their young adult child with ASD. As a result, the parent has constant interruptions to their
personal time, creating strains on other relationships (Estes et al., 2009). Researchers have
indicated that parents of young adults with ASD have high levels of parenting stress with
increasing responsibilities as their children transition through the stages of life into adulthood
(Hartley et al., 2010; Silva & Schalock, 2012).

With the continuous needs of children with Asperger’s syndrome, such as prompting,
cueing, coaching, and providing advocacy, parents can experience simultaneous feelings of hope
and disappointment (Mansell & Morris, 2004). Schlossberg’s theory of transition suggests that
the stressors that one encounters are directly impacted by their coping mechanisms, which can be
entirely different depending on a person’s perceptions of events and resources available to them
(Schlossberg, 1984). Parents raising a child with Asperger’s can already be exacerbated and
overwhelmed. However, as their child reaches young adulthood and transitions to a college
setting, a parent’s stress and anxiety may increase considerably as their concerns and worry
center around the navigation and higher education transition (Zeedyk et al., 2003). Regarding
transition planning, parent involvement is key to accessing information about post-school
education and finding available career options for their young adult’s future (Griftin et al., 2010).

On the other hand, transition planning resources are limited for parents of young adults
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with ASD, leaving parents to experience frustration and anger because many parents do not
know how to help their child matriculate to the college setting (Van Pelt, 2008). Consequently,
parents worry about their child’s future without appropriate planning and feel they will be left to
sit at home because adequate planning did not occur (Camarena & Sarigiani, 2009). In a study
conducted by Harrington et al. (2006), parents coming through secondary to post-secondary
transition with their child with ASD expressed dissatisfaction and described inconsistencies
between the mandated transition planning process in secondary schools and their actual
experiences. In some cases, parents of young adults with ASD felt a lack of awareness of the
transition plans, thus reducing their opportunity for direct input, or the transition planning came
much too late during their ASD child’s senior year, which caused them to feel frustrated and ill-
prepared for their ASD child’s transition to post-secondary education (PSE; Kraemer & Blacher,
2001).

The Individuals with Disabilities Education Act (IDEA) is a law that makes available a
free appropriate public education to eligible children with disabilities throughout the nation and
ensures special education and related services to those children. Increased parental involvement
in transition planning is considered a function of IDEA that encourages parents’ active
participation (Kraemer & Blacher, 2001). Other laws, such as the Office for Civil Rights (OCR),
do not enforce the IDEA; however, OCR does enforce the Rehabilitation Act of 1973, Section
504, and Americans with Disabilities Act of 1990, Title 11 rights IDEA-eligible students with
disabilities. The purpose of OCR is to eliminate discrimination based on disability against
students with disabilities. As ASD students transition to PSE, their parents may find support with
transition planning through the help of OCR. Additionally, the Family Educational Rights and

Privacy Act (FERPA) of 1974 is a federal law that governs the access to educational information
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and records. When a student turns 18 years old or enters a postsecondary institution at any age,
the rights under FERPA transfer from the parents to the student. Various forms are associated
with OCR and FERPA, supporting and establishing student autonomy at the post-secondary
level.

In contrast, parents did report feeling more supported by the secondary school when the
district-mandated a circle of support for parents of young adults with ASD in secondary school
settings. This circle of support included the school secretary, teachers, principals, and disability
personnel such as inclusion teachers and other support staff (Martinez, et al., 2012). Myers et al.
(2009) expressed the importance of viewing parents’ well-being from a broader view to gain
transitions’ full impact on their QoL. Parents with ASD adult children should prepare their child
to transition into a residential college setting. Still, parents must also consider the QoL impact
their child’s transition will have. This research provided literary knowledge for other parents of
ASD adult children considering PSE as an option for their child. Also, this research provided
valuable insight to college recruiters and program administrations on the challenges and potential
stressors facing parents of students with ASD considering or adjusting to PSE. Previous research
has shown that educational marketing is “the process which enables client needs to be identified,
anticipated, and satisfied so that the institution’s objectives can be achieved” (Pardey, 1991, p.
12), seeking to provide a competitive environment to potential students. This research provided
college administrators with knowledge of parents” QoL, which could assist them in creating
policies and strategies as a way of achieving educational marketing through elevating or
minimizing stressors affecting parents’ QoL.

Situation to Self

| am the researcher and an educator of 20 years, teaching students with special needs on
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all levels from kindergarten to college. As a researcher, my motivation was sparked by self-
reflective aspiration about my QoL being a parent of an adult child with Asperger’s syndrome.
The journey has not been easy; however, | made an early decision to connect with organizations
and find resources to assist with the overall development of my unique child, who followed his
path and own way of processing life and the people around him. I was privileged that he (my
son) invited me inside his world of knowledge using that beautiful brain that I often told him he
had—especially when days of therapy and teasing were exasperating for us both. Understandable
frustration tried to take over when he could not figure things out or struggled to perform at the
same pace as other children his age. Ironically, today, he far exceeds expectations, and rote
behaviors quickly dissipated once he found outlets through music and cooking. My motivation
and inspiration for conducting this phenomenological study were to create an awareness and
understanding from the parent’s perspective, especially after years of significant prompting have
subsided. There is no more reliance on the individual education plan (IEP) team from the
public/private school settings. In this research, | set aside any preconceived notions about
parenting and stress and coping styles and allowed participants to tell their stories in their own
words.

While literature was abundant on parenting a child with autism and social support, there
was a lack of focus and clarity on the QoL of parents with young adult children with ASD
transitioning to a college residency setting. Parents in this study rearing a young adult child with
an ASD experienced elevated stress levels. They were at risk for various psychosocial difficulties
(Hayes & Watson, 2013). Like many parents of children with ASD, | related to multiple stress
levels, especially regarding the lack of support and resources from various organizations.

Another critical issue when entering adulthood was that many adults with autism remained
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without appropriate services and effective interventions (Barnard et al., 2001; Van & Geurts,
2015).

Additionally, I had specific philosophical assumptions that guided this study. First, the
ontological assumption relates to the study, as it embraced multiple realities that humans live in a
world where things are subjective and recognized with personal meanings and interpretations.
The phenomenological research method used in this research allowed exploration into each
individual’s experiences. It was essential to ensure that my personal biases did not impede the
valid nature of the participant’s responses. The value of parents’ QoL and how they interpret the
aspects found within QoL, such as stress, and coping factors, were discussed later in this chapter.

Furthermore, the axiological assumption highlighted my knowledge and included my
interpretations with the participants’ interpretations (Creswell, 2009). Likewise, I acknowledged
that research is value-laden and that biases can be present. The constructivist worldview of
Creswell (2015) established that individuals sought understanding of the world in which they
lived and worked and developed subjective meanings of their experiences. My goal as the
researcher was to gain knowledge of the participants’ situations and views by asking them open-
ended questions to understand their life experiences better. Throughout the interview process, |
desired to understand the QoL that parents of young adult children with ASD experienced and
the stress and coping factors that affected their QoL.

Problem Statement

Each year, colleges and universities receive an increasing number of admission
applications from young adults diagnosed with Asperger syndrome and high functioning autism
(Taylor et al., 2017). It is noted that individuals diagnosed with ASD frequently require care and

support throughout adulthood (Matson et al., 2008), which indicates the responsibility that
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parents face to be actively involved in their ASD child's life throughout the adolescent stage.
Recent findings explained that approximately one child in 44 is diagnosed with ASD (CDC,
2021); however, the number of adults over 18 is not available (Christensen et al., 2016).

Parents of adult children with ASD have been met with life-long challenges regarding the
well-being and care of their adult children. In some cases, parents could experience limited
resources, such as the lack of structured learning environments and support services once their
adult child transitions from secondary public school to PSE. Often, services available to the
parents of young children are not readily available for parents with young adult children with
ASD (Siller et al., 2014). Moreover, parents face uncertainty when navigating a new life once
their child has transitioned to college is even more difficult.

While parents frequently serve as powerful advocates for their students with ASD at the
elementary and secondary school levels, the role of parents in advocating for their college-bound
students with ASD is notably absent within the institution, and regarding the need to support
students with disabilities at the college level (Morrison et al., 2009). In addition, most research
on ASD centered on parents of children with this diagnosis but not on parents of adults with
ASD (Lounds et al., 2007). Furthermore, parents experiencing post-secondary transition have
supported their ASD children through a lifetime of prompting, sheltering, protecting, and
forgetting how their own QoL is impacted. Notably, the parent's QoL is a primary topic that
deserves more research and attention.

It should also be noted that not many disorders pose a more significant threat to the
psychosocial well-being of parents than ASD (Lounds et al., 2007). While there is abundant
literature surrounding parents and their younger children with ASD in elementary years, very

little research focuses on parents with adult children transitioning to a college residential setting.



28

For example, Morrison et al. (2009) conducted a study that focused on the parents of an ASD
college student. Still, the researchers only examined support services and accommodations at the
college level and not the parent's QoL. In a non-residential college setting, this study revealed the
advocacy of the parent is still the primary concern for their young adult child with ASD.

Although parents served as a primary support system for their young adult students with
ASD, the previous research on the parent's perspective is scarce. Research has emerged
concerning caregivers of adults with ASD (Cadman et al., 2012; Smith et al., 2012); however,
there is limited research on the perspective of parents regarding their QOL and the transitioning
of their young adult child with ASD from secondary to college campus residency. In addition, it
is vital to recognize the overwhelming support that parents provide to their adult children with
ASD, whether it is emotional or financial; this enormous responsibility inevitably impacts their
QoL.

In this transcendental phenomenological study, the QoL of parents with young adult
children with ASD who transitioned to a college residential setting was the focus of examination.
Parents with older ASD children faced a delicate balancing act with finding fulfillment in their
own lives and adjustments in their personal lives (Hines et al., 2014; Piazza et al., 2014). So far,
however, there is limited research given to the voice of parents regarding the transition, as
mentioned earlier; “This problem might be defined as the issue that exists in the literature,
theory, or practice that leads to a need for the study” (Creswell, 1994, p. 50). In many ways, the
focus on the parents of ASD college students was disregarded as an issue. However, the parent’s
voice and actual lived experiences were nearly absent, and it should be at the forefront of
discussion as it relates to their coping and stress levels. The problem under examination in this

transcendental phenomenological study was the impact transition has on a parent’s QoL after
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their young adult student with ASD shifts to a college residential setting.
Purpose Statement

The purpose of this transcendental phenomenological study was to understand, as a lived
experience, the ways transition into a college campus residential setting for a young adult student
with ASD impacted their parents’ QoL. This research study provided descriptions of the meaning
of experiences of a phenomenon for parents of young adult students with ASD in the
Southeastern region of the United States.

Phenomenological approaches have two significant levels:

1. The original data consisted of participant descriptions of their experiences through open-
ended questions, and
2. The lived experiences were described based on reflective analysis (Moustakas, 1994)

The specific phenomenon examined in this research is the QoL of the parents of young
adults with ASD transitioning into a college campus residential setting. At this stage in the study,
QoL is defined "as a person's ideas about their life's station in culture and personal belief systems
and concerning personal objectives, hopes, standards, and worries" (WHOQOL Group, 1998).
There were six broad domains to QoL, including: (a) physical health, (b) psychological state, (c)
levels of independence, (d) social, (e) environmental, and (f) spirituality. For this study, the three
tenets of QoL that were examined are social, psychological, and emotional. The theory guiding
this study was Schlossberg’s transition theory (1984). This transition theory served to facilitate
understanding for identifying stressful situations and coping strategies individuals developed to
handle continuous transitions. To date, very little research has been conducted on parents'
perspectives about the QoL of parents as their adult children with ASD transition to a college

residential setting. This study allowed parents to tell their stories and provided valuable
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information to leaders in higher education, human service professionals, therapists, and other
parents who experienced the same issues.
Significance of the Study

The significance of this research study was to contribute to the existing body of literature
surrounding parental stress and the QoL of parents of young adults with ASD transitioning to a
college residential setting. Aligned with the original publication by van Gennep (1960), the
theory of transition developed by Schlossberg (2008) is similar and coincided with a
developmental approach that provided a framework to analyze adults in transition. Using this
approach, Schlossberg (2008) combined various theories, which included that of Bridges (2002),
to develop a model incorporating three phases of transition: moving out, moving in, and moving
through (Anderson et al., 2012) to show separation, disengagement, and renewal as roles
changed during continuous transitions. Unlike Bridges (2002), Schlossberg maintained that
transition is a constant process with no endpoint (Anderson et al., 2012). In addition, the cycle of
renewal was recognized, and the individual's ability to take charge as they find strategies to cope
during the anticipated and unanticipated transition (Schlossberg et al., 1995). Therefore, the
transition model was used as a theoretical framework for this study that supported the subsequent
application of the theory in published research studies and original publications by the theory
developers themselves. Schlossberg's transition theory (1981) could be accurately applied in
specific contexts, such as parents of children with disabilities and ASD children transitioning to a
college setting.

An additional expectation was that the findings from this research contributed to the
existing body of practical knowledge surrounding the QoL of parents of children with ASD and

the causes of stressors. Cidav et al. (2012) maintained that parents of children with ASD spent a
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disproportionate amount of time with school districts, insurance companies, and federal, state,
and other agencies to acquire appropriate services for their child than parents of children with
other disabilities. Previous research also showed that caregiving for individuals with disabilities,
including children with ASD, positively and negatively affects parents. It is known that some
parents, particularly mothers of children with ASD, reported high levels of stress, depression,
and feelings of isolation (Osborne et al., 2008; Woodgate et al., 2008). There were many
challenges about diminished stress levels for parents of adult children living outside of the home
despite positives and negatives. For example, King et al. (2006) reinforced in their research a
narrow perspective of the child with autism where the child was viewed as a stressor testing
parents' ability to cope and negatively influencing their psychological well-being. More clearly,
the stress exhibited by the parent of children with ASD often required a tremendous sacrifice and
time. Specifically, older parents who co-resided or had significant involvement in their children's
lives indicated that their own lives become regimented to address their child's need for routine
(Hines et al., 2014). The degree of stress and functioning in parents with various factors,
including coping behaviors, is noted as a need for further investigation into the existing research
(Harper et al., 2013; Hastings et al., 2005; Osborne et al., 2008).

Furthermore, outcomes from conducting this study provided empirical, theoretical, and
practical contributions to the field of education, which offered insight into parents' perspectives
of young adult children with ASD as they transitioned to a college residency setting. The
practical contributions of this study provided knowledge to the education field. They increased
an understanding of the perceived self-efficacy and QoL based on the lived experiences of
parents who have young adult children with ASD post-transition to a college residency setting.

Through this qualitative study, empirical contributions were made to the research in the field by
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providing a documented description of parents’ experiences with young adult children with ASD.
Currently, the needs of children with ASD have been extensively studied (Best et al., 2008;
Jordan & Jones, 2012). Likewise, the impact of having a child with a disability has been
researched (Estes et al., 2009; Hartley et al., 2010). However, by conducting this research,
empirical contributions helped close the gap in the literature by increasing understanding of the
specific needs of parents of young adult children with ASD who transitioned to a college
residency setting.

Research Questions

There are essentially two forms of qualitative research questions: a central question and
associated sub-questions (SQs). Research questions for this study were developed following
Moustakas' (1994) recommendation for the phenomenological research questions, which created
rich, textural descriptions of participants' shared experiences. One central question and two
additional research sub-questions guided this transcendental phenomenological research study.
Central Research Question

What is the perception regarding the QoL for parents of young adult children with ASD
who have transitioned into a college residency setting?

Research shows that parents of children with ASD experience stressors associated with
constant caregiving and a slight sense of relief from their parenting and caregiving
responsibilities (Altiere & von Kluge, 2009; Krauss et al., 2005). This stress level may likely
result in caregiver burden that adversely impacts parental QOL. Using Schlossberg’s transition
theoretical framework as the foundation for this study, the highlighted importance of social

support was indicated as an effective coping mechanism for parents to deal with life stressors.
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Research Sub-Questions

SQ 1. What are the parents’ perceptions of their QOL regarding the social support of their
young adult child with ASD in a college residency setting?

The amount of support, and availability of support, are imperative for reducing stress for
parents of young adult children with ASD. Unfortunately, support decreases as the ASD students
grow older (Schieve et al., 2007). A loss of support, which is probable for parents experiencing
caregiver burden, could diminish parents' ability to cope with the demands in their own lives. In
addition, because parents of young adult children with ASD experience significant stressors, this
inhibits them from receiving the social support they need, from which they would benefit
(Altiere & von Kluge, 2009; Woodgate et al., 2008). As a result, parents of children with autism
report higher levels of stress, more mental health problems, poorer physical health, higher rates
of divorce, and lower marital satisfaction when compared to parents of children with other
developmental disabilities, such as Down syndrome or parents of children without disabilities
(Benson, 2006).

SQ 2. How do parents describe their perceptions about yielding their responsibilities to
campus support organizations or their young adult child with ASD in a college residency setting?

Having a child with a disability can be considerably stressful for parents and highly affect
their psychological well-being (Emerson, 2003) and physical health (Taylor-Richardson et al.,
2006). Being a parent of a child with ASD is incredibly taxing for the caregiver (National
Research Council, 2001). In a qualitative study about the role of parents as managers of their
children’s transitional stages, Bambara et al. (2007) found that parents judged disability service
systems as (a) inconsistent, (b) complex, and (c) unresponsive. In other situations, parents liken

the termination of school-based services to falling off a services cliff because their resources
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diminish rapidly. They must suddenly acquire services for their child with limited or no
assistance (Roux et al., 2015).
Definitions
1. Parents of young adults with AS[The categorical term for parents who identify
themselves as parents with children diagnosed with ASD.
2. Adult children diagnosed with ASDBAnN individual who is 18 years of age or older and is
diagnosed with ASD.

3. Asper ger ' sAl&»kohsdcralaknig limited ability to have reciprocal
conversations, and an intense interest in a particular subject are the core features of this
syndrome (Attwood, 2007). The impairment of social interaction, repetitive behavior,
malfunction of non-verbal communication, motor clumsiness, problems in repetitive
language function and communicative language, as well as excessive isolated interests,
are also core features of the disorder (Asperger, 1944).

4. Autism Spectrum DisorderThe term refers to a group of neurodevelopment disorders
that affect areas of social interaction, communication, and behavior (Adreon & Durocher,
2007).

5. Bracketing- A term used to describe a researcher setting aside prejudgment of a research
topic before the interviewing participants (Mapp, 2008).

6. Coping — A problem-solving activity done in response to a stressful event or situation
(Malia, 2006). Coping is a constantly changing cognitive and behavioral effort to manage
specific external and internal demands that are perceived as exceeding a person's

resources.

7. Family Educational Rights and Privacy AGERPA) 1974a federal law that governs the
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access of educational information and records

8. High Functioning Autism Spectrum DisorderStudents with HFASDs will typically
display cognitive functions within the average to the above-average range and, at times,
may demonstrate superior intellectual functioning. Students with HFASDs typically show
the ability to speak in grammatically and syntactically correct structures. As a result,
many students with HFASDs demonstrate the capacity to attend general education
classrooms (Sansosti & Sansosti, 2012).

9. Office for Civil Rights (OCR- ensures equal access to education and enforces civil
rights in schools.

10. Parentingstress— This relates to caregiving interactions, interactions with the service
system, family interactions, and distress or discomfort that results from demands
associated with the role of parenting (Hayes & Watson, 2013).

11. Quality of Life QoL) — A multidimensional concept, broader than health, and well-being,
covering multiple domains, such as relational, psychological, and physical aspects,
including aspects related to specific health status/condition. Some studies focused on one
part of parental QoL (i.e., psychological state or physical health; Lee et al., 2008).

12. SelfEfficacy— Perceived self-efficacy is a concept that represents a person's belief in
their capability to organize and execute the necessary course of action to reach the
desired goal. Self-efficacy beliefs determine how people feel, think, motivate themselves,
and behave (Bandura, 1994).

13. Socialsupport— Social resources are available or are provided to individuals in either
formal or informal relationships. Informal supports are unpaid supports (e.g., personal

networks, such as family and friends). Formal supports are paid supports offered in the
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community (Gottlieb & Bergen, 2010).
14. Stress- A condition in which environmental demands surpass an ability to find solutions
to stressors (Wilmoth & Smyser, 2009).
15. Stressors — Events or situations of sufficient magnitude to trigger change and cause
anxiety in the family system (Malia, 2006).
Summary
Chapter One included information about this transcendental phenomenological study.
Background information related to the issues surrounding the QOL for parents of young adult
children with ASD in college residency settings was utilized in the research and used to guide its
structure. The literature revealed a gap concerning the parents of young adult students diagnosed
with ASD. Very little research has focused on the experiences and QoL of parents of college
students diagnosed with ASD who reside on a college campus. By conducting this study, the
QOL of parents with young adult children diagnosed with ASD has presented findings beneficial
to parents seeking an understanding of their QoL. Higher education administrators hope to
provide support during this life transition. This transcendental phenomenological design was
selected to give a voice to the participants while understanding the essence of their shared
experiences. Schlossberg’s transition theory (1984) serves as the theoretical framework for this
study. Using the process model of the 4S System provided insight into the lived experiences of
parents of young adult children with ASD and significantly enhanced the understanding of what

it means to be parents of a young adult child with ASD.
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CHAPTER TWO: LITERATURE REVIEW
Overview

The transition of a student out of high school and into the adult world can be stressful for
many parents of high school students. This major life transition can be particularly challenging
for parents with adult students with ASD. This transcendental phenomenological study aims to
understand the parent's perception of their QoL pertaining to adult children with Asperger's
syndrome transitioning to a college residency setting. According to the Autism and
Developmental Disabilities Monitoring Network Surveillance Year 2008 Principal Investigators
(2012), ASDs now affect 1 in 54 children, and that number is steadily rising. The autism
spectrum is characterized by the severity of behavioral, communication, and social deficits and is
associated with restrictive, repetitive behaviors (Ludlow et al., 2012). Young adults with ASD
are confronted with several impairments that impact their ability to self-regulate transitional
functions throughout their lifespan. These cognitive limitations necessitate continual care and
support from parents or caregivers (Matson et al., 2008). While there is much research on
individuals with autism, there is limited research on parents' QoL after their young adult child
has transitioned to a residential college setting.

