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Abstract
This exploratory study examined the lived experiences of parents whose autistic children
turned 21 and aged out school and services provided by the federally funded Free
Appropriate Public Education (FAPE) program. Although researchers have conducted
numerous studies on autism, limited research has focused specifically on the stress
parents face when their autistic child turns 21 and loses access to FAPE. The purpose of
this qualitative narrative inquiry was to gain a deeper understanding of the emotional,
logistical, and systemic challenges these parents encountered during the transition out of
high school. Family Systems Theory provided the conceptual framework for exploring
these experiences. Five participants were recruited from autism-related social media
groups. Data was collected through semi structured interviews via recorded Zoom
sessions and analyzed by utilizing inductive and deductive coding approaches. The
resulting themes revealed ongoing stress, uncertainty about the future, and significant
service gaps after the loss of FAPE. Highlighting these real-life experiences helped fill a
gap in research and brings needed attention to this underserved and often overlooked
group of individuals. Findings from this study may promote positive social change by
informing policymakers, service providers, and community organizations about ways that

could better support autistic adults and their families during this critical transition.
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Chapter 1: Introduction to the Study
Introduction

Transitioning out of high school is stressful for most students and parents, and the
additional stress of having an autistic child makes this an even more stressful time for
parents. According to Cridland et al. (2014), there is little understanding and little focus
on what parents of autistic children go through when their child turns 21 and ages out of
services. These parents must learn how to navigate through eligibility requirements and
services that are unfamiliar to them. Many autistic students attending high school receive
services through the federally funded Free Appropriate Education (FAPE) program. This
program ends when autistic and other special needs children turn 21. What this means for
the autistic adult is that they will no longer be allowed to attend school, as well as lose
access to FAPE funded programs that were provided from the school district. Parents face
several issues when this happens, including finding adult daycare, occupational therapy,
speech therapy, and work programs that the autistic adult had access to and participated
in while in school. According to Lunsky et al. (2021), parents face a great deal of stress
as they must now navigate a new landscape that involves finding care for an autistic adult
that includes care during the day, suitable therapies for their specific areas of need, and
an environment that provides the interaction that the autistic person had in the school
system. In the school setting, a student with disabilities has access to classrooms, therapy,
and an individualized education plan (IEP), which is specifically written for that child. In
school, there is a lot of interaction with teachers, peer tutors, and other special needs

students, all of which is difficult to replicate once the autistic adult leaves the school



setting. In addition to the change of aging out of school and losing access to FAPE
programs and funding, parents discover that non-FAPE services vary from state to state
based on eligibility, determination and funding. This means that in some states therapy
services may not be provided to these newly graduated adults, even though they still have
significant needs at this stage of development. Parents feel this stress in a different way
because they must find these services all on their own, often without the backing or
support of an entire school staff behind them.
Background

Although there has been a plethora of research about autism there has been very
limited research on the stress that parents experience when their autistic child turns 21.
This lack of research reveals the minimal focus on the stress parents face when their
autistic child does reach their 21* birthday. According to Curtiss et al. (2021), previous
research has focused on the expectations that parents have for their children, but very few
studies have focused on the experience of the parents and the stress they deal with as their
child transitions out of the school system and loses access to school and other federal
programs. Several studies have documented parents and caregivers struggles in providing
quality care, finding services, and what happens when parents and caregivers pass away
(Iadarola et al., 2019; Habayeb et al., 2022; Herrema et al., 2017), yet more data are
needed to better understand the stress that parents face when they are thrown into having
to be the subject matter expert on how to get services and support for their autistic child
and to understand the challenges that parents face as their child is transitioned from

FAPE benefits to eligibility requirements. According to Wong et al. (2020), the transition



out of school and then moving on to the next phase of an autistic adult’s life is an
ongoing process that has shifted from a shared responsibility of school and parents, to
just the parents.

The lack of a formal guide or reference materials specifically pertaining to aiding
parents in the transition process can be frustrating and stressful for parents. According to
Thakkar (2018), it is difficult to create a roadmap for all parents of autistic children to
follow because each autistic child is so unique. Thakkar (2018) utilized semi structured
interviews from New Zealand and India to point out that disabled adults with high and
complex needs (HCN), may not get the care they need due to more than one factor. These
factors could be a lack of necessary skill sets or knowledge (of parents), lack of resources
(space as numbers increase), lack of professionals in the area, and lack of finances, all of
which create additional stress for the parents or caregivers.