Researchers reported that children with ASD experience greater stress levels than parents
of children without a disability and parents of children with other disabilities (Benson, 2006;
Hastings et al., 2005; Twoy et al., 2007). Information related in this chapter expounds upon
literature to present an empirical foundation for the lived experiences and study of QoL among
parents of young adult children with ASD who reside on a college campus. In providing a
framework for exploring the lived experiences and QoL of the parents, this literature review

focused on parental stressors and their connection to their well-being. This body of knowledge,
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while helpful to researchers studying Asperger's syndrome, was also highlighted the literature
gap that exists concerning parents' perceptions of their QoL and coping with adult children in
college residency settings using Schlossberg’s theory of transition (1984).

Background of Autism

Autism is a spectrum disorder, meaning it has many forms that affect people in varying
degrees (Biggs & Carter, 2016). Each person’s experience with autism presents unique
challenges and strengths, which define the type of support needed to lead a fulfilling life. The
inception and description of autistic tendencies date back to the early 1800s (Attwood, 2007);
however, the definition and diagnostic criteria for autism have radically changed. The labels
autism and autistic come from the Greek word autos, meaning self; they were coined in 1911 by
a Swiss psychiatrist, Eugen Bleuler (Murray, 2012). He used this term to describe an aspect of
schizophrenia, where an individual withdraws totally from the outside world into himself (Sicile,
2004). During this period, autism was characterized as schizophrenia, described by an individual
as isolating and withdrawing from others (Fusar-Poli et al., 2017).

In 1944, Hans Asperger, an Austrian pediatrician in Vienna, studied four boys he
described with communication and social interaction (Asperger, 1991). There were distinct
differences between the two studies of Asperger and Kanner. Kanner's description of children
with severe autism concluded that it was a disastrous condition (Kanner, 1943). On the other
hand, Asperger's description was of more able children. He felt there might be more positive
attributes or characteristics in these children, leading to more substantial achievements as an
adult (Asperger, 1991). The term more ablealludes to making significant progress beyond
expectations. In the early 1940s, pioneers in autism, Leo Kanner and Hans Asperger, studied

children with autistic characteristics. Kanner first identified autism as a distinct neurological
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condition, although he could not specify a cause. He also described autism as the children's
inability to relate themselves in an ordinary way to people and situations from the beginning of
life (Kanner, 1943). Another aspect of Kanner's view of autism is incepted from Bettelheim's
theory of refrigerator mothers, in which the proposed cause for autism is lack of maternal
warmth (Kanner, 1943). Although Bettelheim believed in some intrinsic properties, this would
be his main argument for the cause of autism (Kanner, 1943). Meanwhile, Hungarian
psychotherapist Bruno Bettelheim conceptualized the refrigerator mothers’ theory as maternal
rejection that was cold, distant, isolation, which pushed their children into mental isolation; he
proposed the cause of autism is lack of maternal warmth. Bettelheim spent 1943 and 1944 in
concentration camps after World War 11, where he likened the mental isolation of autistic
children to prisoners of war released from concentration camps (Adelson, 1997).

In the 1960s, a different approach to autism research began to take shape after the
controversial idea that parents were the cause of autism (History of Autism, 2010). During this
time, researchers started a shift from focusing solely on psychogenic and emotional causes of
autism toward comprehending the biological and behavioral mechanisms of autism. For instance,
the research by Stella Chess in the 1960s revealed the dynamics of autism as a neurological
disease, which is a contrast to refrigerator mothers' theory (History of Autism, 2010), in which
Bettelheim suggested that mothers were emotionally withdrawn with hearts cold as stone
(Mesibov et al., 2005). Likewise, the refrigerator mother theory was dispelled by Bernard
Rimland, founder of the Autism Society of America, in 1964. He concluded that autism disorder
was a biological disorder and not a mental illness (Rimland, 1964). Future treatment methods
would be influenced by this book and create a foundation for connection and worldwide parent

networking (Sicile, 2004).
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British psychiatrists first used the term Asperger's syndrome. In a paper published in
1981, Lorna Wing, an English psychiatrist, rediscovered the work of Hans Asperger by using the
term 'more able boys' to describe children with less volatile behavior that was not disabling;
Asperger used the original term "autistic psychopathy' (Wing, 1981). In her paper, Wing (1981)
reported 34 cases of children and adults whose profile of abilities more closely resembled the
cases of Asperger's; she was the first to use the term Asperger's syndrome (Wing, 1981). People
with Asperger syndrome face difficulties in communication, social interaction, and making
relationships; being autistic impacts these individuals' personal and social lives and their families
(Taylor & Seltzer, 2010).

According to the Diagnostic and Statistical Manual of Mental Disordet®
classification and description for Asperger's syndrome refer to an association between autism
and the development of an additional secondary mood disorder, especially depression or an
anxiety disorder (Attwood, 2007). People with Asperger's syndrome also have other difficulties,
mental health issues, or conditions (Sicile, 2004). They can be socially challenged can have an
all-absorbing interest in specific topics. As classic behavior, some high functioning ASD
individuals possess incredible recall and memory and can remember the exact sequential order of
almost anything (Murray, 2012). Although both pioneers, Asperger and Kanner, used the term
autism in their studies, it is interesting to note they never exchanged correspondences regarding
the children they were describing (Attwood, 2007). Their research revealed findings that have
provided public knowledge and understanding regarding this life-long disability.

ASD
Children with ASD are characterized by difficulties in social interactions, verbal and non-

verbal communication, restricted repetitive behaviors, and interests and activities (APA, 2013).
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While ASD can range from mild symptoms in people, such as actress Courtney Love and actors
Dan Aykroyd and Anthony Hopkins (Natale, 2018), some symptoms are pervasive across all
domains of functioning during the lifespan and can be more severe. Consequently, most
individuals diagnosed with ASD frequently require care and support throughout adulthood
(Matson et al., 2008). Respectively, no two individuals are the same with ASD, as Asperger
(1944) considered that children with autism could not be understood simply in terms of concepts
such as poverty or emotion. Instead, he characterized these children as a qualitative difference;
there is a disharmony in emotion and disposition (Asperger, 1991). Aside from the apparent core
difficulties, individuals with ASD are affected differently and to different degrees. Regarding the
parent's perspective of raising a child with Asperger's, these factors can become overwhelming
and exacerbating. There are incessant needs throughout the life of a child diagnosed with
Asperger's, which causes a parent to feel hope and disappointment simultaneously (Mansell &
Morris, 2004).

ASD refers to a neurodevelopmental disorder associated with deficits in social interaction
and social communication, combined with restricted or repetitive patterns of behavior and
interests (APA, 2013). Comparatively, Ludlow et al. (2012) described ASD as a developmental
disability that affects communication and social interaction and is associated with restrictive,
repetitive behaviors. According to the Autism And Developmental Disabilities Monitoring
Network Surveillance Year 2008 Principal Investigators (2012), the prevalence of ASD has
increased dramatically over the last two decades and varies worldwide from 0.6% to 1.47%.
With the rising prevalence, adequate provisions and evidence-based treatment programs have
contributed to a growing contingency of students with ASD attending PSE (Adreon & Durocher,

2007).
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QoL Defined

Researchers have developed a host of definitions for QoL emerging from qualitative and
quantitative research in healthcare, psychology, anthropology, and disability studies (Barofsky,
2012). QoL can be viewed as either unique or idiosyncratic for each person; or influenced by a
person’s skills, wishes, and resources (Brown & Schippers, 2018). Although QoL is difficult to
define for all people because of their differences, researchers have found some commonalities
discussed below. QoL embraces specific perceptions, behaviors, or conditions that pertain to a
person's well-being (Schalock, 2004). In comparison, other definitions outline QoL as a state of
well-being consisting of the ability to perform everyday activities, which reflect physical,
psychological, and social well-being (Gotay et al., 1992). Overall, Lincoln and Powers (2007)
emphasized that QoL is best assessed when individuals can directly provide objective and
subjective information about their state of being. Whereas seminal authors Campbell et al.
(1976) concurred that QoL is best defined as an individual's perceived level of satisfaction with
life-related to satisfaction levels, including work, family, residential environment, etc. Campbell
et al. (1976) also contend that cognitive experiences can be used as an indicator of QoL to
capture the concept of satisfaction of needs.

Notably, the QoL’s meaning and definition are controversial, as there is a lack of
consensus within and across fields regarding its description (Felce, 1997; Gill & Feinstein,
1994). Vasilopoulou and Nisbet (2016) studied similar definitions of QoL in their study, which
reflected the multidimensional character of the QoL construct to include a range of domains such

as physical health, mental health, and social functioning.
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Stress

Stress has been conceptualized from several different perspectives. For example, some
people can define stress as events or situations that can cause tension or anxiety, and others may
view stress as a response. Mills (1982) explained stress as an inner reaction to things that happen
to us and demands placed on us. In contrast, Sandhu (1994) defined stress as the adaptive
physiological response of the human organism to internal and external forces and events that
disturb the homeostatic balance of the individual. From a physiological point of view, stress can
be seen as an environmental demand (stimuli) that strains the body (Bagutayan, 2015).
Therefore, stress is conceptualized as the body's active, physiological response to a physical or
psychological demand (response). Hans Selye first introduced the term stress in the
psychological language in 1926 as he used the descriptive word strain for the denotation of the
concept. He also emphasized the body’s damage or wear and tear (Selye, 1956).

While expounding upon the characteristics of stress, many people use the term pressure
or some impending threat of an occurrence. For example, students may encounter stress as an
imminent deadline for a paper or exam. In addition, parents may talk about the strain and
financial burden of raising teenagers. Likewise, Rice (1999) explained stressful demands related
to patient care and responsibilities to clients. Accordingly, Hayes and Watson (2013) indicated
that parenting stress is one of the most popular research areas related to the family dynamics of
individuals with disabilities. In one study, Benson (2006) found that “approximately 45% of
parents of children with ASD reported depressive symptoms severe enough to warrant a clinical
diagnosis of depression” (p. 689).

Additional research has supported the notion that parents of children with ASD are at

elevated risk for developing depression (Abbeduto et al., 2004; Quintero & Mcintyre, 2010).
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Similarly, Sloper (1999) reported high levels of parental stress being an inevitable reaction to
balancing the family's needs with the child's impairment. Hayes and Watson (2013)
recommended that further research be conducted to determine associations with parenting stress
and explore why this stress is there. Another study shows that different stressors give rise to
widely differing levels of the parent strain (Ferguson, 2001). Finally, Roach et al. (1999)
reported that caregivers of children with a disability perceive more caregiving difficulties, child-
related stress, and parenting stress than parents of typically developing children. However, in the
present study, my research focused on the parents’ stress as a factor in their QoL and
comprehended the attitudes and experiences of parents of young adult children with ASD that
lead to stress.

There is also an issue regarding using the term QoL interchangeably with the terms health
status (physical) or functional status (mental; Moons et al., 2006) in other research studies. In
contrast, Barofsky (2012) established the search for defining QoL has yielded inconsistent
results, thereby revealing that QoL should be identified by how a person thinks and follows a
distinctive pattern of thinking of one’s thinking. Concurrently, Taylor and Bogdan (1990)
concluded that QoL concerns need to be linked directly to the individual. Although there is no
universally accepted definition of QoL (Borthwick-Duffy, 1989; Taylor & Bogdan, 1990), for
this research, QoL represents an individual’s subjective appraisal of the parent’s current situation
and well-being.

QoL and ASD Parents

According to the WHO (2004), QoL can include an individual's goals, expectations, and

concerns regardless of nationality or socioeconomic status. Building on this concept, researchers

have also referenced Schlossberg’s transition theory (1984) within the process model of the 4S



45

System to describe how to manage demands of stress and transition. Findings from various
studies provided a snapshot of the everyday stresses encountered by caregivers and indicated the
need to consider individual experiences. The needs and interests of the parents of adult children
with developmental disabilities also revealed basic needs as an essential component of QoL for
themselves and their children (Mclntyne et al., 2004). QoL is multidimensional and is enhanced
by self-determination, resources, purpose in life, and a "sense of belonging" (Bramston et al.,
2005, p. 730). Cummins (2001) and Felce and Perry (1995) agreed with this description and
combined subjective and objective components within the definition. With increases in the
number of children diagnosed with ASD, a need exists to understand parents' burdens, stressors,
and overall QoL. They may continue to provide care for their ASD child into adulthood.

Previous research revealed that caregiving for individuals with disabilities, including
people with ASD, could positively and negatively affect parents' QoL (Harker, 2018). QoL is a
multifaceted construct that found several indicators, including social well-being, physical well-
being, psychological well-being, spiritual well-being, cognitive well-being, and environmental
well-being (Kelley-Gillespie, 2009). The WHO (2004) recognizes four domains: physical health,
psychological, social relationships, and environmental factors concerning the QoL. As defined
by the WHO (1998), QoL refers to an "individual's perception of their position in life in the
context of the culture and value systems in which they live, and concerning their goals,
expectations, standards, and concerns” (p. 11). However, only a few researchers (Dardas &
Ahmad, 2015; Lee et al., 2008; Mugno et al., 2007; Myers et al., 2009) examined QOL in a
sample of caregivers of children with ASD concerns.

In other findings, Sharp and Baker (2007) suggested that overall family financial strain

presented many challenges about depleting finances, impacting the family’s day-to-day living



46

and QoL related to caring for an ASD child. Comparatively, there are several definitions of QoL
mentioned in the literature. These definitions are described to provide an overview of factors that
are believed to influence or shape the QoL perspective. For example, Simaes et al. (2016)
indicated that QoL resists precise definitions that include independence, personal development,
and self-determination. Conversely, Schalock et al. (2010) proposed the description should
consist of physical and material well-being. For this qualitative study, the most relevant theory
exploring the ASD parents' perception of transition is Schlossberg's transition theory, specifically
Schlossberg's 4 S transition, which conceptualized the understanding of the parent’s quality-of-
life pinnacle and its relation to the parental coping and stress perception. Therefore, the
framework for this study included exploring three tenets of a parents’ QOL as it pertains to their
social well-being, psychological (mental) well-being, and emotional well-being.
Transitioning

Various disciplines and theoretical frameworks broadly use the word 'transition.’
Schlossberg (1981) defined the meaning of transition as an experience that occurs "if an event or
nonevent results in a change in assumptions about oneself and the world and thus requires a
corresponding change in one's behavior and relationships (p. 4). Contrastingly, Levinson (1986)
offered a definition of transition that has been used broadly throughout research stating that it is a
"turning point or a period between two periods of stability" (p. 39). It is important to note that
transition is more than a turning point. It is not simply a change instability but also the inner
processes involved in letting go, adapting, redefining, redeveloping, and reconstructing one’s
self-identity within new roles (Anderson et al., 2012). From an educational standpoint,
transitions have been seen as cumulative experiences that occur in the lives of young adults as

they move from the high school environment to independent living and work environments
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(Brotherson et al., 1993). Adults continuously move through transitions; there is no endpoint to
transitions; instead, it includes phases of assimilation and appraisal (Anderson et al., 2012)

The transition years are often perceived as highly stressful for families because adulthood
brings an end to the entitlement to services that school-aged children with ASD have received
since their diagnosis. Once individuals with ASD leave school and lose entitlement to services,
there is an increase in parental responsibility for coordinating and arranging for services (Howlin
& Moss, 2012) and likely to cause an increase in parental stress. Likewise, the perceived need
for parental involvement, and the actual transition of the young adult child with ASD to a
residential college setting, can be filled with anxiety, ambiguity, and modes of stress. As
individuals with ASD frequently have difficulty with transitions that can cause confusion and
fear, the parent of the young adult child with ASD must now face an end to entitlement services
available to the child from diagnosis through high school. The parent must accept the adulthood
transition.

In addition, dealing with past stigmas and emotional burdens can be overwhelming. At
the transition to PSE, the parent of a child with ASD must now consider how they will be an
advocate for their child as they have exited secondary resources and now rely on supportive
services they must find on their own (Lounds et al., 2007). PSE encompasses a wide array of
activities; however, Taylor and Seltzer (2011) found a lack of appropriate post-secondary
services for young adults with ASD and fewer services for their parents.

Transition periods have been reported as confusion and stress for families of people with
developmental disabilities (Davies & Beamish, 2009). Martinez et al. (2012) conducted a study
in Virginia that revealed the majority (36 out of 45 parents) either did not have a transition plan

in place, were unaware of any existing transition plan, or were deferring the process to the last
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moment. The stress associated with navigating the disability services systems can be
overwhelming and have an adverse effect on family QoL during an adolescent's transition to
adulthood (Boehm et al., 2017). The transition from adolescence to adulthood compromises the
parent's well-being, which creates a total dependency on the parent. This transition is also
associated with caregiver burden (Cadman et al., 2012). For example, Anderson et al. (2016)
disclosed unfavorable outcomes for young adults with ASD regarding employment, independent
living, and social outcomes that further impose stress and impact the caregiver burden on
parents. However, there are limited research findings regarding how parents cope with and
conceptualize their son or daughter's transition to adulthood. Therefore, it is essential to
understand how parents' expectations of young adult children with ASD impact their
perspectives regarding changes that are usually complex. Moreover, it is crucial to understand
these complexities, which filter through the needs and characteristics of their children (Dettmer
et al., 2000).
Theoretical Framework

A qualitative theoretical framework was used for this study to explore the lived
experiences of parents with young adults diagnosed with ASD in a college residential setting. A
theoretical framework explained a particular set of observed phenomena in a system of
constructs and laws that relate these constructs to each other (Gall et al., 2007). This literature
review provided information about how QoL relates to Schlossberg’s (2011) transition theory
constructs. Schlossberg's (2011) transition theory was introduced in 1981 to be able to describe
the "human adaptation to transition” (p. 2). Gall et al. (2007) stated that constructs that label
phenomena are descriptive labels. This study's constructs (i.e., descriptive labels) connected with

three stages of a parents’ transition: moving in, moving out, and moving through association with
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their young adult ASD child in a college residential setting (Anderson et al., 2012), which
impacted their QoL. These constructs may reveal commonalities with stress and coping, enabling
researchers to understand this phenomenon better. The concepts of this model were based on the
idea that emotional processes (including anxiety) are dependent on actual expectancies that
persons manifest regarding their QoL and the outcome of a specific encounter. The ability to
associate identifiable coping processes leads to concepts that explain crucial differences in
quality, intensity, and emotional duration of different individuals. Thus, parents of children with
ASDs may reduce their level of overall stress by engaging in more problem-focused coping
strategies.
Schlossberg’s Transition Theory

Schlossberg’s transition model (1981) was used as the guiding conceptual framework for
this study. The original model viewed four perspectives of adulthood within a cultural context,
the psychological developmental stages, the actual adult transition in terms of evolution, and the
change over the life span (Schlossberg, 1981). Schlossberg affirmed that a shift has occurred
when "an event or nonevent results in a change in assumptions about oneself and the
world...requires a corresponding change in one's behavior and relationships" (Schlossberg, 1981,
p. 5). Schlossberg (1981) originally developed this model with retiring adults in the Counseling
Psychologist journal. However, since that time, the theory has been revisited several times by
researchers who incorporated the theory within higher education (Lazarowicz, 2015).

In the most recent edition, Anderson et al. (2012) presented the transition theory in the
context of an individualized development theory about adults; it illuminates the 4S System: self,
situation, strategies, and support. Schlossberg’s transition theory (1981) has been utilized with

sub-groups other than retiring adults, such as returning veterans, college student dropouts,
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students on academic probation, and adults experiencing career loss (Lazarowicz, 2015). The
framework for the transition theory (see Figure 1) was created because a need existed to facilitate
an understanding of adults in transition and aid them in connecting to the help they needed to
cope with the ‘ordinary and extraordinary process of living” (Evans et al., 2010). Through the
literature review, no other studies have looked at parents QoL relating to the transition of their
ASD child into a college residential setting. Therefore, this study sought to understand parents'
transition with young adult ASD students who reside in a college residential setting through the
lens of Schlossberg’s transition theory (1981).

The Schlossberg transition theory states that change is only a transition if the individual
perceives it as a transition in their life (Schlossberg, 2008). Although the theory has mainly been
developed and utilized to guide young adult and adult transitions, the theory is also relevant to
the parents’ transition with young adult ASD children residing in a college residency setting.
This theory was applicable in stressful situations where transitional changes experienced by ASD
parents can be translated into drastic transitions. For example, a parent who has prompted and
cued their young adult ASD child throughout their life may find difficulty returning to an empty
house without the presence of the adult child who years prior relied heavily on their daily
guidance and support. Although ASD parents may experience the transition of their young adult
child differently, more students with ASD attending post-secondary institutions have an
enormous dependence on their parents during this type of transition to a college residency
setting. In this regard, the parent's anxiety might increase due to being physically absent from the
adult child (Van Hees et al., 2018).

The process model of Schlossberg’s transition considers individual appraisal of stressful

events and assimilation rather than the occurrence or severity of the event itself (see Figure 1).
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Resources are the primary construct facilitating the need to examine the effects of stress and
coping on the individual’s well-being. The transition model conceptualized stress and maintained
that the psychological meaning of events experienced by an individual is the most influential
element in the coping process.

The advancement within this model is based upon the idea that emotional processes
(including stress) were dependent on actual expectancies that persons manifest regarding their
quality of life and the outcome of a specific encounter (Schlossberg, 1984). The ability to
associate specific coping processes may lead to strategies that explain necessary differences in
the emotional duration of different individuals. Thus, parents of children with ASDs may reduce
their overall stress level by engaging in more problem-focused coping strategies as they move in,
move out, and move through transitions as modeled in Schlossberg’s 4S System.

Figure 1

Schl ossberg’s 4S System of Transition
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Parents with young adult children diagnosed with ASD in transition must find new ways
of managing their lives. Schlossberg (1984) developed a model to look at transitions both from
how they affect an individual's life and how the individual copes with them. The original model
developed by Schlossberg provided cognitive information to help individuals understand both
anticipated and unanticipated transitions that might disrupt a person's life.

Anticipated transitions are usually expected,, while unanticipated transitions are “nonscheduled
events that are unpredictable” (Schlossberg, 1985, pg. 6).

The 4S Model represents four coping resource categories: self, situation, support,
and strategies were later developed. Chickering and Schlossberg (1995) recommended this 4S
transition theory framework references "moving in, moving through, and moving out.”
of college, updated in 2001 edition, Getting the Most Out of Collegeor the purpose of
this research, the transition, stress, and coping strategies of parents of young adults with
ASD in a college setting was examined. The parent’s perception of what was happening and how

It affected their anticipated transitions will also be considered in this study based on the
individual's experience within the transition.

Schlossberg identifies a person’s ability to cope with transition through the 4S system:
situation, self, support, and strategies. In this study, the model illustrated the main components
of Schlossberg’s transition theory and showed the characteristics of the individual (self)
moving through and coping with transition. The 4S’s were extremely important in explaining the
components key, to parents, during changes, especially, the parental perspectives which
contributed to situational, supportive, and strategic resources that they were needed during the
transition of their young adult ASD child to a college setting. The access and availability of

support and coping strategies were essential factors to determining the success of the parent's



53

ability to cope with the transition.

Schlossberg identified a person’s ability to cope with transition through the 4S system:
self, situation, support, and strategies. The first component, self, is determined by the way the
individual’s outlook on a particular situation. The second component, situation is not only by
the unanticipated event but also by the timing of that event. The third component, support, is
determined by the individual's ability to cope with the situation. Finally, the fourth component,
strategiesis determined by the individual’s perception and resources that allow them to develop
a strategy to handle the situation.

Schlossberg advanced the transitions theory by developing transitional stages that
encompass the 4S system defined by an individual's ability to move in move throughand move
out of transitions. Individuals are known to experience the components of the 4S system while
also experiencing the transitional states of moving in, moving through, and moving out in
random sequences.

In this study, the model illustrated the main components of Schlossberg’s Transition
theory and showed the various factors that affected parent’s QoL regarding the: self, situation,
support, and strategies as they moved in, through, and out of unanticipated events associated
with their adult child with ASD transition to a college setting. The 4S’s were extremely
important in explaining the components key to parents during transitions, especially the parental
perspectives that contributed to situational, supportive, and strategic resources needed during the
transition of their young adult ASD child to a college setting. In addition, the access and
availability of support and coping strategies were essential factors in determining the success of

the parent's ability to cope with transition.
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Parent Self-Efficacy

Parenting self-efficacy represents a unique aspect of the parent belief system that focuses
on parents' beliefs that they possess the necessary capabilities to manage the task of nurturing
and socializing their children (Greenberg, 2004). As the parents of young adult children with
ASD have experienced many difficulties rearing and supervising day-to-day functions in the
child’s life, they must transition themselves to a different type of parenting and supervision that
now takes place at a distance, as the college residency setting. Specifically, parenting self-
efficacy beliefs regulate aspirations, choice of behavior course, mobilization and maintenance of
effort, and affective reactions (Bandura, 1994). For example, in the literature on youth with
ASD, increased levels of parent self-efficacy are associated with decreased parental anxiety,
depression, and child behavioral problems (Kuhn et al., 2018; Weiss et al., 2012). Further, it is
even more important to understand parental self-efficacy, caregiver experience, and social
environment as their young adult ASD child transitions to a college residency setting. As
modeled in Figure 1, several factors impact self-efficacy, causing it to be positive or negative as
the parent encounters moving in, out, and through transitions. In particular, the presence or
absence of social support can also raise self-efficacy (or self), especially for a parent with a child
with ASD. For example, Weiss et al. (2016) found that parents of children with special needs
who reported fewer personal accomplishments and did not perceive social support to be available
also reported lower parenting self-efficacy.

Parents are an integral source of support and provide advocacy for their young person
with ASD as they transition to adulthood (Smith & Anderson, 2014). However, as the parent
provides support for their adult child, they are not met with a line of support as services decrease

during the ASD child's transition into adulthood (Neary et al., 2015).
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Mental Well-Being of Parents of ASD Adult Child

Parenthood can be a challenging task for any parent, as it includes navigating
responsibilities and taxing decision-making. However, parents raising children with special
needs reported a higher stress level than parents of typically developing children (Beckman,
1991). Individuals' perceptions of their stress are based on their appraisal of whether an event
exceeds their ability to adaptively manage their situation (Lazarus & Folkman, 1984).

Hayes and Watson (2013) identified the difficulty parents experienced trying to obtain
appropriate services for their child with ASD while accessing available resources that increased
parenting stress and depression. Stressful experiences may be exacerbated by the demands upon
parents of adult children with ASD. The specific type of stress can play a role in how a person’s
overall QoL is impacted (Foody et al., 2015).

In terms of emotional state and support, parents of autistic children often report emotional
states that include disbelief, deep sadness, depression, self-blame, and guilt (Kandolkar &
Kenchappanavar, 2014). In another research study, parents experienced helplessness,
inadequacy, anger, shock, and guilt throughout their child's diagnosis. These stressors often lead
to higher rates of depression and lower QoL for the parents of children with ASD (Rivard et al.,
2014). Likewise, Huang et al. (2014) revealed that increased stress levels in the parents
deteriorate their ability to function properly, leading to more depression and lower health status.
This aspect of feeling alone is further described in Woodgate et al. (2008), when parents of
autistic children often feel alone in their daily lives, especially in caring for and nurturing their
child; some parents felt isolated due to a lack of societal understanding, lifestyle changes,
feelings of disconnectedness from family, and an overall unsupportive system. Often, the

psychological well-being of parents is due to the lack of supportive resources and services that
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are not readily available to parents caring for young adult children with ASD (Hayes & Watson,
2013). Furthermore, the child's age with ASD is a factor for parental psychological functioning,
as the toll of providing long-term care can lead to psychological stress and strain. Smith et al.,
(2012) revealed that parents of older children with autism tend to have more psychological and
mental health issues than parents of younger children with autism.

Dealing with an autistic child is convoluted in many aspects and can cause a parent to
feel isolated and overwhelmed, thus leading to other complications of stress (Rivard et al., 2014).
The support of a spouse is another non-formal stress-coping technique (Hartley et al., 2010).
While marital strain significantly contributes to the parents' stress, spousal support appears
effective when implemented in the marriage relationship (Mancil et al., 2009). Spousal support
typically involves activities or behaviors initiated by spouses that protect and support the
opposite spouse. In other literature, the strain on marital unions can be highly regarded as one of
those stressors defined by anger and hopelessness (Rivard et al., 2014).
Social Well-being and Coping of Parents of Young Adult Children with ASD

Coping, as defined by Lazarus and Folkman (1984), is the process of managing demands
that are appraised as taxing or exceeding the resources of the person. This external or internal
demand may play an essential role in determining successful outcomes. Further, the authors
point out the concepts of stress, coping, and adaptation that must be viewed in the individual's
relationship to his environment (Lazarus & Folkman, 1984). Coping is the key to regulating
stress and managing problems (Lazarus & Folkman, 1984). According to Lazarus' transactional
model of stress management (Lazarus, 1993; Lazarus & Folkman, 1984), stress can be viewed as
an interplay between individuals regarding cognitive appraisals and coping skills within their

environments. When raising a child with Asperger's, the pressure can be overwhelming, making
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coping necessary as the child with ASD grows older and demands increase. Benson (2006)
maintained the parent's adjustment and coping mechanism is influenced by the ambiguous
nature, severity, and longevity of the child's disorder. This ability for parents to manage is
essential for the child with ASD. Coping is a dynamic process using cognitive and behavioral
appraisal to deal with challenges that require more than an individual's available resources and
necessitate an adjustment of behaviors, thoughts, or emotions to facilitate coping (Lazarus,
1993). Due to the problematic issues faced by the caregivers, most parents living with young
adult children with ASD experience more stress than parents living with children without ASD
(Phelps et al. 2009).
Spiritual Well-being of Parents of ASD Adult Child

Experiences of parenting a child with autism spectrum disorder (ASD) have mainly been
studied concerning hardship. However, there are supportive elements from a spiritual perspective
that can be beneficial to parents of young adults with ASD as they encounter the stress of raising
a child with ASD, and in this case, a young adult child with ASD. In the study of Tedeschi and
Calhoun (2004), the researchers explored the personal spiritual growth experiences of Israeli
parents raising children with ASD (Tedeschi & Calhoun 2004). Nineteen parents were
interviewed, and a qualitative categorical content analysis was performed. Four major growth
themes emerged empowerment and personal strength, existential perspective/spiritual-emotional
experience, interpersonal and expertise, professional or political involvement. Themes were
largely consistent with the crisis-related growth model, with some being unique to the current
subject of inquiry. In addition, findings indicated growth might occur differently in different

cultures.
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Clinically, some parents shift the focus regarding the parenting of their child with ASD
from adjustment to growth. However, parents of children with ASD may react differently to their
unique life conditions (Brobst et al., 2009; Myers et al., 2009). In some cases, religion seemed to
offer comfort to the suffering of these parents (Tarakeshwar & Pargament, 2001) and provided
hope, patience, and strength. Zinnbauer et al. (1999) conducted a study examining the
relationship between spirituality and religion and the impact both constructs have on raising a
child with disabilities. The researchers found evidence that supported the lens of spirituality and
linked it to an individual's belief in a relationship with God or a higher power versus religion.
Accepting difficulties as a gift from God using religion can be beneficial in providing support
with stress (Skinner et al., 1999), and in some cases, as a part of God's plan (Bristol, 1984).
Koenig et al. (2001) noted that religion and spirituality have many benefits that aid people with
the coping process, bringing meaning, solace, and strength during difficult times to parents of

children with ASD (Poston & Turnbull, 2004).

Related Literature

Parent Perceptions of Transition and QoL

Parents of young adult children with ASD face many demanding challenges as their
children enter adulthood. Some parental expectations of the majority of youth with disabilities
are consistent with parents of neurotypical children; most parents want their son or daughter to
live independently and establish meaningful relationships regardless of their ability level
(Henninger & Taylor, 2014). As the parent has been the source of support for cuing, prompting,
and guiding, the young adult child with ASD often continues to need similar help and care in the

postsecondary environment to ensure success. Cadman et al. (2012) revealed the importance of
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the parent role and providing support to their child with ASD, significantly impacting the parents
during this transition. Parents of students with ASD have been heavily involved with their child’s
education since the inception of their primary schooling through their secondary years, and they
are used to being in charge. Wolf and King (2009) called them “commando parents” (p. 62)
because of their overprotective nature. This group of parents take majority involvement to a
higher level and holds similar qualities as helicopter parentsf typical students; the helicopter
parent concept from 1969 described an overhead hovering, constantly overseeing every aspect of
their child's life (Weber, 2016). They have become accustomed to interacting with teachers and
school administrators at the secondary level to ensure that appropriate services are provided to
their children. Unfortunately, involvement to this degree goes against the goal of making adult
students with ASD more independent. Brown and DiGaldo (2011) recommended that parents
prepare themselves for the inevitable occurrence that their influence will be significantly reduced
at the university level.

As the postsecondary enrollment of students with ASD increases, it is vital to understand
how this transition impacts the parent, the sole caregiver, during the higher education transition.
In general, the transition from high school to college is often a period of change for the
relationship between parent and child. The typical parent-child relationships include more open
communication, feeling more equal, and acquiring independence (Aquilino, 1997).
Contrastingly, parents of college students with ASD face more stringent life adjustments when
their child grows older (Altiere & von Kluge, 2009). Given this information, one should be
cautioned to recognize the importance of individual parent perceptions of QoL during parental

adjustments and adult-children transitions. Following Attwood (2007), the term neurotypical
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refers to individuals who do not have ASD. Studies about the transition into college in
neurotypical families indicate the various changes between students and their parents.

The parental transition and the adult child's transition facilitate the observation consistent
with several authors who necessitate the importance of one's QoL. For example, the WHO Task
Force on Quality of Life (2004) showed that an individual’s perception of QoL was based on
“positions in life in the context of the culture and value systems [. . .] as well as with goals,
expectations, standards, and concerns” (p. 487). Likewise, however uninformed they may be,
people's perceptions are authentic, and people act based on them (Farquhar, 1995). While a vast
body of literature has surveyed the higher education experiences from the viewpoints of young
adults with ASD (Cox et al., 2017; Van Hees et al., 2018), only a limited number of studies have
focused on the perception and QoL of the parents (White et al., 2017). Perceptions of QoL are
subjective and vary with every person as different people value different things (Farquhar, 1995).
Parents of students with ASD often continue to be an essential source of support and care in the
postsecondary environment to ensure success (Cadman et al., 2012; Taylor et al., 2017). The
constructs of this situation where parents hold a vital role in providing support to their child may
also significantly impact family life (Cadman et al., 2012). Khanna et al. (2011) were interested
in researching factors that influence the mental and physical health of caregivers of children with
ASD. This study adopted a stress appraisal model created by Chappell and Reid (2002). They
measured factors related to stress in caregivers of individuals with Alzheimer's to better fit
factors influencing caregivers of children with ASD.

Parental Stress
Parenting stress has been one of the most frequently researched aspects of family life

among families of children with ASD (Davis & Carter, 2008). Parenting stress is defined as an



61

adverse psychological reaction to the demands of being a parent (Gong et al., 2015). The stress
experienced by parents caring for a child with ASD will not be the same as the stress of caring
for typically developing children. Parents who raise and care for a child with Asperger's
encounter several different stressors. The experience of having a disabled child is not one
incident of stress but an ongoing life situation with continual new challenges that require parents
to be constantly engaged as an advocate and attuned to the child's surroundings, whereabouts,
and everyday occurrences. McStay et al. (2014) documented the negative effect of parenting a
child with ASD on parental psychosocial well-being. Likewise, previous studies found that
children with ASD have consistently experienced higher stress than parents of children with
typical development, Down's Syndrome, or developmental delay (Baker-Ericzén et al., 2005;
Eisenhower et al., 2005). Dardas and Ahmad (2015) similarly determined that parents of a child
with autism seem to find themselves in stressful situations daily. These parents must
consequently bear stressors that are life-long encounters. As noted by other researchers, Lai et al.
(2015) suggested that the quality of psychological well-being among parents of a child with ASD
is expected to be less ideal than parents with a typically developing child. A combination of
feelings from joy to guilt, happiness, and depression is normal while parenting a child with ASD
and causes a cyclical effect for the parent (Sicile, 2004). One researcher described the emotions
of the parent of an adult with ASD compared to the grief cycle of Kubler-Ross, in which
emotional reoccurrence happens in the stages of depression and grief. Even though more time is
spent in the acceptance stage, parents never graduate entirely out of the grief cycle (Sicile, 2004).
This notable aspect of cyclical grief emerges more as the child with ASD grows older and is

experienced more with caregivers of children with disabilities (Cameron et al., 1992).
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Some parents reported they feel they are in a permanent state of crisis as they face
unrelenting daily challenges dealing with their child (Mount & Dillon, 2014). Parental stresses
associated with raising children with ASD can start impacting them as early as they realize
something is different about their child and potentially persist throughout a lifetime of caring for
their child (Hudock, 2012). Individuals’ perceptions of their stress are based on their appraisal of
whether an event exceeds their ability to adapt and manage their situation (Lazarus & Folkman,
1984). These higher levels of stress are related to several factors, including ASD severity
(DePape & Lindsay, 2015). For example, parents may face issues with treatment costs, confusion
about treatment options, counseling and therapy services, and social perceptions about autism
that can also add to parental stress (DePape & Lindsay, 2015).

Additionally, the mystery of what causes ASD is noted as a source of anxiety for many
parents, a continuous stressor throughout life (Anderson et al., 2016). The severity of higher
stress levels is reported when the child is older, particularly as they approach the age of 5 (Rivard
et al., 2014). Additionally, parents of autistic children tend to worry a great deal about mediating
medical and other services for their child's future. They worry about whether the child will be
able to live a productive and independent life (Connelly & Gersch, 2016).

Parent QoL

The conflict between personal life requirements and the reality of everyday functioning
may result in parental stress (Saisto et al., 2008). Entering adulthood is particularly a critical
period for people with ASD, often associated with changes in the type of living, schooling, and
services (Taylor & Seltzer, 2010). Parental QoL is also likely to change across the life span due
to their child’s age. The parents’ QoL is significantly impacted by the levels of stress that parents

of children with ASD, more than parents of children with and without disabilities (Durand,



63

2014). From a general perspective, QoL is a broad and multidimensional construct, consisting of
four key components such as physical (i.e., one's general health and the ability for self-care),
social (i.e., the existence of support systems and social acceptance), emotional (i.e., an
individual's feelings regarding a situation), and mental (i.e., one's level of alertness, confusion, or
ability to concentrate (Schalock, 2004). Moreover, QoL reflected an individual's interpretation of
the environment and its impact on well-being (Brown et al., 2006).

In a study by Chappell and Reid (2002), components were measured related to stress in
caregivers of individuals with Alzheimer's to suit factors influencing caregivers of children with
ASD. This qualitative data of stress appraisal revealed four core variables: (a) primary stressors,
(b) mediators, (c) secondary appraisals, and (d) outcomes. Mediators included social support,
family functioning, and coping mechanisms. Similar literature findings suggested that parents’
emotional state and well-being directly impact their children's overall health and adjustments
(Myers et al., 2009). If parents' physical and mental health needs of children with ASD are not
addressed, it may set the stage for continued negative experiences for the parents, the family, and
the impact on the ASD child. For example, parental stress can directly impact parents' and
children's coping resources and affect their problem-solving ability (Estes et al., 2009). Included
in the research on challenges of raising a child with ASD, there should also be concerns
regarding overall parental well-being. For this proposed study on parental QOL and stress, there
is a vital need for a new understanding regarding parents' experiences of children with ASD; this
should be implemented in clinical and educational settings—helping parents improve their well-
being (Zhang et al., 2014).

Parental stress has been associated with several common factors in this population,

including impaired mental and physical health, social isolation, and lack of family coherence
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(Giallo et al., 2013). Comparatively, parents of young adult children with ASD are at risk for
developing higher levels of stress and depression, physical health issues, and lower levels of QoL
(Howlin & Moss, 2012). Researchers have also suggested the negative impact caregivers can
experience over time if not supported or addressed. These difficulties range from physical and
mental health problems to decreased parenting efficacy, which can worsen their QoL (Karst &
Van Hecke, 2012). Furthermore, Smith et al. (2001) contended that caregivers of children with
special needs might experience increased financial burdens, restrictions in social activities, and
elevated parental stress more significant than the stress of caregivers who have typically
developing children. These difficulties can interfere with the well-being of the caregivers, the
impacted child, and the entire family system.
Health-Related QoL

Findings from previous studies were designed to determine if parents of children with
high functioning autism spectrum disorders (HFASD) reported lower levels of HRQoL as
compared to parents of children without a disability and to identify the relationship among
various demographic and psychosocial variables and HRQoL. Lee et al. (2008) recruited 89
parents of children with HFASD and 46 parents of children without disabilities to complete
surveys. The results indicated that parents of children with HFASD reported significantly lower
levels of physical and mental HRQoL when compared to parents of typically developing
children. Parents also reported higher levels of stress, lower levels of adaptive coping, and fewer
available resources. These results indicated that parents of children with HFASD experienced
significantly lower levels of QoL. In addition, demographic variables were significant in

predicting both the physical and mental HRQoL of parents of children with HFASD.
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For parents of children with HFASD, income was a significant predictor of physical and
mental HRQoL, an essential aspect of stress, and a significant predictor of physical health-
related quality of life, HRQoL. After controlling for demographic variables, only stress was
substantial in predicting physical and mental HRQoL (Lee et al., 2009). Comparatively, Johnson
et al. (2011) conducted a study to explore the relationship between parenting stress, family
support, and HRQoL for parents of children with ASD. In this study, 128 parents participated.
Results of the study indicated that personal and family life stress was correlated with the poor
mental health of both mothers and fathers. The caregiving stress of mothers was related to their
lower physical health, but not mental health. The stress of fathers' personal and family life was
related to their physical and psychological health. In addition, satisfaction in family functioning
mediated the relationship of personal and family life stress on both parents' mental health
(Johnson et al., 2011). By recognizing and educating parents about the role that healthy family
functioning, social support, and adaptive coping skills have on their HRQoL, a more
comprehensive approach to working with parents of children with ASD may be developed.
Caregiver Burden

At any stage in the process of parenting, parents of children diagnosed with ASD face
multiple stressors. Parents of children with autism encounter unique experiences and more
significant challenges when compared with parents of children with other developmental
disabilities (Schieve et al., 2007). Research findings suggested that these parents face elevated
stress levels than parents of children with other disabilities or no disability (Phelps et al., 2009).
However, according to DePape and Lindsay (2015), it is equally important to research and
investigate caregivers of young adults with ASD, which is an emerging topic (Cadman et al.,

2012). This transcendental phenomenological research about parents of young adult children
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with ASD transitioning to a college residency setting is needed to recognize how stress and
coping affect the parent's QoL. Many parents of children with ASD reported substantial
economic burdens and lost opportunities to participate in the workforce (Cidav et al., 2012).
Over time, in the life of a child with ASD, there is great demand for various treatments,
therapies, and evaluations that are costly and often not covered or reimbursed by medical
insurance companies (Altiere & von Kluge, 2009). Additional financial costs and out-of-pocket
expenses can lead to considerable financial challenges. Researchers have noted that when
caregivers of children with Autism perceive greater social support, increased family adaptation
and coping and decreased parenting stress are observed (Gray, 2002).