Another factor that causes stress for parents of autistic children is the quality of
care they will receive after they leave high school and lose not only FAPE benefits, but
the interdisciplinary approach and quality of the coordinated care, communication, and
support that the high school provided. Volkmar and Soloman (2023) pointed out that
challenges for students with disabilities are often much greater than for students without
disabilities. The authors pointed out that transition out of school, bullying, medical care,
and insufficient support systems all affect the quality of care that the ASD adult receives
after transition. While parents might find a space available in an adult care program it is
often quite a shift from a high school community where there is usually more in-depth

help and attention paid to the ASD student. Volkmar and Soloman pointed out that
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research is extremely important because they found that there are specific categories that
need to be identified and then clarified to ensure a more standardized process for
transition. For example, the definition of needs and the clarification of ability to function.
The authors pointed out other challenges that parents may face with their autistic adult,
such as living independently or in a care facility if the parents are unable to take care of
them or if the parents become unable to take care of them due to their age.

It is evident that ASD is growing in numbers (Dietz et al., 2020), and there does
not appear to be clarity as to why there has not been a larger movement to create better
transition plans when FAPE is no longer available. Additionally, there is not enough
research addressing the stress that parents are facing related to their adult autistic children
losing access to FAPE and more heavily relying on their parents. An exploratory study
into understanding the stress that parents face when their autistic child turns 21 may lead
to more than just addressing transition plans out of high school. This study could
potentially lead to expanded services like extension of FAPE funding to ASD adults, and
provision of a FAPE counselor or coordinator for ASD adults, as well as better medical
care and family support programs which could be tailored to specifically assist parents
during the transition period. By focusing on the parents’ perceptions and experiences, this
study could lead to suggestions that might enhance or improve support systems that
would directly address the challenges that these parents face.

Problem Statement
The increase in the prevalence of autism is rising. According to Dietz et al.

(2020), it is estimated approximately 2% of the adult population of the United States have



autism. When the autistic or disabled person turns 21, they lose FAPE and are no longer
allowed to attend school. There are a number of hurdles that parents of the ASD person
face that cause stress and additional obstacles in the lives of the parents of these children.
According to Marsack-Topolewski and Weisz (2020), the complexities of being a parent
of a caregiver of an ASD adult create a multilayered effect on their mental wellbeing.
Often parents or caregivers are faced with finding time, finances, and services, in
communities where services are often nonexistent or overloaded.

Several studies have documented the rate of autism growth and the policy changes
that have come about because of the prevalence of autism (Zeidan et al., 2022), but there
is still additional research and data to be gathered to explore the stress that parents and
caregivers face as they traverse the landscape of their autistic child becoming an adult.
Zeidan et al. (2022) examined factors that related to the global impact of autism and the
impact of geographic, ethnic, and socioeconomic factors around the world. While the
research has shown that there have been gains in both policy and research, there
continues to be a need to address unmet requirements for ASD adults and the information
that will help parents provide their ASD children with proper care. With a decided
disadvantage to overcome as the autistic child loses their FAPE benefits, it often falls to
the parents to figure out the next steps. According to Bagatell et al. (2023), it is essential
to understand the roles of these caregivers and their needs. The mental well-being of the
parents is essential in order to better arm them with the ability to fill their roles, often as
lifetime caregivers. Bagatell et al. (2023), conducted a qualitative study on the roles of

caregivers of autistic adults and found that there were three main themes of the care they



were providing: managing daily living needs, obtaining services and support, and
providing invisible support, which is much more complex than initially thought. The
researchers also pointed out that the roles often change over time, and they are all
complex and dynamic. The needs of the autistic adult in the present and the future can be
taxing, so parents and caregivers need to ensure that their own needs are being met
concerning their health and well-being.
Purpose of the Study

The purpose of this qualitative study was to examine the stress parents face when
their autistic child turned 21. Reviewing the in-depth stories from the parents of the
autistic adult as they transition out of school and lose access to both the school and FAPE
programs and services, helped fill the gaps in current research and brought focus to this
problem, contributing and expanding information on the needs of these families. This
study contributed to the field of psychology and provided insights that may positively
impact the individuals involved, their communities, and institutions by informing training
and future research. In addition, this study identified what may be needed in the future to
further study this issue, which could result in more social change for special needs
individuals and their families.