There are other types of caregiver burden in previous studies, where parents of
individuals with ASD indicated that they miss their usual way of life and are described as living
in a world of their own (Altiere & von Kluge, 2009; Woodgate et al., 2008). The description of
isolation, diminished by available social support, and the feeling of disconnection from family
and friends, contributed to being judged by a lack of societal understanding (Altiere & von
Kluge, 2009; Woodgate et al., 2008). Some parents also reported adverse social effects, such as
not having time for family and friends and feeling trapped due to parenting demands (Altiere &
von Kluge, 2009; Krauss et al., 2005; Lee et al., 2008), which can be a facet of caregiver burden.

Summary

Chapter Two reviewed literature related to parenting a young adult child with ASD and
the parents' QoL as their child transitions to a college residency setting. In the past, autism was
considered a rare diagnosis. However, since 2000, the CDC gradually increased their official
estimates of the rates of autism, with the most recent statistics placing current diagnostic rates at

1 in 54 children (Autism and Developmental Disabilities Monitoring Network Surveillance Year
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2008 Principal Investigators, 2012). There has been considerable research into the outcomes of
individuals with classic autism and, in more recent times, ASD overall. The increase in autism
diagnoses reported by the Autism and Developmental Disabilities Monitoring Network
Surveillance Year 2008 Principal Investigators (2012) suggested that more students with ASD
will be entering the higher education system in the near future. Some researchers have found that
most individuals with ASD have been unable to achieve clarity academically at traditional
educational levels (Rumsey et al., 1985). However, other research agrees on the high abilities of
many individuals on the autism spectrum who function on a higher level, thereby allowing
attending college (Barnhill, 2016). The reality of students attending higher education institutions
is also growing, and the impact on parents with young adult children with ASD transitioning to a
college setting is undeniable. Unfortunately, there is a gap in the literature about the voice of
parents of college students diagnosed with ASD who reside on campus.

Additionally, the research regarding the QoL concerning parents experiencing a personal
transition with their young adult child with ASD reveals a significant dependence on the parent’s
social cuing and constant prompting. Contrastingly, in the case of young adults with ASD, their
lives are slightly different, meaning there is more dependency on the parent to provide resources
in the absence of entitled sources available in the adolescent stage of life. The parents’
experiences of young adult children with ASD can significantly enhance our understanding of
what it means to study the QoL of parents. This research can be shared with academic staff,
counselors, students, and especially parents. Moreover, understanding and hearing the voice of
parents as they share individual experiences will be vital in conceptualizing their QoL

experiences.
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CHAPTER THREE: METHODS
Overview

The purpose of this transcendental phenomenological study was to better understand the
lived experiences of parents because of their young adult children with ASD transitioning to a
college residency setting and to understand the adult ASD parents’ QoL. Qualitative studies seek
to answer questions that address developing an understanding of the meaning and developing
domains in the lives of human beings and social worlds. In addition, qualitative research
provides the appropriate means for understanding individuals, groups, and social cultures
(Fossey et al., 2002).

The present research, which also tailors a transformative framework, as denoted by
Creswell and Poth (2018), focused on bringing about change in practices and building an
understanding based on what is heard and by listening to the responses from participants. The
information gained will highlight the relevance of examining parental perspectives of their QoL.
Qualitative research intends to understand a central phenomenon when the variable is unknown
within a key concept, idea, or process (Creswell, 2015).

Design

In qualitative inquiry, the term design suggests a particular blueprint and needs to remain
sufficiently open and flexible to permit exploration of whatever the phenomenon under study
examination (Patton, 2002). For this study, | employed a qualitative design to uncover the
perceptions and lived experiences of the parents of young adult children with ASD residing on
college campuses to understand their feelings about their QoL. A qualitative approach was used
to provide a voice to the parents of young adult children with ASD in a college residency setting

(Reddy et al., 2019). The importance of a valuable qualitative study, emphasized by Creswell
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(2009), includes several rigorous methods, including various forms of data collection, such as
photographs, sounds, visual materials, or digital text messages. As a result, | was able to identify
the essence of the parents' lived experiences and better understand the ways transition into a
college campus residency setting for their young adult children with ASD impacted their QoL.
This research was made possible by utilizing a qualitative method instead of a quantitative one.
The process sought projected results and tested casual relationships that allowed the researcher to
obtain necessary information regarding the wholeness of the lived experiences.

The qualitative approach includes five philosophical assumptions: (a) ontology, (b)
epistemology, (c) axiology, (d) rhetoric, and (e) methodology (Creswell, 2015). My study was
driven by the ontological philosophical assumption of the five assumptions. | utilized the
ontology assumption to report how individuals in the study viewed their experiences differently
(Moustakas, 1994). When researchers conduct qualitative research, they embrace the idea of
multiple realities. Evidence of various realities includes using multiple quotes based on the actual
words of different individuals and presenting diverse perspectives from individuals (Creswell,
2015). According to Creswell and Poth (2018), the ontological issue relates to the nature of
reality and its characteristics; when researchers conduct qualitative research, they embrace the
idea of multiple realities. Likewise, researchers use quotes and themes in the words of
participants while providing individual perspectives. | chose transcendental phenomenology for
this research study to give voice to the parents of young adult children with ASD who had
transitioned to a college residency setting. Phenomenology allowed me to describe
commonalities between the participants and their shared phenomenon experiences, revealing the
phenomenon’s true essence (Creswell, 2015).

Unlike quantitative research, descriptive research aims are to understand human
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experiences to generate accounts of their meaning from individual viewpoints. Likewise, the case
study qualitative approach was not selected as a strategy of inquiry since individuals’
experiences, and perceptions are more important than the collection of physical artifacts and
observations. Case study data collection involves a wide array of procedures that include a
matrix of documents and archival records as the researcher builds an in-depth picture of the case.
Contrastingly, the phenomenological method was chosen based on the need for qualitative data
relating to the parents' lived experiences and how their young adult children with ASD have
impacted their QoL post-transition to a college residency setting. Understanding the lived
experiences, as noted by Moustakas (1994), marks phenomenology as a philosophy and a
method, as the procedure involves studying a small number of subjects through prolonged
engagements to develop patterns and relationships. | also chose transcendental phenomenology
because I could view this phenomenon through other individuals’ eyes and not allow my own
experiences to cloud my research and data collection. Furthermore, | was interested in the textual
descriptions of the participants and how they experienced the phenomenon.

Patton (2002) asserted that the ontological view holds relativity about a worldview.
Phenomenological studies are designed to describe the meaning of a lived experience or
phenomenon (Creswell, 2009). Individuals describe lived experiences through memory recall
with uniquely personal details (Moustakas, 1994). Schlossberg’s Transition Theory was selected
as the framework for this study. It provided structure for exploring the QoL of parents with
young adult children with ASD. The qualitative strategy focused on the wholeness of the
experiences and searched for the meaning and essence of those meanings, as recommended by
Moustakas (1994). The parent’s perspective of their QoL after their young adult child with ASD

has transitioned to a college setting created an opportunity to utilize the qualitative method for
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the depth of data gathered through open-ended questions. Qualitative data allowed me to obtain
the information necessary to gain access through the parents’ stories (Creswell, 2015).

While I examined the stressful experiences of parents and caregivers, | also noted that
other stressors, such as parents’ mental well-being, social well-being, and emotional well-being,
were also considered in this study. Chiriboga et al. (1990) argued that other stressors should be
examined as general stressors that influence caregivers’ well-being beyond those specific to
caregiving. Therefore, this qualitative research study aimed to explore the essence of parents’
experiences and their daily challenges as their young adult children with ASD transitioned to a
college residency setting.

Research Questions

What is the perception regarding the QoL for parents of young adult children with ASD
who have transitioned into a college residency setting?
Sub-Question One

What are the parents’ perceptions of their QOL regarding the social support of their
young adult child with ASD in a college residency setting?
Sub-Question Two

How do parents describe their perceptions about yielding their responsibilities to campus
support organizations or to their young adult child with ASD in a college residency setting?

Setting

The setting that engaged parent participants in this study was two institutions of higher
learning within the Southeast Coastal States. The college campuses were identified by the
pseudonyms Southern University and Eastern University. Many alternative or specialized

learning programs for ASD students on a college campus have individualized support levels that
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minimize parental cuing and parental guardianship governing the adult ASD students. The
primary focus of this study was on the perceptions of parents of young adult children with ASD
transitioning to college and did not require interaction with students. This setting was selected
because there was a rich pool of possible participants for the current study from specific
programs designed for students with ASD. Southeast Coastal States were the chosen settings for
my study due to the increased number of college students with ASD attending and living on
campus. The demographic areas selected had an enormous capacity for serving students with
ASD at many higher education institutions.

Due to the probability that the COVID-19 pandemic would continue, social distancing
was a mandate. Therefore, there was no face-to-face contact except for one focus group member
who was met in her home due to limited technological experience. Another contact method
included online participation with Zoom video calls as a data collection process. All participants
received information from email databases, including recruitment information stating the
requirements for eligibility for study participation. Information for email and website outreach is
located in Appendix B and Appendix C. The study population comprises parents with young
adult children diagnosed with ASD in a college residency setting. Since the goal of this study
was to understand the QoL of parents of young adult children with ASD transitioning into
college, a broader sample of parents in two different states provided a more accurate

representation of the phenomenon for this study.

Participants
In this qualitative study, | used purposive sampling to maximize opportunities for
comparable analysis (see Strauss & Corbin, 1997). The participants were also recruited through

gatekeepers at one institution throughout the Southeast Coastal States and snowballing. The
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sampling pool was ten individuals. Qualitative research described participants' subjective
perceptions, beliefs, attitudes, and experiences (Merriam, 2002).

As the researcher, | also conducted a nationwide web-based survey of parents of adult
children diagnosed with ASD. Qualitative research is often used with a population consisting of
subjects with unique qualities. In addition, this type of sampling will allow me to gather data
from individuals willing to share important information about the topic (see Glicken, 2003). The
recruitment letter is located in Appendix C. Flyers with information regarding the study were
provided to support group leaders and emailed to the institution for study approval (see
Appendix B). To participate in this study, each (parent) participant met the following criteria:

1. Have an adult child diagnosed with ASD.
2. The adult child is over the age of 17 years old.
3. Must be the biological parent or caregiver of the young adult child with ASD.
4. The young adult child with ASD lives in a college residency setting.
Each participant indicated their understanding of this voluntary study and provided a signed
consent form.
Procedures

Following a successful proposal defense, an application for approval from Liberty
University's Institutional Review Board (IRB) was received (see Appendix A). Once permission
was granted, the gatekeepers were contacted at Southern University for consent to share the
flyers and QR codes for the study. Once participants responded via Google Form, they were
provided a questionnaire to determine if they met the criteria (see Appendix D). All participants
who met the criteria for the study were sent an invitation to participate in the study via email. As

a condition for the study, I did not allow any of my family members, friends, coworkers, or
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anyone with a past relationship with me, to participate. After receiving the invitation letter,
potential participants were asked to respond to express further interest in participating. Receiving
responses from potential participants helped me select individuals who were the best fit for the
study based on the participation criteria.

Once participants were selected, | contacted them to schedule an interview time that was
acceptable and convenient to discuss the general outline of their role in the study and to provide
them with a participant consent form (see Appendix E). | explained the consent information to
each participant to ensure they understood the commitment, risks, and benefits and confirmed
their agreed-upon participation in the study. The consent form included a statement that
participation is voluntary and that there would be a twenty-dollar visa gift card for taking part in
the study. | addressed the questions, and the participants' concerns were addressed before signing
the consent form. All participants were advised that interviews would be audio-recorded, last
between 30 and 45 minutes, and kept private to ensure confidentiality, as expressed in the
invitation letter and informed consent. After completing the interview, participants were allowed
to ask additional questions about the study. | thanked each participant after the interview was
concluded. After transcribing the recorded interviews, | listened to the recordings while reading
the transcripts and ensured the accuracy of the conversion of audio data to a readable text file.
Following this process, each participant received the Visa gift card and a transcript of the
interview after being transcribed to complete the member checking process. This process ensured
that the participants were comfortable with the information provided and the accuracy of the
transcribed data. In addition, the review of transcripts by participants helped to ensure credibility,

accuracy, and validity of the information recorded during the interviews.
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The Researcher's Role

As a researcher, | attempted to depict the lived experiences of parents of young adult
children with ASD. The work of a qualitative researcher differs from that of a quantitative
researcher because of the nature of the researcher’s role within each method (Creswell, 2015). As
a qualitative researcher, | assumed a role that involves observing and participating (i.e., a
participant-as-observer role) during in-depth, face-to-face, semi-structured interviews (see
Frankfort-Nachmias & Nachmias, 2008) and online surveys. | directly contacted the participants
recruited for the study by emails, telephone calls, and online interviews (see Saldafa, 2016).
Likewise, | collected multiple forms of data, employed rigorous data collection procedures, and
wrote persuasively so that the reader experienced a sense of being there. The concept of
“verisimilitude,” a literary term that captures a person’s thinking, was used in the research study
(Richardson, 1994, p. 521). I allowed participants to respond to all questions without displaying
biases or personal feelings. Creswell (2009) suggested that a researcher include statements
regarding past experiences that provide a background for the audience to understand the topic
better. As the instrument in this qualitative study, | was involved in a sustained and intensive
experience with participants that introduced ethical and personal issues.

I have worked with children and young adult children with ASD for several years, and |
know first-hand the challenges parents face because | am the parent of a high-functioning adult
child diagnosed with Asperger's syndrome. Additionally, I have worked in private and public
school systems for 23 years. Most of the classroom settings where | have taught included many
students identified as exceptional students receiving special education services; many have been

labeled ASD or HFA. During my time as an educator, my goal in both secondary and post-
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secondary classrooms has been to provide services in compliance with the IEP of each child and
serve in the capacity to support their special needs.
Data Collection

Data were collected through three primary modes for this study, including: (a) individual
interviews, (b) survey questionnaires, and (c) a single focus group interview—alternative
meeting forums, such as virtual meetings via Zoom and in-person for one participant. Surveys
and interviews were conducted through online participation. The survey took approximately 5—
10 minutes to complete and delivered via Google Form. Group interviews took place virtually
and depended on the government protocol and rules for social distancing related to the current
Coronavirus status in the world.

The interviews were conducted as a minimal risk procedure because participants were not
at a greater risk for harm than in everyday life or during routine medical examinations (Oakes,
2002). However, an inherent risk exists in any study for loss of privacy and embarrassment if
identifying information is included in the results (Oakes, 2002). Therefore, pseudonyms were
used for each participant and in the transcription of interviews. Real names were found only on
the initial recruitment surveys and voice-recorded interviews. Thus, the surveys were redacted
and replaced with the corresponding pseudonym. I destroyed the voice-recorded data once the
transcripts and member checking were approved by each participant, with the corresponding
pseudonym listed on the transcript. The data from recruitment surveys was contained on the
Quialtrics online system, password protected.

Interviews
For this study, all participants answered each of the following open-ended interview

questions:
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1. Please introduce yourself to me and share information about your experience as a parent

of a young adult child with ASD. (SQ 1)

2. How do you define the quality of life (QOL)? (CQ)
3. How does the absence of your young adult child with ASD impact the quality of your

everyday life at home? (SQ 1)

4. Describe your current perception of your parental role as your young adult child with

ASD has transitioned to a residential college setting. (SQ 2)

5. How would you describe your life with the absence of prompting and cuing your young
adult child with ASD? (CQ)

6. How do you perceive college support services opposed to public school services? (SQ 2)

7. What has been the most rewarding part of transitioning your young adult child with ASD
to a college residency setting? (CQ)

8. What has been the most challenging part of being separated from your adult child in a
college residency setting? (CQ)

Question 1 is a knowledge guestion. Patton, 2002 emphasized that knowledge questions
inquire about the respondent's factual information: what the respondent knows. This first
question simulates an icebreaker or early disclosure about the information gathered informally to
get to know the participant. Patton (2002) noted that interviewing allows one to enter into
another person's perspective and collect their stories; this question is straightforward yet non-
threatening.

Questions 2 and 3 described the beginning of separation from the young adult child with
ASD who has relied solely on the parent and has always lived at home. Patton (2002) explained

an approach to permit greater flexibility at the beginning of the interview that can open the
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likelihood of collecting more data in the latter part of the interview. The parent can express the
ties that must be broken as the adult child is transitioning to a college residency setting. Having a
child with a disability can be considerably stressful for parents and highly affect their
psychological well-being (Emerson, 2003) and physical health (Taylor-Richardson et al., 2006).

Question 4 revealed the significance of the parental role in prompting, cuing, directing,
and redirecting the young adult child with ASD since childhood. Patton (2002) recommends
feeling questions to tap into the brain's emotional center. The goal of these questions was
“understanding distinctions” between opinions and feelings (Patton, 2002, p. 350). Being a
parent of a child with ASD is especially taxing for the caregiver (National Research Council,
2001). Moreover, the diagnosis of autism can be frightening and overwhelming for parents, as
children with ASD exhibit a range of life-long social and communicative deficits (APA, 2000).

Question 5 was designed to show the participants' views about how resources have been a
pivotal part of the young adult child with ASD's life from elementary through secondary years.
In addition, stress has been found to significantly impact the parents' mental and physical health
and lead to psychological distress (Benson, 2006). As Patton (2002) described, knowledge
questions allowed the participant to give information about the services available in a particular
program, which may yield support, thus decreasing parental stress levels. Hermeneutic inquiry is
another important factor as it is grounded in the philosophical thought that experiences can be
explained (Vandermause & Fleming, 2011).

Hermeneutic inquiry is a method of obtaining data through interviewing participants
regarding their lived experiences (Walker, 2011). The lived experiences for these four questions
show the dependence on outside resources or the lack thereof. Parents of young adult children

with ASD are encouraged to seek formal services, such as clinical support, which increases well-
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being, knowledge about the disorder, resilience, and perceived competence that reduces
subjective distress after a life-long challenge of gathering resources. Some support services
include assisting caregivers in their day-to-day lives, providing home and community support, or
respite care (Phelps et al., 2009). Therefore, questions six through nine were designed to
investigate further the effect of the post-transition on the parents” QoL, which is also impacted
by the available campus resources or lack thereof, to support the young adult child with ASD.
Although the term QoL is not specified in the questions, the participants answered questions
related to day-to-day activities and how they impacted their well-being, whether social,
psychological, or emotional.

In Question 6, the term QoL was unfamiliar to the participants. Therefore, it was essential
to find out what the interviewee knew before being asked the questions about stress and coping,
both relatable QoL factors; a definition for QoL was provided for each participant before the
interview. Patton (2002) states, “providing clarity in interview questions may mean avoiding
using labels altogether” (p. 361). This type of questioning allowed the researcher to understand
the holistic worldview by collecting information that is "understood as a unique perspective" (p.
347). Based on research, parents eventually seek out informal support from friends and family
members outside of the home and believe that it is essential to locate family members and friends
who will accept their child's disability and assist the parent in having an everyday social life
(Altiere & von Kluge, 2009). Research has also shown that parents of young adult children with
ASD often have different perspectives on academic services due to the heterogeneous nature of
the disorder (Parson et al., 2009). Academic transition is a significant difference between parents
of young adult children with ASD and parents of children with other disabilities. Parents of

young adult children with ASD were generally less satisfied with the available information and
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choices for ASD academic transition planning (Parson et al., 2009).

For questions 7 and 8, discussing the positive and negative variations can be
uncomfortable; however, these varying perspectives offered important information about the
parents' past and current stress levels and attitudes towards their child's situation in an on-campus
residential setting. Patton (2002) emphasized that the interviewer never supplies and
predetermines the phrases used by respondents to express themselves but captures how
participants view their world. Stress could be either positive (eustress) or negative (distress).

Study findings revealed that parents of adult children with ASD are exposed to
challenging demands regularly, and these demands could have an accumulative effect on the
emotional and physical health of the parents (Viner, 1999). Parents of young adults with ASD
may experience different financial burdens, especially with parents whose adult children with
ASD live outside of the home, causing the parents more significant emotional burden as they
worry about their children's welfare (Hines et al., 2014). Karst and Van Hecke (2012) discussed
how each parent in their study described finances as a hardship. It is a burden to pay out of
pocket for expensive therapies for ASD children. Parents reported in this study that insurance
companies often do not cover the expenses for some therapy because it is considered educational
and not always medical and does not fall under the insurance policy coverage.

Patton (2002) emphasized how a question is worded the interviewee's response(s).
Additionally, the phrasing of a question of this nature should be more open-ended to get the most
accurate answer: (a) How do you feel? (b) What is your opinion of the number of finances spent
post-transition? and (c) What do you think of the long-term effect of post-transition? The
demand and potential caregiver burden significantly impact the QoL for parents of young adult

children with ASD. In question 18, it was essential to gather the parents' perspectives about
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where they believe their child's future will be post-transition to the college setting. Parents of
adult children with ASD typically are concerned about their adult children's development (Karst
& Van Hecke, 2012). Patton (2002) suggested using the conversational strategy early in the
interview process, which allows for intense probing in the latter parts of the interview.
Questionnaires

The purpose of the questionnaire was to explore parental perceptions of their QoL during
the transition of their young adult children with ASD into a college campus residency setting to
capture self-reported experiences impacting their mental, social, and financial well-being. Survey
research is defined as collecting information from a sample of individuals through their
responses to questions (Check & Schutt, 2012). There was a range of open-ended questions; the
participants were emailed a link to the questionnaire. Open-ended questions were incorporated to
allow respondents to expand on their experiences and elicit unexpected answers. In addition,
open-ended questions result in more valid responses than closed-ended questions because
respondents are not forced to select from a list of response options created by the researcher (Sue
& Ritter, 2012).

The survey will serve as a tool to allow the researcher to gain better insight into the
parents' QoL and problems with stress, primarily physical and mental health problems associated
with their feelings regarding their young adult child with ASD residing on a college campus.
Surveys will be delivered in an electronic format using email or an online Google form, giving
the participant the option to choose which method is preferred (Ponto et al., 2010). Using a
combination of survey administration methods can help ensure better sample coverage (i.e., all
individuals in the population having a chance of inclusion in the sample), reducing coverage

error (Dillman et al., 2014). Once the survey accessibility period was finished, the survey results
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were analyzed to capture patterns and themes.
Focus Groups

Focus group interview data helped provide triangulation for the data gathered during the
individual interviews. Focus group interviews have increasingly become accepted as data
collection in social science research (Barbour, 2018). Semi-structured focus groups were
employed as another means of data collection for this study. Data were collected from focus
groups with the participants. The focus groups allowed participants to discuss their lived
experiences while having an adult child with ASD living in a college residency setting. Focus
group interview data provided triangulation for this research and helped develop a
comprehensive understanding of the phenomena (Patton, 1990).

Due to the current COVID restrictions for gatherings and social distancing, there was
only one possible location for the focus groups: Zoom video conferencing. Because many ASD
parents had busy schedules and limited free time, I included an opportunity to respond online in
a discussion group forum.

There are three essential components to focus groups, according to Morgan and Smircich
(1980). First, focus groups are a research method devoted to data collection. Second, the purpose
of interaction in group discussion is the data source. Third, the researcher's active role in creating
the group discussion is for data collection purposes. During the focus groups, data will be audio-
recorded. Sample information for email, newsletters, and website is in Appendix G.

Data Analysis

Phenomenological data analysis involves a process of retelling participant stories clearly

and accurately (Moustakas, 1994). | utilized Moustakas’s (1994) transcendental phenomenology,

focusing mainly on description rather than the interpretation of the research. The process during
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data analysis will be to identify themes that are common in the parents’ reports of their lived
experiences as their young adult child with ASD resides on a college campus (Leedy & Ormrod,
2005). All interviews were transcribed using the Microsoft Word processing program through
Sonix.ai. The transcripts were reviewed for repeated, significant statements to find meaning and
understanding through themes. Thematic ideas were isolated using Van Manen’s (1990) selective
highlighting approach. In this approach, the search for themes or structures of the experience
involved selecting and highlighting sentences or sentence clusters that stood out as thematic
experiences, as van Manen (1990) described; this phenomenological research aimed to translate
the lived experience into words and meanings to achieve the true meaning of the experiences.

Initially, interviews were analyzed to find essential components in participants’ lived
experiences related to QoL to find common themes across interviews. Then, the second round of
thematization occurred to find the essential components in participants' lived experiences related
to the post-secondary transition to a residential college campus by their young adult child with
ASD. Next, clarification was required to compare all participants’ interviews to determine which
parts of lived experiences could be removed without changing the essence of having a young
adult child with ASD on a college campus, thus clarifying what was essential and non-essential
(Wertz, 2010).

Several data analysis methods were devised for this transcendental phenomenological
study (Mapp, 2008), although interviewing and observing deserve special attention because they
are frequently used in all five approaches to research (Creswell, 2009). Data received from
survey questionnaires, interviews, and focus groups were transcribed verbatim by the researcher

and double-checked for accuracy. Moustakas (1994) suggested that the analysis and
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phenomenological reduction process should be conducted using bracketing, horizontalization,
and creating clusters of meaning to determine the essence of the participants’ experience.

First, I used the process of bracketing to purposefully identify and then separate from the
study any personal related experiences or beliefs I hold relating to being a parent of a young
adult child diagnosed with ASD. Moustakas (1994) identified bracketing as a valid means to
remove subjectivity and ensure the research is not altered by the researcher's role. Bracketing and
epoché will increase the study's validity through confirmability and ensure the study is free from
researcher bias (Lincoln & Guba, 1985).

| used horizontalization to list meaningful experiences and quotes significant to the study
(Moustakas, 1994). After bracketing, I horizontalized the data of participants’ individual
experiences. By analyzing the transcribed data and identifying the meaningful statements, |
further reduced the data by removing the study's redundant or un- meaningful comments.
Interviews and focus group data were transcribed into Word documents and then electronic
format. Once the data were in electronic format, | added manual coding, thematic analysis, and
textural and structural descriptions.

As the researcher, | was fully immersed in the data, and | understood the essence of the
participants' lived experiences. | listened carefully to the audio-taped interviews in stage one of
this process. Then, | created a spreadsheet from the transcriptions that included verbatim reports
from each interview to draw out invariant constituents, relevant phrases, and thoughts from
irrelevant information to determine the meanings of textural and structural descriptions
(Moustakas, 1994). Next, | demonstrate horizontalization by building on data from the first and

second research questions. Then | searched through the interview transcriptions and handwritten
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notes to separate relevant and irrelevant information to illuminate significant statements and
quotes that gleaned how each participant understood each experience of the phenomenon.

The second stage involved categorized segments reflecting different meanings of the
phenomenon experienced by each parent. Data were analyzed by color-coding specific phrases in
the transcripts and highlighting significant statements and sentences. Coding was a helpful tool
for horizontalizing the data because it allowed each word to be assigned a predetermined code.
Coding enabled the researcher to perform multiple methods of analysis on a text. As codes
appeared more frequently, the common elements for the study began to form. Coding categorizes
the data to establish a framework of thematic ideas (Gibbs, 2018). Finally, the data were
reviewed in the coding process for further organization and analysis (Creswell & Poth, 2018).

Each participant was assigned a pseudonym to protect their identity. In this reduction
step, | reread the transcripts and repeatedly listened to the audio recordings to clarify any missed
statements; and prevent repetition and ambiguous expressions (Moustakas, 1994). Then the
process continued using the coded statements and phrases to identify themes representing
detailed thoughts and meanings.

Stage three of the data analysis comprised my investigation of how the parents
experienced the phenomenon. Data were organized and analyzed to facilitate the development of
individual textural and structural descriptions and meanings, and essences were listed into
clusters and thematic categories. Themes were used to write a description of what the parents
experienced. These themes were also used to describe the context that explained how the parents

experienced the phenomenon (Creswell, 2009).
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Trustworthiness

Trustworthiness was established in the study by increasing credibility, transferability,
dependability, and conformability (Lincoln & Guba, 1985). Triangulation is an essential means
of ensuring the trustworthiness of data (Creswell & Poth, 2018). Patton (2002) emphasizes
reliability and authenticity by being balanced, fair, and conscientious in considering multiple
perspectives, multiple interests, and multiple realities. | ensured the trustworthiness of the data
by having multiple ways of data collection. For example, participants had the option of using a
secured link for the internet-based program, email, and Google form. Using multiple formats
increased the reliability of the study by allowing participants to communicate information about
their perceptions in the way they may deem most accurate and comfortable (Creswell & Poth,
2018).

Member checking was conducted by having participants review transcribed records and
textural and structural descriptions to ensure that | accurately described the experience. Member
checking is an essential technique for exploring the credibility of results, and it is crucial for
participant clarification when necessary. Lincoln and Guba (1985) recommended member
checking to enhance rigor in qualitative research, proposing that credibility is inherent in the
accurate descriptions or interpretations of phenomena.

Credibility

In qualitative research, credibility can be established by reviewing the transcripts to look
for similarities and differences between participants’ statements (Thomas & Magilvy, 2011). In
addition, the credibility of the data was confirmed through member checking during the
interview process with two individuals after initial findings were discovered. Another means of

strengthening credibility was how focus groups were employed in this present study. The focus
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group interview took place after the individual discussions had begun and preliminary data
analysis had begun. Once the individual textual and structural descriptions started to take shape,
the focus group questions were implicitly chosen to explore whether the individual descriptions
were also accurate for the primary theme descriptions.

Credibility was used to determine the study’s internal validity and provided an accurate
picture of the phenomenon under investigation. Transferability is similar to the external validity
of quantitative research and was used to determine if the study can be used in different contexts
and the extent to which the present study is similar to other studies on the same topic. Findings
from the study may help design studies of caregivers of adults with different types of
developmental disabilities who may be experiencing similar circumstances.

Dependability and Confirmability

Dependability is similar to reliability and typically is determined after replicating the
study using the same methodology. The completed interviews were analyzed using these four
factors associated with trustworthiness. Dependability can be achieved when another researcher
can follow an audit trail of the research conductor (Tobin & Begley, 2004). Confirmability can
be accomplished when interpretations can be derived from the data (Thomas & Magilvy, 2011).
Finally, authenticity can be demonstrated when the qualitative research design is accurately
identified and the phenomenon under study is accurately described (Carcary, 2009). Another
term used by qualitative research scholars is reflectivity (Creswell, 2009).

As a qualitative counterpart to objectivity, confirmability pertains to the neutrality of the
researcher’s findings. This process ensures that other researchers can confirm the study if desired
(Bitsch, 2005). Strategies used to establish confirmability include an audit trail, triangulation,

and reflexive journaling (Bitsch, 2005). I ensured the confirmability of this study via the use of
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audit trails. In addition, | continued using the documents obtained during the study, such as
transcriptions, interview notes, and tape-recorded interviews, to ensure that the findings were
accurate and consistent. As a qualitative counterpart to objectivity, confirmability pertains to the
neutrality of the researcher’s findings; other researchers can confirm the study if desired (Bitsch,
2005).
Transferability

One approach to dealing with truthfulness and transferability in qualitative research is to
create consistency (Slevin & Sines, 2013). Creswell (2009) described a reader’s process
regarding transferability through a detailed, thick description. Further, Creswell (2009) proposed
that the writer describe the participants or setting under the setting in detail. Erlandson et al.
(1993, p. 32) emphasized the importance of "shared characteristics” and transferring findings in
transferability. An example from my current research about the QOL of parents of young adults
with ASD could communicate the findings of Connelly and Gersch (2016), which explores the
study of the parents’ experiences with ASD children starting primary school; the difference is
age and grade level of the ASD child. The key indicators for both studies were parent
perceptions, and horizontal transitioning was the changed setting. In both studies, similarities
concerned themselves with examining the parent's world and the stress of separation and
transition for the parents of young adults with ASD. | used detailed descriptions throughout the
study to describe the setting and participants so the study could be recognized and transferred by
others to similar settings and populations.

The key assertion to transferability, like a theory, attempts to progress from the particular
to the general by inferring transfer. Saldafia (2016) expounded on predicting patterns of what

may happen in similar, present, or future contexts. Likewise, Erlandson et al. (1993) contended
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that to allow transferability, one must provide sufficient detail of the context for a reader to
decide whether the prevailing environment is similar to another situation and whether the
findings can be applied justifiably to the other setting.

Ethical Considerations

This study was performed per the standards established by the IRB at Liberty University
and all rules related to state and federal regulations in North Carolina and its surrounding areas to
provide ethical protection for the participants involved in the study. I collected data for the study
after the IRB approved it (see Creswell & Poth, 2018). The IRB process required the assessment
of any potential risk that may occur due to the result of the study, such as physical,
psychological, social, economic, or legal harm to the participants. Respect, beneficence, and
justice are due to every participant. Each participant was treated as an autonomous agent giving
weight to the parents’ opinions and choices, and the researcher will refrain from restricting their
actions.

The data received from the participants did not contain any risk more significant than the
minimal risk. All guidelines established by the IRB at Liberty University were used to ensure
that the data received from the participants was protected. Accordingly, | avoided leading
questions, withholding personal sharing impressions, and disclosing sensitive information
(Creswell & Poth, 2018, p. 55).

As the researcher, | guaranteed that the identity of every parental participant and all
forms of data was kept confidential. | backed up copies of computer-generated files. All
generated data collected on the laptop was stored on a flash drive, and then all data was backed
up from the flash drive and copied to the iCloud. The audio recorder will then be stored in a

locked drawer in a file cabinet at the researcher’s home. No information was kept on the hard
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drive of the passport-protected laptop used in conducting the interviews. A filing system was
established to maintain handwritten notes taken during the interviews. The researcher also
created a master list of the information collected. A matrix was created as a visual method of
identifying and locating information. I assigned pseudonyms to protect the parents’ anonymity
and masked the names; these files were locked in a file drawer. All participants were made aware
that the interviews were recorded to ensure the accuracy of the transcribed information.
Participants were informed that they were allowed to review the transcripts later to ensure
accurate information was transcribed from the recordings. The audio recording and all other
documents were stored in a secured location in my home. | have exclusive access to all secure
research data.
Summary

This qualitative study aimed to investigate the experiences of parents’ stress and caring
for adult children with ASD. Ten parents participated in this study. Creswell (1998) suggests 5-
25 participants as a required number for a phenomenological study. Huber and Whelan (1999)
specify many examples with one or two individuals in narrative research unless a larger pool of
participants is used to develop a collective story. In phenomenology, Creswell (1998) proposed
the number of participants range from one up to 325 based on evidence for general guidelines for
sample size. In addition, Dukes (1984) recommends studying three to 10 subjects and one
phenomenology; Riemen (1986) studied ten individuals. Although parents had many challenges
that led to stress, such as increased demands on time and barriers to services, Hines et al. (2014)
found that parents could also experience fulfillment. Data were carefully collected, and the

privacy of each participant was secured. Validity is ensured through member checking and peer



91

debriefing (Saldafa, 2016). Transcripts were carefully transcribed, coded, and read over several
times to conclude.

The current research provided an opportunity to understand and identify the issues that
parents of young adult children with ASD experience and allow them to have a voice (Reddy et
al., 2019). I followed every guideline that the Liberty University IRB set forth to involve and
protect human subjects. Every parent (participant) signed a consent form, and all data collected
was stored in a locked filed cabinet. The researcher took every precaution to uphold the highest

respect for the privacy and confidentiality of parents who participated in this study.
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CHAPTER FOUR: FINDINGS
Overview

The purpose of this transcendental phenomenological study was to explore the lived
experience the parent’s QoL with young adult children diagnosed with ASD residing on a
college campus. A phenomenological study details the lived experiences of a group of
individuals who share a common phenomenon (Creswell & Poth, 2018). Data from the
participants were collected from questionnaires, semi-structured, and focus group interviews.
Participants were initially recruited through a university gatekeeper and convenience and
snowball sampling. Gall et al. (2007) defined phenomenology as “the study of the world as it
appears to individuals when they lay aside the prevailing understandings of those phenomena
and revisit their immediate experiences of the phenomena” (p. 495). This study aimed to
understand the phenomenon more profoundly and its impact on the parents and caregivers who
experienced it. A phenomenological design was chosen to explore the parent’s QoL and stress
associated with the transition of their young adult child with ASD to a college residential setting
through Schlossberg’s transition theory (1981) and the 4S transition model of assimilation and
appraisal.

The chapter begins with a brief introduction of the 10 participants, followed by the results
of the data analysis. The chapter outlines the results of data analysis procedures such as coding,
thematic analysis, and synthesis of the phenomenon’s essence as they were applied to data
collected for the research. Analysis and results were presented in following the numerical order
of research questions with visual aids being presented when necessary for greater depth of

understanding and to provide a voice to parents of children with ASD, specifically the needs that
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parents and caregivers encounter as their adults with ASD transitions to a college residency
setting.

This qualitative study utilized a phenomenological approach to describe the experiences
of 10 biological parents and caregivers of adult children with autism in a college residency
setting. This research gave a voice to parents, both mothers, fathers, and caregivers. The
remainder of the chapter focused on analyzing the research data and significant findings.

Participants

A total of 10 individuals participated in this study. Each participant and family member
referenced in the study was given a pseudonym to ensure confidentiality. Each participant was a
parent or caregiver of a young adult diagnosed with ASD living in a college residential setting.

Individual demographic data were collected during the initial discussion with
participants. Descriptions of each participant’s experience are provided as accurately as possible
to recount what each individual experienced regarding their level of the overall stress and coping
practices, which may impact their QoL. Detailed descriptions that provide detail for
understanding the individual’s experience of the phenomena and quotes from individual
interviews are used as necessary. Participants represented a diverse group of individuals from
various backgrounds, races, and socioeconomic statuses. The participants ranged in age from 49-
73 years. All participants had a salary range above 50,000/year. Three participants identified as

male and seven as female (see Table 1).
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Participant Demographics

94

(Pseudonym/Name) Gender Ethnicity Age Parent (P)  Focus group
category  or Caregiver participant
©

Cole Male Other 41-50 P No

Rosa Female African 51-60 P Yes
American

Amanda Female Caucasian 51-60 P Yes

Bonnie Female Caucasian 51-60 P Yes

Maria Female Other 41-50 P No

Melissa Female African 60+ C Yes
American

Cindy Female Caucasian 51-60 P No

Jonathan Male Caucasian 51-60 P No

Jessica Female Caucasian 41-50 P No

Jackson Male African 51-60 C Yes
American

Cole

Cole is a 41-50-year-old father of a 19-year-old male who was first diagnosed with ASD

at the age of 3 %2 within a few months after he and his wife started living and working abroad.

Cole and his wife had unique living circumstances compared to other participants of this study,

as living abroad impacted their options and posed limitations for available resources. Cole is an

independent consultant, and a retired attorney, and his wife is a registered dietician. He described

his current income and financial status as “a very fortunate circumstance” because he is in a

position where finances do not pose a problem for him. Cole described his perspective as a

hardworking father who feels “blessed to be in a good financial situation” to handle what might
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be stressful for other families.” Cole reflected on the day when he and his wife first heard their
son’s diagnosis; He recalled telling her: “I don’t know what this means, but whatever it means, if
you think of him as broken, you’re going to treat him as broken, and the world is going to treat
him as broken...WWecan’t treat him as broken.” In terms of transitioning as a young adult in a
college residency setting, Cole expressed the initial fear as a dad experiencing this type of
transition: “I’m not afraid of him going out on his own. That doesn’t bother me. My fear is, how
is he going to do it? Is he capable of doing it? Is he going to have the resources he needs to be
able to support himself to do that?”
Rosa

Rosa is a 51-60-year-old mother of a 25-year-old male diagnosed with ASD living in a
college residential setting. Her son “Avery” was diagnosed with ASD at three years old. Rosa
spoke with a calm, patient voice as she explained her concerns about his lack of communication.
She explained it was “tough” when he first transitioned to this residential setting because she had
been there for him, cueing him, and explaining certain situations for so long, so her QoL was
impacted by worry. She heavily expounded upon her reliance on her faith and the importance of
allowing herself to grow in this transition situation. She shared, "Asperger’s didn’t just fall out of
the sky; however, my quality of life has gotten better because of who he is becoming. | also have
a better understanding of my needs because I now understand his needs.”
Amanda

Amanda is a 51-60-year-old mother of a 21-year-old young adult male with ASD living
in a college residential setting. He was diagnosed at the age of two. When describing the impact

that her son’s absence has had on her everyday QoL at home, she explained,
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It gives me a feeling of being at a loss because | have devoted so much of my time to

him...and I find myself calling him, but I try not to smother him... It’s kind of a lost

feeling-1 look for him, but he is not there.
She explained her feelings as “not knowing what to do with myself.” Amanda has been used to
being her son’s advocate for so long, and realizes her son has trouble advocating for himself
which causes her to be frustrated. She expressed her desire to be protective, but also finds it hard
to balance life as a single parent now that he is away at college. There were many questions not
directly answered by the participant from her perspective, instead, Amanda answered guestions
solely from her son’s perspective and she had to redirect her attention to focus on herself.
Bonnie

Bonnie is a 51-60-year-old mother of a 22-year-old young adult male diagnosed with
ASD at 2 %- 3 years old. Before her son went to the current residential setting, there was one
other transitional experience; she described the first transition as “hard for everyone.” This
uncertainty caused her to worry about seeking other college campuses that served students on the
autism spectrum. During the second transition, Bonnie described the experience as a “fear of the
unknown, which is amplified with kids on the spectrum.” When asked about specific fears,
Bonnie stated that her feelings are different from day to day: “Depending on the phone call I
receive-whatever has happened in his life that day immediately impacts the type of day I will
have...My quality of life day-to-day is knowing that he is okay.”
Maria

Maria is the mother of a 21-year-old male who lives in a college residential setting. Maria
is a married college professor. She described her adult child as being “eccentric and always

behind as a child.” She did not immediately receive an official diagnosis for her son despite
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seeing obvious ASD characteristics as a young child; the official diagnosis did not take place
until he was 15. She was discouraged by her husband and pediatrician to seek a formal diagnosis.
This hesitation was due to the unrest in society at that time because of the Sandy Hook shootings
and the probability that the shooter had some form of autism which shined a negative light on the
diagnosis. Maria’s sense of her QoL depicts sadness and is directly impacted by her son’s joy,
friendships, and lack of friendships. She shared,

He did not have friends in school after sixth grade, and he still does not as a college

student which makes me sad... No one cared enough to be his friend, that made me sad.