Research Questions

The research questions (RQs) were as follows:

RQI1: What are the lived experiences of parents when their autistic child turns 21?

RQ2: What are parents’ perceptions of the changes and/or reduction of services

and resources when their autistic child turns 21?



Theoretical and/or Conceptual Framework for the Study

A family systems theoretical framework was used to understand the experiences
of parents whose autistic child turns 21 and loses FAPE funding and services, allowing
themes to emerge which highlight stress of parents and obstacles they have faced during
this transitional time. According to Cridland et al. (2014), data regarding families with
ASD children/adults can often be limited because basic research designs do not address
the complexity of the family system. The focus of this study was on the stress that parents
experienced while trying to ensure that their child transitions away from FAPE services
at age 21. A macroscopic approach allowed for the examination of how ASD families
interact with their communities, their schools, and other families of ASD children/adults.
This theory helps to flush out the stress parents are experiencing during this timeframe
and conceptualizes the many sources of this stress, as well as provides a framework for
how these macroscopic interactions influence how these parents deal with their stress.
Roberts (2021) discussed the family systems theory in detail with regards to siblings of
individuals with disabilities. Further exploration into family systems theory and how it
could be utilized in relation to gaps can be explored when reading an article by Johnson
and Ray (2016), where they pointed out that instead of focusing on one person, the family
systems theory explores a more encompassing focus on the family unit and the problem
that connects the family. This approach was well suited because of the complexity of the
family unit and the ASD family member. This approach allowed me to shed light on the

ASD family members and identify specific stressors and issues each family member



experiences making a connection with the ASD family member who affects everyone in
the family unit.
Nature of the Study

To address the RQs in this qualitative study, the specific research design included
a narrative approach. According to Mertova (2020), using a narrative approach or
narrative inquiry allows researchers to investigate unusual or unique experiences of
people through their stories. This type of study also highlighted the culture that surrounds
autistic adults, parents, and services that they can receive after they age out of FAPE.
This approach allowed an opportunity to gather the parents’ stories of their experiences.
According to Leal (2023), narratives provide a way for us to understand the significance
of a person’s experiences. The author goes on to explain that the purpose is not to
determine whether the narrative is true or false, but rather to focus on how the person
telling the story relates the story they are telling, to their experience. When looking at
how people view the world or how they view things that have happened to them, it is
imperative to look at how they have been affected personally and understand their
experiences through their stories.

The narrative approach allowed me to focus better on how the subjects in this
study feel having an autistic child who has aged out of FAPE services has affected them
personally. This included financial, emotional, or other personal impacts that have
affected all the members of the family, including the autistic child, leading to stress for
the parents and creating issues among the family. Utilizing a narrative approach provided

a backdrop or tapestry that is relevant to the parents that autism has touched and how they



experience their children transitioning out of FAPE and into other programs. According
to Matshaka (2024), one way to understand the world can be chosen through how
research is conducted, for example utilizing narrative as a method of investigation can
provide a deeper look into understanding how a particular person or group sees the world.

Participants were asked open-ended questions that explored the parents’
experiences, their feelings, and the challenges that they faced when their ASD child
turned 21. According to Karlsen et al. (2024), the narrative approach was useful in
identifying themes and understanding experiences in relation to patients and their
surroundings during their time in an intensive care unit. Utilizing a narrative approach in
order to reveal how parents of autistic children experience and view the transition out of
FAPE services was beneficial in capturing the parents’ feelings and stories and
identifying common themes as they emerged. The narrative approach allowed me to
further explore these parents’ perceptions of their stress following their adult children
with autism aging out of FAPE.