He wanted friends but did not know how to make them. Even now, at the university, he

eats alone at the university which also makes me sad.
Melissa

Melissa is a 60+-year-old caregiver (grandmother) of a young adult female diagnosed
with ASD at the age of 5. She became the primary caregiver for “Nancy” due to the death of her
daughter-in-law and the absence of her son. She has been an active advocate for her
granddaughter since gaining custody of her. When describing her experience while rearing her
granddaughter with ASD from the past to the present, Melissa commented, “I worry...I worry a
lot. I still worry... The main thing I worry about is someone taking advantage of her.” When
asked about her QoL and how she would define it, Melissa stated,

To me, quality of life is having good health, a relationship with God, and helping others,

and doing the best you can, and having the time to do what you can.” Melissa is the only

participant in the study with a young adult female diagnosed with ASD living in a college

residential setting.
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Cindy

Cindy is a 41-50-year-old professional whose son was diagnosed with ASD at 3 %. He is
currently 22-years old. Cindy stated that her son was different as a toddler, and she noticed
differences that required occupational and speech therapy. She continued with private treatment
until he reached high school. As he entered the college setting, he did not require as much
therapy, however, there was still a dependency on her, mostly because he is an only child.
Melissa shared that her personal QoL is defined as a general sense of peacefulness and not
having to worry about the necessities of life (i.e., food on the table, enjoyment in life, stable
career). Friendships also contribute to an excellent QoL. According to Cindy, the absence of her
child has not created a negative impact; however, she described “it was hard to get use to
especially with that space (his bedroom) of him being gone...”
Jonathan

Jonathan is a 51-60-year-old father of a 22-year-old male living in a college residential
setting. His son was diagnosed with ASD at the age of three. Jonathan explained the experience
of having a child with ASD was very traumatic at the beginning, which required a different
parenting model. Still, overall, it has been the most rewarding experience of his life. Jonathan
equated his QoL with Maslow’s self-actualization and the necessity to re-evaluate his role as a
father when placed in situations where he had to transition his own personal feelings and social
acceptance. As it pertains to the current residential setting and separation from his son and his
absence from the home, Jonathan described life as evolving overtime by stating,

The first year he entailed fears, concerns, and uncertainties as a parent because there were

some real needs he had. It wasn’t like he was just down the street... There was a lot of

letting go... He had to experience his own stumbles. The college support program was
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different, and it required us to rely on and trust others. It was liberating, but not without a

lot of letting go. I think we were overprotective.

Specific to “letting go,” later in the interview Jonathan shared his perception of what it meant to
let go and shared how he felt:

| struggle with not having control over the situation. The idea of being very involved with

his schedule and making sure if there are changes to his schedule that they are planned

and discussed in advanced-then dealing with disruptions that come along. We were
programmed that way for years, then, all of a sudden, he’s away at college, living
independently, and having all of the disruptions that come with that, and the inability to
have control over that, that was difficult...

Jessica

Jessica is a veteran nurse who began her career in the military. She is a 48-year-old
mother who adopted her son from foster care at birth. She described her experience raising her
son as “heaven and hell, all in the same spectrum...” She shared, “I was in the military and
served in war, and this experience was tougher of a fight than that...” To date, she credits her
success with maneuvering through services and finding support because she is a nurse, and she
“knows the system better than most lay people...”

When asked about her QoL (in general and currently), she affirmed that bouts of
depression had impacted her overall QoL as she constantly fought for services for her son. She
stated, “it was not much a quality of life...” with the loss of many marriages and relationships
coupled with her PTSD symptoms. Jessica shared an interesting perspective in her interview:
how much her QoL has improved since her young adult son has transitioned to the college

residential setting. She still has a significant role in promoting and cuing her son. Her prompting
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has increased since he has been in the residential setting. However, she feels relieved that she
“can breathe,” She no longer feels as overwhelmed as she did when her son lived at home.
Jackson

Jackson is a 51-60-year-old father to a 23-year-old male diagnosed with ASD living in a
college residential setting. When Jackson discussed his transition and his QoL during the change
of his young adult to a college residential setting, he shared minor differences but not a huge
disconnect: “There is always concern, but the fear usually subsides with his rapid
communication, and his attempt to communicate more with others. | allow my wife to do most of
the cuing, however, | support her-we are a team...” Jackson stated the relationship between he
and his wife has grown since their young adult child has transitioned to a college residency
setting.

While Jackson believes having the college support program is a valuable component to
reduce parent stress, he also sees the most challenging part of being separated from his son as-
“How he is perceived? How will he perceive others?”’- “Especially without having excessive
prompting and cuing.” Specifically, when his son must navigate campus at night, he reveals
concern: “He has functioned outside of the house-especially at night, but the campus is
different...”

Results

The following are the results of this transcendental phenomenological study to
understand, as a lived experience, the parent’s QoL with young adult children diagnosed with
ASD residing on a college campus. Data used in the analysis were collected from a
questionnaire, individual interviews, and a focus group interview with participants in the

Southeast Coastal States. Open coding was performed on data as the initial step in developing
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themes for the findings. Following Moustakas’ (1994) recommendation, individual themes were
developed before developing major themes. Individual themes were given as part of the
participant description. Finally, major themes were developed as a final step in data analysis by
analyzing personal themes. Discussion of major themes will follow using the narrative form.

This study was guided by one central research question and two sub-questions to describe
the parent’s QoL with young adult children diagnosed with ASD residing on a college campus.
Participants completed demographic surveys questionnaires participated in semi-structured
interviews and a focus group. The salient themes of their shared experiences, as they relate to the
sub-research questions, are presented as follows: (a) The Challenge: Adjusting to a new life, (b)
Fear of the Unknown, (c) Evolution Within Transition, (d) Campus Support and Coping.
The Challenge: Adjusting to a New L.ife

The first major theme that emerged from the data answering research questions pertaining
to quality-of-life post-transition was the theme of challenge: adjusting to a new life. The new life
that parents of young adult children with ASD in a college residency setting reflected upon the
complex challenges they faced regarding this transition. As their child transitions to a college
setting, parents of young adults with ASD have high levels of parenting stress with increasing
responsibilities as their child grows older. Many parents experienced loss and sadness in this
study, while others felt relief and relaxation.
Rosa shared,

I’'m good with him being gone. I sit back sometimes and | clap, | cry. I’'m happy because

I have time for my mind to do what it wants to do. And that’s okay. I'm good with that

because for so long, I cried and I prayed, I didn’t understand where he was going, what

life was going to be like, but | knew | was not going to stand back and let it be nothing.
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Actually, it’s a feeling of relief knowing you’ve just got to prompt and cue yourself for a

while.

In this study, many parents faced a challenge to relinquishtheir controlto the young
adult or the college support system. In contrast, others struggled with letting goof their young

adult child in a new college residency setting.

Table 2

Adjustingto a New Life

Subtheme Code

Relinquishing control campus support service, loss of
parental authority, freedom, free
time, separation, finding myself,

recalibration, moving forward,
letting go

The first subtheme of the major theme was relinquishing contral For many, this
described the situation of being a parent of a young adult with ASD as they were faced
with transition and moving forward and giving up some of their control. Seven of the 10
participants, including Bonnie, Cindy, Jonathan, Jessica, Melissa, Jackson, and Maria,
described the struggle they all experienced with relinquishing their parental control. They
indicated that they had to let their adult child make decisions regardless of their personal
feelings to hold on with supervision or to oversee the choices of their young adult ASD
child. The concepts of being a “mama bear” and “keeping an eye on things” were
reverberated throughout many of the interviews. Bonnie shared her perception of
relinquishing authority, “I try to step back, I really do...let him make decisions. I'm

letting him and the advisors, and the staff in the program there help him.”



The innate ability to hover or be a problem solver is the overall sentiment of many
parent participants, representing the concept of helicopter @renting(Padilla-Walker &
Nelson, 2012). Parents of students with ASD often continue to be an essential source of
support and care in the postsecondary environment to ensure success. Therefore, it is
extremely difficult for many parents to remove themselves from the role of authority,
which requires complete control and parent autonomy.

Some participants spoke about the difficulty of stepping back to a more
subservient role by allowing their adult children to become more independent and
consciously aware of their new responsibilities in a college residency setting. For
example, Jonathan described his struggle with relinquishing parental control and
struggling with his overprotection.

Jonathan shared,

But then there were some very real needs that he had. And so, it was healthy in

one respect to let him experience independence, let him stumble when he needed

to. There was a great support program at the school...We were used to being very
involved, you know, with the child on the spectrum rules are important, and
making sure that if there are changes to schedules that they're planned and
discussed in advance and then dealing with disruptions that come along. And so,
we were programmed that way from years of experience and guidance from
others. Then all of a sudden, he’s away at college, living independently and
having all the disruptions that come with that... So, yes, the inability to have any

control over that, was difficult.

103
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Another challenge faced by parents of young adults with ASD could mean the
young adults with ASD are the parents, try parents of you adults with ASD or parents of
college students with ASD about relinquishing parental control was the ability to “let go.”
Four of the 10 participants, including Jonathan, Melissa, Rosa, and Amanda, described
“letting go” as a significant factor in the stress pertaining to their QoL. These four
participants noted the hardship of “I wasn’t ready” and “it’s hard to let go” as indicators
of the difficulty seeing their young adult leave home and go into the college setting.
Amanda shared, “Challenging thing for me is I realize that I've made my son pretty much
my whole entire life.” Other parents describe the difficulty in letting go, or stepping
aside, and the impact of considering others to (now) serve as an advocate for their young
adult.

Jonathan shared,

As much as they say we have to let go, it’s hard to let go...If you’ve been a parent

this close enough to your child, you know them. And it’s just going to be hard,

but we have to do our work to get in those places of peace.

The other participants who described not being able to function or go through the
day without calling a few times further developed the concept of letting go. Amanda is
aware that her son needs his space; however, she is not able to let go of the routine of
seeing him daily. Amanda stated, “I’m always calling him to see what he is doing and
he’s actually able to function better than I expected. At the same time, | try not to
smother him-to give him that room.”

Likewise, Melissa decided to delay her granddaughter’s enrollment to college

because she did not think her granddaughter was ready for a college setting. Despite
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constant encouragement from family members to “let go” of her granddaughter, Melissa
admits during the interview “I was the one who was not getting ready to let her go.”

Parent statements about relinquishing parental control, and their perception
regarding separation and moving forward as their young adult ASD child transitions to a
college residency setting are major factors for the parents’ QoL.
Transition: Fear of the Unknown

A common thread across all participants’ experiences was the fear they encountered.
Whether the fear was past or present, it impacted the parents’ QoL. All ten participants reported
feeling fear related to the safety of their ASD child and the uncertainty of the future for
themselves and their children. The vast majority of participants indicated that fear significantly
impacted their QoL because of the thought that “something” might happen beyond their control.
For some participants, fear represented the outcome of a situation like post-transition livelihood
for their ASD child. In contrast, other participants recoiled at being gone forever from their
young adult ASD child and separated by death.
Table 3

Transition: Fear of the Unknown

Subtheme Code

Taking advantage the threat of harm, concerned, scared,
protection, fear

No longer here helpless, separation, future worry,

uncertainty, stressful, struggle

Taking Advantage
Cole’s perception of fear centers around his concern for his son’s ability to function

independently without direct or outside support. He shared,
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My fear is how is he going to do it? Is he capable of doing it? Is he going to be able to
have resources he needs to be able to support him to do that? My fear is wasn't he's
leaving me, but is he going to be okay? My biggest fear is if something happens, and he
gets taken advantage of.

Cindy indicated that her biggest concern for her son is how he would handle certain
situations without her prompting and cuing him. “I just don't know if Adam has the perceptions
of people and how to handle certain potentially dangerous situations...so that makes me nervous;
I’m just being honest.”

Melissa, who is the only caregiver of a female with ASD in this study, spoke of her fear
in this manner, “I worry that people will take advantage of her. And the most challenging part, |
guess, is trying to keep up with her, making sure she's good and not being taken advantage of. |
get really scared when she don’t answer her phone.”

Rosa also described a personal fear about her son’s exposure to unknown situations, and
what his response(s) might be if she is not there to explain the danger of a situation:

What if there is an incident of someone trying to influence him? He doesn't understand if

a guy steals a car without permission, and says, "hey, ¢'mon let's go for a ride"-So now

what happens if they get arrested? Is my son going to remain calm enough to tell the

truth...or is this guy going to blame him for it...It’s so easy for someone to take
advantage of him, and other students like him.

For Bonnie, she hesitated a few times during this segment of questions as she expressed
concern of someone taking advantage of him. She shared, “It makes me panic to think he might
forget to take his meds one day and have a meltdown, what would happen to him?” There are

other fears that parents expressed which caused anxiety and even depression. Bonnie also shared
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a slightly different concern about her son living in the college residency setting, and in a
different environment away from home, “My fear is, will he be able to live independently after
the program. Is he going to have to rely on us, you know, financially.”
No Longer Here

Parents in this study described the joys and sorrows of parenting their young adult ASD
child through the years of the life. The emphasis on the untiring efforts to make a decent life for
their child was a common thread of emotions that pointed out the constant personal and financial
sacrifices that have been made over time. However, the most challenging part for the participants
of this study was to recognize they may have to pass on and have to leave their ASD child. The
primary issue for many of the participants was “what will happen when | pass -away?”” and “who
will look after them when I’'m gone.” As Amanda reflected upon how her son’s life would be
after she is no longer here, she shared,

Because, you know, as a parent, you worry, if something were to happen to you, what

would happen to your child down the road...He gets distracted easily, and he can totally

forget about what we're talking about; he struggles with multitasking. So, I get it...But

who else would understand? | worry. Yes, | worry about that a lot.

Cindy reflected upon her worry regarding her son and his ability to maintain life without
her, as she shared,

| just... I think that somebody is always going to kind of need to keep an eye on him,

even when he's 40. But he's, you know, he's going to need somebody and hopefully a

cousin or somebody in the family, you know, maybe once a month can just kind of

eyeball things and make sure that everything's okay, you know like house repairs... Once
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his dad and stepdad, and I have all passed away, | mean, I just, | don't know what will
happen.
Bonnie also shared,
With my oldest son, | can say something like, clip your wings and fly, but with Noel, I
can't take that attitude, you know, and | want to see him become independent because his
father and | aren't always going to be here, and I think that’s one of my main concerns,
you know. | want him independent enough where he can carry on a successful and
healthy and satisfying life.
Jonathan reflected upon his concerns about leaving his son, as he shared:
| would say that, for so much of my life, I was concerned with, how do I... what can | do
to make sure that it's going to be okay for my son because I'm not going to be here all
along? Someday I'm going to be gone. Hopefully, later than sooner. And that feeling of
responsibility and worry that life isn't going to be okay for him when we're not able to
help him the way we want to...and the reassurance that he's going to find his own path
and he's going to figure it out... it may not be exactly what we envisioned, but it's going
to be okay, and relief must come from that.
The Evolution within the Transition
Parents of children with ASD encounter unique experiences and greater challenges
compared to parents with typically developing children. As children with ASD grow into young
adulthood, their needs are still significant, and the parent stress is prevalent as they grow older.
The gradual development and impact on the parent’s QoL as they experience transition is
inevitable as they move in, out, and through transition. Self-perception in transition is viewed

differently by the individual experiencing the transition. The evolution of a parent occurred as
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they experienced various emotions, however, they were able to maneuver through the phases of
transition as many parents reflected on who they were, or who they had become. Although their
coping mechanisms were different depending on the person’s perception(s) of the events, many

of the parents evolved as they approached and worked through transition.

Table 4

The Evolution witn the Transition

Worry figuring it out, anxiety, having faith, post-
transition prompting, decompression
Sadness weepy, lack of support, no friends,

depression, regret, guilt

Worry: Moving in, Moving Out, and Moving Through

The issue of worry was a dominant theme throughout the interviews as parents discussed
the harsh realization that their parental role may cease one day; this caused worry. Nine out of 10
participants experience fear as it relates to their QoL. Regarding their parental role, the reality of
constant caregiving for their adult child with ASD can be highly stressful. A major stressor for
parents is that they never feel a sense of relief from caregiving. The issue of being worried
reverberated throughout the parent’s interviews. For example, Melissa affirmed her worry, “I
worry. | worry a whole lot. That's the main thing with having a child with disabilities...you
worry. Well, 1 still worry about her, and | called her sometimes every day or every other day.”
Caregiving and older adulthood are often associated with additional financial burdens. Melissa
also extended the personal worry to financial obligations and worry, for paying tuition, room,

and board for her granddaughter:
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But until now, everywhere Nancy had been, it had been free. Oh, let me tell

you, | ain't never had to pay this much, and | kept putting in for assistance,

but the grant didn’t go through. There should be a program to help these kids

or offer financial help... Oh my god, because I told her, I said, I’m going to

have to take you out of this program, and off campus. I can’t do this!
Bonnie described the impact that worry has had on her life. She shared:

It impacts me because I’m thinking, you know, | need to go on with my life,

with my husband and my goals, and as a couple of personal goals, but

sometimes | feel there’s always this, you know, tendency to you know, to
worry.

As parents of students with ASD often think about the future, they also
tend to worry about what will happen to their adult child. The concept of worry
was further developed in the focus group session. Participants revealed other
elements of worry they experienced during this transition from different
perspectives. All five participants of the FG shared different elements of worry.
For example, Bonnie described the different levels of worry and responsibility
between her two sons, one who is atypical, and the other on the autism spectrum:

As far as, like transportation, he does not drive. So, my husband and |

always have to go pick him up, and it’s about a five-hour drive there and

back...I’m just going to kind of compare with my other son, my other son
drives, and he drove a nine-hour drive and | didn’t have to worry about it
and | didn’t have to check back. So, with Noel, I helped him pack his

things, like that. So, | mean that, that’s like an impact on my husband and |,
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not that we mind driving him or picking him up, but it’s just a comparison
to the level of independence with my one son, and my with Noel.
As a caregiver to her ASD granddaughter, Melissa extends her level of worry to
the worry for her granddaughter’s safety:

I’'m not as worried as I use to be, but I still worry. She’s such a soft-spoken

child, well a young lady now, I can’t even think about someone mistreating

her... | ran to that phone when she didn’t answer, and | checked my

Facebook page. Let me tell you, when she first went to that school, | was

upset that she didn’t answer right away. So, this continued to happen. And |

said, Come on, don’t be smart. We’re going to find you today. And I called

her father and told him, “She’s missing,” but | couldn’t believe that girl

went to a soccer game by herself, at night, and on top of that she wouldn’t

answer her phone. | was scared to death, and | felt helpless because it was

so late, and I did not know who to call. This is why I still call her every

day, maybe not two or three times, but as long as | can hear her voice, I’m

alright.
Sadness

In connection to the parent’s quality of life (QoL), several participants described sadness

about their child’s transition in a college residency setting. Some participants expressed dismay
while being separated from their young adult, while others told how sadness impacted them from
other perspectives related to their young adult with autism. Several participants mentioned being

sad since the transition of their adult ASD child to the campus residency setting and how they are
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coping with this sad feeling. Many descriptions centered around the thoughts of being without
friends, and the inability to make friends.

Maria described her feelings of sadness as it pertains to overall concern for the social
well-being of her son:

You know, he’s always at home. He doesn’t go out, you know, and that always made us

sad. And also, I am the main basically person to oversee his academic progress, | guess,

you know, instead of my husband, it’s basically me. So, it’s stressful. It’s stressful in a

way that. You know, I have... like, | have another daughter, neuro typical daughter, and |

don't even look at her grades, | don't worry about her homework, right? She does what
she needs to do...But my son is different, he has basically had no one to hang out with. |
don't believe. To be honest, | do not think he was bullied at school, but he was basically
ignored. You know, the people around just ignored him, they were not mean to him, just
ignored him-that makes me sad. But no one cared enough to be his friends is the thing.

So, you know, he was never included in a lot of things. So that, that made me sad. He,

you know, he didn't have friends to do things with, and still, now, he doesn't. It’s so, so

sad to see him this way.

Other parents viewed sadness from a different point of view. Amanda sees the loss of her
son turning from minor child to a young adult, “You always look at your child. Then one day
you say, Where's my baby? So, then the sad sadness of, | guess, I’'m seeing him grow into
becoming a man, basically...a productive member of society.”

Campus Support and Coping
For the parents of a young adult ASD student, it is a feeling of nostalgia to experience the

achievement of their child’s success in college and living in a college residency setting. From the
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perspective of many parents interviewed, their transition of the first- and second-year adjustment
to their child’s independent living is multi-faceted. From one standpoint, a college support
program on campus Yields supports to the young adult with ASD, providing the parent with
reinforcement and an extra layer of assurance. On the other hand, there is another element of
uncertainty and slight ambiguity regarding campus support programs.

In terms of communication and offering bi-weekly updates, Bonnie shared, “We have a
Zoom meeting with his mentor or advisor every other week just to keep us updated, so that’s
been reassuring.” Rosa shared a slightly contrasting view regarding campus support services,
“My thing with support is they don't understand...the part I don't like is when they throw it back
to me, well this person is an adult and they have a choice too...All of a sudden we are being
pushed away from knowing certain things after we have said okay and signed the form...So, it's
really different.

Jessica offers a dual perspective regarding campus support as she recalled an after-hours
emergency with her son:

So far, | mean, they've been great. When I call his counselor, she answers, and

she sent me notes. | mean, they're really good in responding. But one night when he had

an ingrown toenail that was hurting, that was a tough situation because I’m not there. But

since Southern University doesn't have a clinic on campus, he had to find his way to an

urgent care. And it was, of course, during the weekend, and nobody was there to help

him, not even the support team answered. So, you know, it's just those normal adult

things that most people would go, okay, my toe hurts, | should probably get it looked at,

but so it’s the everyday life things that make it challenging. But as far as a challenging

separation, | think being separated when he needs something that would go so much
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smoother if | was there in person. You know, teaching him to use Uber because he needs
to get to a doctor is not as good on phone as it is in person. It’s kind of frustrated to me
because | didn't realize that the college didn't have like a clinic on campus because as far
as | know, most campuses do. I think that's been my whole frustration with this whole
transition is like--Well, I know you're a small campus, but shouldn't you have clinic on
campus? Clinics for our kids. I mean, you have mental health, but not health, and so, |
don't think it's anything to do with the school, it's just some of those services that would

be helpful to have on campus versus travelling so far away.
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Amanda shared,
When we first got to the campus, they did have a member or a support person that met us
at the dorm and spoke to us and had him meet other children in the program--And that
kind of thing for the socialization part was good. But when it came to assistance with
homework and things, | felt like in that aspect that they weren't really giving the full
assistance he needed.

Maria shared,
One thing I've repeatedly said that stressed me out about contacting teachers when he was
in high school was making them [the teachers] work...he doesn't like to work; my son
does not like to work. One of the most rewarding things with his campus support mentor,
is to see him being independent, and you know, doing his thing.
I think he listens to his teachers and assistants, graduate assistants on campus.
I'm not always stressed about his grade or trying to write to his teachers and all that kind
of thing. The program at Southern University is specifically for his condition, so they
understand him. We don't always have to explain to others that the teachers I just think
they know, which is really nice thing. I'm just reminding him like...I'm completely off his
academics now since he has been at the college. | would actually take a more active role,
but I don’t need to now...I always ask, Are you doing well in school? You know, things
like that... go get the booster shot, you know? So now, I'm completely off his academics
and things like that, but I still manage his medications, and doctor's appointments and

things like that.
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At first, it was like a cliff, but overtime, | think their role was as much weaning us from

Eddie as it was to provide Eddie the support, and letting us...giving us assurance that,
yeah, it's going to be okay. So, after two or three years you know, | mean, it was like a
cliff, as it starts, but now, | say thank you because it really helped us out.

Table 5

Campus Support and Coping

Theme Code
Campus support and coping guardianship, advocacy, relieving, staff
support, frustrating, supporting,
challenging
Table 6

Thematic Categories Aligned with Research by Participant

Theme Cole Rosa Amanda Bonnie Maria Melissa Cindy Jonathan Jessica  Jackson

Adjustingto X X X X X X X X X
a New Life

Fear of the X X X X X X X X X X
Unknown

Evolution X X X X X X X X X
within

Transition

(worry)

Evolution X X X X X X
Within

Transition

(sadness)

Campus X X X X X
Support

Frustrating/
Challenging

Campus

Support X X X X X X
Advocacy/

Supporting
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Research Question Responses
Central Research Question

The central research question of this study asked, “What is the perception regarding the
QoL for parents of young adult children with ASD who have transitioned into a college
residency setting?”’

Research shows that parents of children with ASD experience stressors associated with
constant caregiving and feeling that they will never experience a sense of relief from their
parenting and caregiving responsibilities (Altiere & Von Kluge, 2009; Krauss et al. 2005). This
may likely result in caregiver burden that adversely impacts parental QOL. Using Schlossberg’s
theory of transition as a theoretical framework for this study highlighted the importance of
coping, indicating that social support can be an effective coping mechanism for parents to deal
with transition and life stressors.

Sub-Question One

What are the parents’ perceptions of their QOL regarding the social supports of their
young adult child with ASD in a college residency setting?

Several interview questions ascertained parent perceptions about their QoL related to the
transition of their young adult child into a college residency setting. Primarily, this question
gauges how the parents feel now that the change has happened, and they are at home forced to
discover a new life and reinvent themselves. Several themes emerged under this question,
including a focus on the campus support programs at the university and the stress parents face

during this separation.
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Sub-Question Two

How do parents describe their perceptions about yielding their responsibilities to campus
support organizations or to their young adult child with ASD in a college residency setting?

Several autism support programs on college and university campuses directly support
ASD students. Some of the programs function as a separate entity outside of the campus, while
others are embedded within the confines of the college campus. The support programs serve as a
liaison between the parent and young adult ASD students in many ways. Overall, the campus
support organization is designed to support ASD students and parents throughout the enrollment
of their collegiate journey. The thoughts and feelings of parents during this transition and the
handover of their young adult ASD child range from trust to worry to acceptance. In most cases,
this transferal process includes relinquishing parental rights as they sign and give their young
adult child complete guardianship to make their own decisions under the auspices of the campus
support designees.

Summary

Chapter Four included detailed descriptions of the 10 participants in this transcendental
phenomenological study. The participants included parents and caregivers of young adult college
students diagnosed with ASD. The focus of the study was to understand the lived experiences of
parents and their QoL with young adult children diagnosed with ASD residing on a college
campus. Data analysis was performed following Moustakas’s (1994) recommendations for
phenomenological data analysis. Open coding was performed as the initial step in developing
themes. After open coding, individual themes were developed. Individual themes were given as
part of participant descriptions. Central themes were discussed in the results section and

explicitly related to the main research question and two research sub-questions.
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The central research question of this study asked, “What is the perception regarding the
QoL for parents of young adult children with ASD who have transitioned into a college
residency setting?”” As discussed in Chapter Four, 7 of the 10 participants of this study described
the struggle they experienced with the transition as they dealt with change and relinquishing their
parental control. The participants were also primarily impacted by stress and emotions of fear
and sadness while coping with the disruptions that come along with the transition.

The first sub-question asked, “What are the parents’ perceptions of their QoL regarding
the social supports of their young adult child with ASD in a college residency setting?”
For all participants of this study, their QoL was a significant factor regarding their transition
related to the growth of their young adult child in a college residency setting. Also, all
participants described some element of their emotional well-being post-transition and how they
handled their stress and worry as they moved in out of transition. For all 10 participants, the part
of the fear was described from different viewpoints. From a current perspective, fear is described
by 8 out of 10 participants as “fear of the unknown” as it relates to the safety and well-being of
their young adults. In this study, some of the biggest concerns for parents are will someone take
advantage of their young adult child, and who will prompt and cue for them to ensure clear
communication in my absence? In terms of a future perspective, the fear of what will happen to
their young adult after they have passed away was a major concern for 7 of the 10 participants.
The reality of having someone or something in place when they die was a significant factor that
impacted their QoL. The placement of a designee or family member outside of themselves was
pivotal to their overall peace of mind.

The second sub-question of this research asked, “How do parents describe their

perceptions about yielding their responsibilities to campus support organizations or to their
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young adult child with ASD in a college residency setting?”” All 10 participants revealed what
they experienced regarding campus support organizations on campus. Four of 12 participants
indicated that campus support services alleviated some of their stress and worry by providing
frequent email communication sent directly from the campus support advisor(s). Having this
weekly or bi-weekly (email) update provided reinforcement for the parents. They were still made
aware of general information about campus activities and functions, even though they did not
have specific details about their young adult. Contrastingly, 3 of the 12 participants shared their
disappointment and even reservations about being in second place to the campus program, which
became the ASD student’s first point of contact for any of their issues and concerns. Because of
FERPA rights, the parent must gain permission from the student before obtaining any
information. FERPA is the Family Education Rights and Privacy Act, a federal law that affords
parents the right to access their children’s education records. However, in higher education,
FERPA protects college students’ once they enter college; therefore, the education records

remain confidential between the college and the student without parent involvement unless



121

CHAPTER FIVE: CONCLUSION
Overview

The purpose of this transcendental phenomenological study was to understand as a lived
experience the QoL of parents whose young adult children diagnosed with Asperger’s syndrome
live in a college residential setting. The following section provides a summary of the study’s
findings. Following the summary is a review of how the central research question and sub-
questions were answered. Theoretical and empirical implications of the results are presented,
followed by a discussion of the practical implications. Finally, delimitations and limitations of
the study and recommendations for future research are discussed. Chapter Five concludes with a
final summary of conclusions that have been drawn from the study.

Discussion

Parents face many challenges while caring for a child or adult diagnosed with ASD. For
example, parents caring for a child with ASD face different circumstances and challenges than
parents caring for children who have other disabilities or are typically developing. According to
Smith et al. (2010), many stressors have been associated with raising a child with ASD. Raising
a child with this disorder can be stressful and complex, with parents facing unique
responsibilities and realities (Phelps et al., 2009). Autism is not a short-lived illness or event;
instead, it is a lifetime of multidimensional issues and demands placed on parents and family
members (Twoy et al., 2007). As parents continue raising their young adult children with ASD,
they face even more challenges that may impact their QoL. The study's findings support Chapter
Two's theoretical and empirical literature. The theoretical framework for this study was

Schlossberg’s transition model (1984).
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Interpretation of Findings

This study collected data in three formats: questionnaires, individual interviews,
and focus group interviews. Each design allowed individuals to describe how the transition into a
college campus residential setting for a young adult student with ASD impacts their parent’s
QoL. The primary source of data was individual interviews. Each personal interview was audio-
recorded and transcribed, coded, and analyzed for unique themes. The focus group interview
consisted of five participants and provided additional insight into the parents’ QoL.

The central research question was used to explore the lived experiences of parents’ QoL
with young adult children diagnosed with ASD residing on a college campus. Data provided by
research participants demonstrated the impact of adjusting to a new life post-transition of their
ASD young adult to a college residency setting (Major Theme 1) and the effects of fear and
worry on their QoL (Major Theme 3). Another finding from the data was the only mention of
anxiety, especially when asked, “What impacted your stress level and QoL the most?” as a
follow-up question in the Focus Group. Data also showed the negative impact of fear on the
parent’s QoL in the individual interviews, specifically fear of the unknown (Major Theme 2). In
addition, the data indicated that participants had significant stress instead of having campus
support programs in place to assist with the transition. Some parents experienced frustration and
confusion (Major Theme 4).

The participants’ ability to maneuver in and out of their stress depended heavily upon
strategies they used or, in some cases having direct communication with their young adult or
campus support. While discussing the impact of their stress and worry, participants provided

mediating factors they believed made them more prone to reduce stress or worry less.
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The first research sub-question addressed the parent’s perception regarding their QoL as
their young adult children with ASD have transitioned into a college residency setting: “What are
the parents’ perceptions of their QoL regarding the social supports of their young adult child
with ASD in a college residency setting?” (Major Theme 1). Interview participants mentioned
the challenge of relinquishing control as they were expected to move forward with life despite
knowing the needs of their young adult child with ASD. As discussed in Chapter Four, 7 of the
10 participants of this study revealed challenges they faced adjusting to their new life as their
young adult transitioned to college.

Many participants described stepping back from or letting go of their parental control by
allowing their young adult to make their own decisions and substantiate their role as independent
adults (Major Theme 3). Many participants could remain in a supportive parental role instead of
taking the first position. However, a few participants still noted the difficulty in letting go or
relinquishing their authority. These participants were primarily impacted by concern and worry.
All 10 participants described an element of fear which affected their QoL.

The second sub-question of this research study asked, “How do parents describe their
perceptions about yielding their responsibilities to campus support organizations or to their
young adult child with ASD in a college residency setting?”” (Major Theme 4). Most of the
parents in this study expressed relief regarding the campus support and having an additional
layer of support. However, the positive reception of having a supportive team was not readily
received by all parents. Moreover, four of the ten parents describe an initial meeting with campus
support counselors as very optimistic with motivating words of encouragement and the offer to
assist the parent with their needs during the transition. However, some of the contacts with

parents dwindled or became inconsistent over time.
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When participants were asked about their feelings concerning the support of the campus
program, 3 of the ten parents stated their disapproval of the relinquishment of guardianship. On
the other hand, several understood the process and responded very lightly, if at all, about
guardianships.

Summary of Thematic Findings

The Challenge-Adjusting to a new life: There were many different ways that the
participants adjusted to their new life after being separated from their young adults in a college
residency setting. Some mentioned having more free time being away from the responsibilities of
caretaking for a young adult with ASD. For example, two participants described a relief and
rediscovery of self. Jessica shared, “Since he’s left, I almost feel like I can actually breathe. It
seems like the home has decompressed.” Likewise, Jonathan shared, “Yes, the separation
required a recalibration, and it required a growing acceptance, a redefining, and an understanding
of who I was, as a parent and as an individual. Others mentioned the loneliness and sadness from
being separated and, the feeling of being lost. Amanda shared, “I’ve devoted so much of my time
to him...There’s a part of me that’s like I should be cleaning the house, but I don’t want to.”
Rivard, et al., (2014) noted that parents of children with autism spectrum disorder are known to
experience more stress than parents of children with any other conditions. As the young adult has
left home to a college residency setting, parents are now forced to rediscover and reinvent
themselves, which adds to the separation from daily prompting and cueing to little contact and no
interaction.

Fear of the Unknown: Parents in this study described fear from many different aspects
and viewpoints, ranging from the absence of cueing to their eternal separation after they pass

away. Many parents recognized the vulnerability of their young adult child with ASD in a
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society that may not understand their impairments with social interaction and communication.
Rosa shared: “There are so many things we have to tell him because of his innocence...there are
so many things he does not get. So, you know a fear of mine is that he will get hurt. But, just in
case there is trouble-Hands in the air, don’t put your hands in your pockets if you are confronted
by the police...Ask for permission to get your I.D. We’re trying to navigate through that.”
Parents experienced fear from this perspective because they were unable to protect their young
adult in an environment which was new and unpredictable. Howlin & Moss (2012) contend,
parental challenges typically continue, as children with ASD often remain reliant on their parents
throughout adulthood. This new type of fear, coupled with a different setting on a college
campus, caused stress for many parents who have spent many years of intervention and
mediating for their young adults with ASD since elementary school (and beyond). Now,
parenting is more challenging in the college residency setting as parental protection has subsided.

Parent Worry: There is an overlap of fear and worry in this study. Both words have a
negative connotation. However, they can be separated. Fear for a parent with an ASD child can
be an emotion connected to danger or an actual threat of danger. On the other hand, worry is a
more long-term feeling where the mind might dwell on a specific difficulty or trouble. Many
parents used both words interchangeably throughout the study. In terms of worry, parents
reported feeling worried about their child’s day-to-day life in the college residency setting. One
parent worried about her son’s long-term happiness: “Will he find a girlfriend, is he going to fall
in love...will I be a grandmother?”” Another parent’s worry centered around the things she once
did for her son, but he must now do it alone: “How can he handle going to meetings on his

own...and dealing with the one professor who does not like him?”
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Campus Support and Coping: In the secondary school system, parents were the chief
advocates for their children and dominant decision-makers. However, in PSE, the role of
advocacy changes for parents of young adults with ASD. In many cases, the parents must sign
waivers shared with the college/university, which relinquishes their guardianship to the student
and the institution allowing their child to become an independent student. Several parents in this
study faced challenges relinquishing their parental responsibilities, which complicated their
transition experience. Parents expressed concern about letting go and the difficulty of allowing
their young adults take the lead in making decisions for themselves, even though they were
aware of the campus support counselors who were there to assist their students. A difficult
transition for parents was accepting their student’s independence because they had been the
decision-maker for so many years. Even though certain campus support programs were required
to contact parents bi-weekly, this was not enough for some parents. In one specific case, a
parent’s son faced an after-hours emergency where there was no available campus staff to help
him because it was after 5 pm, and on the weekend. The parent had to make a strategic decision
in this situation to organize an Uber ride to the closest Urgent Care Center because her son was
in pain, and she was hours away and could not get there fast enough.

In this study, four out of 10 parents had difficulty relying on the campus support program
to serve as a surrogate parent or guardian in their stead to help their young adult, especially in
emergency situations. This finding indicates that it would be helpful to provide training and
increase campus support staff to be available after-hours and on the weekends. There may also
be a need for a better partnership between parents and staff to possibly align a parent advocate to
create an additional layer of support that might allow parents to feel connected and better

informed about their young adult with ASD.
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Implications for Parents of Young Adults with ASD

There is an extensive body of literature surrounding the many facets of ASDs. Many
research studies have suggested the impact of ASD on the parent’s QoL from secondary to post-
secondary (Biggs & Carter, 2016; Kheir et al., 2012; Lee et al., 2008). While a vast body of
literature has surveyed the higher education experiences from the viewpoints of young adults
with ASD (Cox et al., 2017; Van Hees et al., 2018), only a limited number of studies have
focused on the perception and QoL of the parents (White et al., 2017).

Previous research provided sufficient data to show the parents” QoL and stress levels
while raising an adolescent with ASD (Mansell & Morris, 2004). Such research has been
foundational in understanding parents’ perspectives of young children with ASD. Stress in
parents of children with ASD has also been related to types of coping and social support.
Specifically, parents with more available support are likely to report less stress (Estes et al.,
2013). Research has proven that parents with older ASD children face a delicate balancing act
with finding their fulfillment in their own lives and adjustments in their personal lives (Hines et
al., 2014, Piazza et al., 2014), which impacts the overall QoL of parents. This study represented
an attempt to address a gap in the literature surrounding the parents’ lived experiences and the
impact of transition on their QoL by explaining how their perceptions are related to this
phenomenon.

Implications for Policy

Policy practices for college admission are a vital aspect for all parents and students
seeking higher education. However, parents with ASD adult children seeking to transition to a
college residential setting encountered the FERPA Act of 1974. Participants experienced various

emotions such as fear and anxiety as they faced signing away their parental rights. It seems as if



128

the participants were describing their lived experience with FERPA and various forms to
relinquish guardianship as being predatory in nature; these forms created barriers to parental
involvement. Several participants in this study described their experience with these predatory
policies(as defined in this study as policies that place parents in a vulnerable situation by
requiring the severing of the parent’s parental role to gain academic access for their young adult
child with ADS). Participant Cole, an attorney with legal knowledge to analyze official
documents, expressed his reluctance to sign the related documents to waive parental
guardianship. At the same time, other participants without legal knowledge said a higher level of
fear and anxiety of signing the mandated documents. However, the current college programs
require every parent to sign these release forms, which this study has shown to cause an elevated
degree of stress on parents with ASD adult children. It is due to the limited college programs
available to parents with ASD young adult children that may expose these parents to predatory
policies.

As college administrators seek to provide policy equity within the academic experience
for all of their students, these administrators may benefit parents of ASD students by examining
ways to offer policy equality within the educational experience, and by gradually inducting the
ASD students and their parents through the educational process. This research has shown that
stockholders, such as college administrators, parents, legal advisors, equity and inclusion staff,
and lawmakers, would benefit from strategic dialog pertaining to the parent’s QoL experience as
their young adult child with ASD transitions to a college residential setting.

In addition to college policy practices, college support services inclusive to parents of
ASD young adults transitioning to a residential college setting should be considered. College

Support Services may facilitate a successful transition to adulthood for adolescents and emerging
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adults with ASD; however, the parents have limited support based on the research findings. It
may be difficult for higher education personnel to understand why it is necessary to incorporate
adjustments to academic practices to accommodate parents of ASD young adults. Although
many college support programs find it essential to encourage the autonomy of the ASD students,
the inclusion of the parent within their child’s academic transition could be beneficial to the
student’s success and advantageous to the parent’s QoL. Melissa, the participant who felt her
child had been kidnapped, and Jessica, who faced an after-hour health crisis with her child,
represents the need for parental support services for parents with ASD young adults. Parental
supportive services would provide additional support to parents, providing relevant insight to
college staff and first responders who may have to provide services to their ADS young adults.

Lastly, this research has shown that parents with young adult children with ADS in
college residential settings experience feelings of vulnerability to the authority of college
administrators that hold power not only over their young adult children with ADS but also over
them as parents. For this reason, a possible parental supportive service could be the addition of a
parent advocate. A parent advocate with experience coordinating services for individuals with
ASD or a parent of a student with ASD could benefit the student’s transition and the parent
adjusting to the residential college setting.
Implications for Practice

There is an extensive body of literature surrounding the many facets of autism spectrum
disorders. Many research studies have suggested the impact of ASD on the parent’s QoL from
secondary to post-secondary (Biggs & Carter, 2016; Kheir et al., 2012; Lee et al., 2008). While a

vast body of literature has surveyed the higher education experiences from the viewpoints of
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young adults with ASD (Cox et al., 2017; Van Hees et al., 2018), only a limited number of
studies have focused on the perception and QoL of the parents (White et al., 2017).

Previous research provided sufficient data to show the parents” QoL and stress levels
while raising an adolescent with ASD (Mansell & Morris, 2004). Such research has been
foundational in understanding parents’ perspectives of young children with ASD. Stress in
parents of children with ASD has also been related to types of coping and social support.
Specifically, parents with more available support are likely to report less stress. Research has
proven that parents of older ASD children face a delicate balancing act with finding their
fulfillment in their own lives and adjustments in their personal lives (Hines et al., 2014; Piazza et
al., 2014), which impacts the overall QoL of parents. This study represents an attempt to address
a gap in the literature surrounding the parents’ lived experiences and the impact of transition on
their QoL by explaining how their perceptions are related to this phenomenon.

In 2021, the CDC reported that approximately 1 in 44 children in the U.S. is diagnosed
with an autism spectrum disorder (ASD). The prevalence of ASD had significantly increased
since the 1990s, when the probability was one in 2,500. ASD is a complex disorder characterized
by multiple impairments in communication, reciprocal social interaction, and restricted,
repetitive, and stereotypical behaviors and interests (Woodgate et al., 2008).

The more children diagnosed will theoretically increase the number of transitions parents
will experience, making this research relevant. This present study focuses on the lived
experiences of parents with young adult children diagnosed with ASD in a college residential
setting.

Colleges and universities play a pivotal role in the success of college students. With the

rise of ASD students attending college, it is essential to have many sources and information
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regarding students who function on the autism spectrum. Equally important is the relevance of
information that can be distributed to parents of ASD students. Many parents go to great lengths
to support their young adult students in higher education. For example, notably, parents reported
playing two predominant roles: (a) coaching students to navigate campus services and (b)
encouraging students to participate in college more independently. ASD parents have high levels
of parenting stress with increasing responsibilities as their children transition through the stages
of life into adulthood (Estes et al., 2009; Hartley et al., 2010; Silva & Schalock, 2012) and
specifically, as they matriculate to higher education (Barnhill, 2016).

Myers et al. (2011) contend that transitioning young adults with ASDs into higher
education can be challenging (Geller & Greenberg, 2010). There are no widely available,
evidence-based programs designed to address the needs of cognitively able adolescents with
ASD as they prepare for independent adult life and the transition to postsecondary education
(Wehman et al., 2014). Taylor (2006) offered that since very little is known about ASDs, it may
be difficult for higher education personnel to understand why it is necessary to incorporate
adjustments to academic practices to accommodate ASD students.

College Support Services may facilitate a successful transition to adulthood for
adolescents and emerging adults with ASD; however, the parents may have limited support.

It may be difficult for higher education personnel to understand why it is necessary to
incorporate adjustments to academic practices to accommodate parents of ASD young adults.
However, many college support programs find it necessary to encourage the autonomy of ASD
students, including the parents.

Theoretical Implications

Schlossberg (1984) developed a model to look at transitions both from how they affect an
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individual's life and how the individual copes with them. People in transition must find new
ways of managing their lives. The original model developed by Schlossberg provided cognitive
information to help individuals understand both anticipated and unanticipated transitions that
might cause a disruption to a person’s life. Schlossberg identifies four significant factors that
influence a person’s ability to cope with a transition: Situation, Self, Support, and Strategies.
They are known as the “4 S’s.”

Schlossberg identifies a person’s ability to cope with transition through the 4S system:
Situation, Self, Support, and Strategies. The model illustrates the main components of
Schlossberg’s Transition theory shows the characteristics of the individual (self) moving
through and coping with the transition. The first stage, in any transition, is either moving in or
moving out. When moving into a new situation, people must become familiar with new roles,
relationships, and routines. During the transition process, an individual considers the following
factors when assessing their Situation: trigger: What set off the transition; timing: How does the
transition relate to one’s social dock; control: What aspects of the transition can one control; role
change: Does the transition involve a role change; duration: Is the transition seen as permanent
or temporary; concurrent stress: What and how great are the stresses facing the individual now, if
any; assessment: Does the individual view the situation positively, negatively, or as benign.
Individuals in transition are usually confused and need assistance (Anderson, Goodman, and
Schlossberg, 2012, p. 37).

This study also included exploring what impacted the participant’s QoL as their young
adult transitioned to a college residency setting. Data showed that parents” QoL was affected by
different events and to varying degrees. Not all parents used a specific strategy to overcome the

feelings of stress, worry, frustration, sadness, and fear. However, while experiencing transitions,
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they all reported the same emotions-at different times and levels. Some parents acknowledged
the impact of stress on their lives as negative, while others described an improvement in their
QoL during the transition(s).

These findings imply that parents will reach different stages as they continuously move
in, out, and through the transition. Moreover, the parents will all have varying stages that they go
through each time. While one parent may feel sadness and remain in the “situation” phase of
transition, another parent moves to the phase of support or strategy. As an example of
Schlossberg’s Theory of Transition, this study found that most parents felt worried, stressed, and
sad about relinquishing their parental authority to their young adult child who lives in a college
residency setting. This study focused on the parent’s perspectives and experiences regarding
their transition and its impact on their QoL.

Empirical Implications

The findings of this research supported much of the data reported in the empirical
literature of Chapter Two. Data from this study have shown that participants agreed that certain
aspects of their QoL were impacted as they transitioned to their child living outside the home and
into a college residency setting. Research has supported the notion that parents of children with
ASD are at elevated risks for developing depression, impacting QoL (Abbeduto et al., 2004;
Quintero & Mclintyre, 2010)0. Jessica stated, “I guess for my quality of life, it was not much of a
quality of life with bouts of depression and the loss of relationships and marriages. | have PTSD
from the military, so I think | was predisposed to having depression anyway, but it was more, it
became worse the older he got... That was a huge worry when he was getting ready to go to
college.” Caring for a child is challenging for all parents but caring for a young adult with ASD

can increase these challenges and stress.
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External circumstances and individual family characteristics also affect parents’
psychological well-being. Some empirical literature has suggested parenting a child with ASD
children have a definite impact on their QoL. Did you mean parenting a child with ASD can
have...Many parents caring for their adult child with ASD have unique challenges that lead to
stress and poor psychological outcomes. (Schieve et al., 2007). Data from this study indicated
that parents still feel the need to provide prompting and cuing and additional parental support,
which impacts their QoL as their young adult is in a college residency setting. Amanda shared
about having to constantly prompt her son, “I do still remind him to check emails because that's
one area that he just, he's really bad about checking, and important information is often sent to
those emails...he will miss it for sure if I don’t remind him because he doesn't check it. Then, I
ask myself, did he really understand? Sometimes it is very stressful, and | doubt he understood.
It's more stressful because it [the email] might include a document, and he might not know all of
the steps to complete it... It’s very frustrating.”

Furthermore, research has shown that parents of young adults with ASD may experience
the transition of their young adult child differently, and it is certain that more students with ASD
attending post-secondary institutions have an enormous dependence on their parents during this
type of transition, thus increasing the stress and anxiety of the parent who is now physically
absent from the adult child (Van Hees et al., 2018). Data from this research supported those
findings, as some participants expressed relief since their young adult with ASD is in a college
residency setting. In contrast, others indicate the opposite in feeling nervous, worried, and
concerned that their young adult still has a heavy dependence. Parents often advocate for their
children and are critical in decision-making (Morrison, Sansosti, & Hadley, 2009; Weiss, Tint,

Paquette-Smith, & Lunsky, 2016). Legal boundaries such as those initiated by the Family
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Educational Rights and Privacy Act (FERPA) are sometimes cited as challenges for
parents (Pefia & Kocur, 2013).
Limitations

The selection of participants was limited to parents who had young adult children living
in a college residency setting and not living in the home. While the lived experiences
surrounding the parents’ QoL in the educational system are important, this study only explored
the lived experience of parents with young adult children diagnosed with ASD who live in a
college residential setting. Limitations of this study included COVID-19 restrictions, as all
interactions with participants were held electronically; therefore, negating the opportunity to
capture in-person energy and full non-verbal expressions. Nine out of 10 participants were online
and met in a Zoom forum. One participant interview was completed in her home due to limited
technology experience. Limitations to this study also included using a small sample and the
researcher only interviewing one parent in each household for 8 of the 10 participants; therefore,
the study lacked statistical data. The researcher limited herself to only one method; using a
mixed method may not have expanded the knowledge and understanding of the parents studied.
Data retrieved from the parents were self-reported and subject to the researcher’s interpretation.
Delimitations

This study was delimited to parents of students with ASD who live in a college residency
setting. This group was selected because there is a gap in the literature discussing the experiences
and voices of parents with a young adult child with ASD in a college residency setting. The
setting was intentionally focused on the Southeast Coastal States to provide a unique exploration
of lived experiences of parents with ASD young adults at specific colleges/universities with

autism support programs. The researcher delimited the scope of research to parents with young
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adult ASD children describing their lived experiences, and the impact transition has on their
QoL. However, other aspects, such as the voices of young adults with ASD, was not a part of this
study.
Recommendations for Future Research

There are several recommendations for future research based on the findings of this
research study. The first recommendation is that future studies should focus on parents’ daily
experiences and what challenges they face, and what helps parents cope with challenges and
stresses as their young adult child with ASD has moved to a college residency setting. Given the
lack of studies involving the voice of parents, an essential feature of the current study was also to
explore the experiences of both fathers and mothers, including biological parents and caregivers.

A quantitative study is recommended to explore parents’ perceptions of their QoL with
young adult ASD children. Mixed-method research is also suggested to examine and provide
numerical data and narrative about the parents’ QoL regarding stress and coping. An essential
aspect of researching in the future concerning the parent would be: Does the QoL for a parent of
a young adult with ASD dissipate throughout the 4-year curriculum? Many parents from this
study were in the first two years of enrollment, while others were upper-level students near
graduation. However, in various instances, the levels of stress and worry did not change, causing
the same intensity of stress and anxiety regardless of the age and academic status of the young
adult with ASD. Contrastingly, in other forms of research, however, a quantitative or mixed
methods study might produce different data about the matriculation from freshman to senior

year, which might offer a different parental perspective related to their quality of life over time.
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Conclusion

This transcendental phenomenological study was developed to understand the QoL of
parents of young adult children with ASD who reside on a college campus. After a literature
review, it was determined that a gap in research exists in exploring the stress and coping of
parents with young adults diagnosed with ASD in a college residency setting, specifically
relating to the needs of parents through the lens of Schlossberg’s transition theory (1984).

This study aimed to understand, as a lived experience, the parent’s QoL with young
children diagnosed with ASD on a college campus. The central question used to guide the
research was, “What is the perception regarding the QoL for parents of young adult children with
ASD who have transitioned into a college residency setting?” This question is intended to
provide stakeholders a rich description of the lived experiences of parents’ experiences as their
young adult child diagnosed with ASD moves to a college residency setting which impacts the
parent’s QoL.

The participants included ten parents from the Southeast Coastal region of the United
States. Data were collected using a questionnaire, individual interviews, and a focus group
interview. Interviews were transcribed and checked for accuracy, which prepared data for
analysis. The data analysis process followed Moustakas’ (1994) recommendations and was
performed. Data analysis yielded four major themes: (a) The Challenge: Adjusting to a New
Life, (b) Fear of the Unknown, (c) Evolution Within the Transition, and (d) Campus Support.

Participants of this study also revealed that emotions such as fear, sadness, and worry all
impacted their QoL during the separation from their young adult ASD child residing in a college
residency setting. Despite difficulties during the transition, many parents found relief by having

the campus support program in place. In contrast, others were displeased with the loss of parental
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autonomy and lack of control as they relinquished their guardianship rights to the student and
campus support designees.

Findings from this study help close the gap in the literature by identifying the stress and
coping factors that impact the QoL of parents with young adult ASD children in a college
residency setting. Another critical factor is understanding how parents navigate various
transitions while young adults live in a new environment. Results from participants indicate that
parents need to be understood in their parental roles. However, they must also relinquish parental
control and adjust to having their young adult ASD child in the position of authority to make
their own decisions.

The data from my research has shown a significant connection between the college
support programs and the institution’s willingness to give the student autonomy in this new
transition which exacerbates the parent’s stress due to a lifelong loss of control in providing
support to their ASD child; these two pillars conflict. The institution’s ability to provide the
student with autonomy in the transition conflicts with the parent’s loss of control during the
transition, which inadvertently causes distress to the parent to worry, feel frustrated, and have
fear. Unlike the primary and secondary years of schooling for their child with ASD, parents have
never experienced higher education environment nor had their child with ASD in a college
residential setting. Therefore, the parents’ apprehension and loss of control have caused a new
level of stress and anxiety, which now involves trusting an unfamiliar support program on
campus.

Future studies should focus on the direct impact of college policies on parents” QoL.
Future research should also consider the parents’ QoL post-college graduation of their young

adult ASD-to include the voices of all stakeholders regarding the experiences of the parents of
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young adult children with ASD. Thus, these individuals will have relevant knowledge
concerning the parents’ lived experiences which may strongly affect the structure of college
support programs, higher education, and the world at large. It is important to hear through the
lenses, bringing the research together to impact counselors, directors, staff, and faculty of autism
support programs on college campuses.

Overall, the research results from this study and future research will assist parents and
universities in ensuring that the needs of all parents with young adults with ASD students in
college are taken into consideration. Parents must be acknowledged as an integral part of their
child’s transition, as they are experiencing transition, which ultimately impacts their QoL. The
transition of parents of young adults with ASD is never-ending. They will always find
themselves moving in, moving out, and moving through various situations to which they must
assimilate.

In Participant Bonnie’s words,

I’'m here to guide him. But you know, he is going to be in a world where he’s

not always going to have that...I’m a fighter. I laced my boxing gloves up and

I haven’t taken them off. I’'m going to fight that he makes it. I think everybody deserves

that.
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APPENDIX A

IRB Approval Letter

LIBERTY UNIVERSITY.

INSTITUTIONAL REVIEW BOARD
October 1, 2021

Faye McRavion
Alexandra Barnett

Re: IRB Exemption - IRB-FY20-21-905 UNDERSTANDING THE QUALITY OF LIFE OF
PARENTS WHOSE YOUNG ADULT CHILDREN DIAGNOSED WITH ASPERGER’S
SYNDROME LIVE IN A RESIDENTIAL COLLEGE SETTING: APHENOMENOLOGICAL
STUDY

Dear Faye McRavion, Alexandra Barnett,

The Liberty University Institutional Review Board (IRB) has reviewed your application in
accordance with the Office for Human Research Protections (OHRP) and Food and Drug
Administration (FDA) regulations and finds your study to be exempt from further IRB review.
This means you may begin your research with the data safeguarding methods mentioned in your
approved application, and no further IRB oversight is required.

Your study falls under the following exemption category, which identifies specific situations in
which human participants research is exempt from the policy set forth in 45 CFR 46:104(d):

Category 2.(iii). Research that only includes interactions involving educational tests (cognitive,
diagnostic, aptitude, achievement), survey procedures, interview procedures, or observation of
public behavior (including visual or auditory recording) if at least one of the following criteria is
met:

The information obtained is recorded by the investigator in such a manner that the identity of the
human subjects can readily be ascertained, directly or through identifiers linked to the subjects,
and an IRB conducts a limited IRB review to make the determination required by §46.111(a)(7).

Your stamped consent form(s) and final versions of your study documents can be found
under the Attachments tab within the Submission Details section of your study on Cayuse
IRB. Your stamped consent form(s) should be copied and used to gain the consent of your
research participants. If you plan to provide your consent information electronically, the contents
of the attached consent document(s) should be made available without alteration.

Please note that this exemption only applies to your current research application, and any
modifications to your protocol must be reported to the Liberty University IRB for verification of
continued exemption status. You may report these changes by completing a modification
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submission through your Cayuse IRB account.

If you have any questions about this exemption or need assistance in determining whether
possible modifications to your protocol would change your exemption status, please email us
at irb@liberty.edu.

Sincerely,

G. Michele Baker, MA, CIP

Administrative Chair of Institutional Research
Research Ethics Office


mailto:irb@liberty.edu
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APPENDIX B

RECRUITMENT FLYER
EAVRIT
A‘ ‘ S\ \ |

Quality of life among parents of adult children with autism spectrum disorder. Be a part of a
research study investigating quality of life among parents of adult children with autism spectrum
disorder (ASD). The purpose of this study is to examine the effects of caring for an adult child
with ASD on parents’ quality of life. Contributing factors, such as social support, and burden,
will be investigated.
To be included, you must:

9 Have an adult child diagnosed with an ASD.

9 The adult child is between the ages of 18 and 30 years old.

1 Must be the biological parent of the young adult child with ASD.

9 The young adult child with ASD lives in a college residency setting.
If you have answered yes to these questions, you are eligible to participate in this study.
Interested participants will receive a Visa $20 gift card. The study will be conducted using an
online survey. For interested participants, a follow-up interview may be conducted over the
phone or in person to gather more information regarding the parental quality of life.
If you are interested in participating, please visit the following link: httpSXXXXXXXXXX

Or contact:
Faye McRavion, Doctoral Candidate
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APPENDIX C

RECRUITMENT LETTER
Dear Potential Participant:

As a graduate student in the School of Education at Liberty University, | am conducting
research as part of the requirements for a doctoral degree. The purpose of my research is to
examine the quality of life among parents of adult children with autism spectrum disorder (ASD)
who reside on a college campus. | am writing to invite you to participate in my study.

If you are willing to participate, you will be asked to fill out a word-association
document, participate in a virtual Zoom interview, and possibly participate in a focus group. It
should take approximately 40-60 minutes to complete the procedures listed. Your name and
other identifying information will be requested as part of your participation, but the information
will remain confidential.

To participate, please contact the researcher, Faye McRavion, via phone or email within
5-7 days to indicate your willingness.

A consent document is attached to this email and will be given to you at the time of the
interview. The consent document contains additional information about my research, but you do

not need to sign and return it.

Sincerely,

Faye McRavion
Doctoral Candidate
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APPENDIX D

Understanding the Quality of Life of Parents Whose Young Adult Children Diagnosed with
Asperger’s Syndrome Live in a Residential College Setting: A Phenomenological Study

Be a part of a research study investigating the quality of life of parents of adult children with
autism spectrum disorder (ASD). Contributing factors, such as social support, campus
organizations, and burden, will be investigated.
To be included, you must:

1 Have an adult child between 18 and 30 diagnosed with an ASD.

1 Must be the biological parent of the young adult child with ASD.

1 The young adult child with ASD must live on his or her college campus.

If you have answered yes to these questions, you are eligible to participate in this study.
Interested participants will receive a Visa $20 gift card as compensation for participation. The
study will be conducted using an online interview (45 minutes) and a focus group (45 minutes).
A consent document will be emailed to eligible participants.

If you are interested in participating, please visit the following link or OR Code for a brief
questionnaire:

https://docs.google.com/forms/d/1IDVK4401rNrFwDz f57FwGCOJFPj2ZL JxjersGceck/edit

Faye McRavion, a doctoral candidate in the School of Education at Liberty University, is
conducting this study.


https://docs.google.com/forms/d/1lDVK44-7o1rNrFwDz_f57FwGCOJFPj2ZL_JxjersGck/edit
https://docs.google.com/forms/d/1lDVK44-7o1rNrFwDz_f57FwGCOJFPj2ZL_JxjersGck/edit
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APPENDIX E

PARTICIPANT CONSENT FORM
UNDERSTANDING THE PARENT’S QUALITY OF LIFE WITH YOUNG ADULT
CHILDREN DIAGNOSED WITH ASPERGER’S SYNDROME IN COLLEGE RESIDENCY
SETTINGS:
A PHENOMENOLOGICAL STUDY

Consent to Take Part in Qualitative Research Study

............................................. voluntarily agree to participate in this research study.

1 lunderstand that even if | agree to participate now, | can withdraw at any time or refuse to
answer any question without any consequences of any kind.

9 I understand that I can withdraw permission to use data from my interview within two
weeks after the interview, in which case the material will be deleted.

1 I have had the purpose and nature of the study explained to me in writing and | have had
the opportunity to ask questions about the study.

9 lunderstand that participation involves a 30-45-minute interview.

9 lunderstand that I will not benefit directly from participating in this research.

1 1 agree to my interview being audio-recorded.

9 l'understand that all information | provide for this study will be treated confidentially.

9 I understand that in any report on the results of this research my identity will remain
anonymous. This will be done by changing my name and disguising any details of my

interview which may reveal my identity or the identity of people I speak about.

9 1 understand that disguised extracts from my interview may be quoted in this dissertation
and identified using a pseudonym, or fictitious name.

9 Iunderstand that if I inform the researcher that myself or someone else is at risk of harm,
they may have to report this to the relevant authorities - they will discuss this with me first
but may be required to report with or without my permission.
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1 lunderstand that signed consent forms and original audio recordings will be retained in the
researcher’s home; in a locked box until and kept until the dissertation is conferred; until
the exam board confirms the results of the dissertation.

1 Iunderstand that a transcript of my interview in which all identifying information has been
removed will be retained for two years from the date of the exam board.

9 I understand that under freedom of information legalization | am entitled to access the
information | have provided at any time while it is in storage as specified above.

9 I understand that | am free to contact any of the people involved in the research to seek
further clarification and information.
Names, degrees, affiliations, and contact details of researchers:

Signature of research participant

Signature of participant Date

Signature of researcher

| believe the participant is giving informed consent to participate in this study

Signature of researcher Date
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APPENDIX F
INTERVIEW QUESTIONS
. Please introduce yourself to me, and share information about yourself.
How would you describe preparing your young adult child with ASD for transitioning to
a college residency setting?
How does the absence of your young adult child with ASD impact the quality of your
everyday life at home?
How would you explain your life with the absence of assured prompting and cuing for
your HFA adult child post-transition to a college residency setting?
. What is your understanding of the available resources and social support received for
your adult child post-transition to a college residential program?
How has having an adult child with ASD living on campus affected your social activities
or sleep pattern at home (the quality of your life)?
How has having a young adult ASD in college impacted your financial situation?
. What has been the most rewarding part of the transition of your young adult child with
ASD to a college residency setting?
. What has been the most challenging part of being separated from your adult child in a

college residency setting?
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APPENDIX G
EMAIL TO PARTICIPATING ORGANIZATIONS, AGENCIES, AND

PROFESSIONALCONTACTS DURING THE RECRUITMENT PROCESS

Thank you for agreeing to help in the recruitment process. | am conducting a study,
which is seeking approval through Liberty University Institutional Review Board, to examine the
quality of life among parents of adult children with autism spectrum disorder (ASD) who reside
on a college campus. In order to be eligible for participation, parents must have a high
functioning adult child diagnosed with ASD (18 years or older). | appreciate you helping to
recruit participants for this study.

Attached you will find two recruitment letters to post or pass out to potential participants.
In addition, | appreciate any assistance in the dissemination of material through email, in
newsletters, by word of mouth, and on your website.

Please do not hesitate to contact me should you have questions.

Thank you so much. Your help is greatly appreciated!

Best regards,

Faye McRavion
Doctoral Candidate
Liberty University