Definitions

Autism spectrum disorder (ASD): The Diagnostic and Statistical Manual of
Mental Disorders (DSM-5) defined ASD as a neurodevelopmental disorder which is
characterized by deficits in social interaction and often communication. ASD often has
other symptoms which include stimming, repetitive behaviors, difficulty recognizing
verbal and nonverbal cues, and being sensitive to smells, textures, and noise.

Federal school funding: Federal funding for schools can come in many forms and

fall under different programs. Reilmann and Barber (2024), pointed out that key federal
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funding comes from programs like Every Student Succeeds Act (ESSA), individuals on
federal property which include military installations and tribal lands, Title IX, IDEA Part
B which provides funding for students with disabilities, and IDEA Part C which provides
funding for toddlers and infants. Finally, there is federal funding that provides school
lunch and breakfast, broadband connectivity, and Medicaid funding.

Free appropriate public education (FAPE): FAPE requires all schools to provide
an appropriate education at the public’s expense to all students with disabilities. FAPE is
defined in the Code of Federal Regulations (7 CFR 15b.22) to provide regular or special
education as well as aids and services to meet the needs of disabled individuals based on
their educational requirements.

IDEA: The Individuals with Disabilities Education Act (IDEA) was passed into
law by Congress in 1975 and last reauthorized in 2004. The intent of IDEA is to support
and meet the needs of individuals with disabilities in their education which currently
serves close to 7 million children each year from age 3-21 (Center for Public Education,
2020).

Individualized education plan: The individualized education plan (IEP) is the
foundation that is set in order to begin services for individuals with disabilities as the
requirement for special education and/or services begins. The IEP is tailored to each
student with disabilities by having clearly defined goals and objectives (Kurth et al.,

2024).
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Intellectual disability: According to Piotrowski and Houp (2024), an intellectual

disability (ID) is when an individual is lacking in or has limitations in intellectual
functioning as well as adaptive behavior.

State school funding: States fund their schools from three primary sources which
include local, state, and federal government (Spurrier et al., 2023). Most revenue for
public schools are supplied by local and state revenue streams which would include
property taxes, but a small amount is provided from government resources which are then
allocated by each state as they see fit.

Assumptions

The purpose of this study was to gain a deeper understanding of the stress that
parents experienced when their autistic child turned 21 and aged out of FAPE services.
The main assumption was that parents of autistic children have more stress and face more
obstacles when their child turns 21, compared to parents of non-autistic children. This
assumption was important because it helped guide the research focus and questions asked
during the interview process.

Scope and Delimitations

The scope of this study focused on the perception of stress that parents experience
when their autistic child turns 21 and transitioned out of school without the benefits of
FAPE. This study was intended to address the lived experiences of parents whose
children had already transitioned out of FAPE services, with particular focus on
exploring those parents’ areas of stress. The sample size was five individuals. This study

was centered in a specific community within the same state.
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Limitations

This exploratory study had some limitations that could affect the findings and
how they could be utilized overall. Generalizability may be limited due to the small
sample size and the geographic focus on one region, which may not fully represent
parents from other states, urban areas, or diverse backgrounds. The sample size lacks
wide geographic diversity. In addition, there is a lack of heterogeneity in participant
demographics, such as cultural background, income level, or access to resources, which
may limit the application of this study to more varied or differing populations across the
United States. Because access to resources varies so greatly in different states, or even in
larger cities, caution should be taken when trying to generalize this study and its results to
larger populations.

Another critical limitation was the potential for researcher bias, due to my
personal connection to the topic. As a parent of a child with autism, I understood that my
own personal experiences and emotions could potentially influence how I interpreted the
data and how I interacted with participants. In order to address this limitation, I employed
bracketing and reflexivity through the research process. According to Grajzel (2025),
bracketing helps the researcher become aware of their own bias and experiences and
helps to keep personal experiences and perspectives separate. Karcher et al. (2024)
reported that reflexive journaling helps to highlight thoughts and feelings throughout the
interview process and throughout the data analysis process. While these methods may not
have completely eliminated bias, these methods ensured that I remained aware of any

influence and worked to stay as objective and transparent as possible.
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Significance

This study is significant because social change is an important part of our learning
environment at Walden. This study could be a building block for further study on the
limitations of services for special needs communities and how this can create stress for
the families of adults with autism. Students can use this study as a starting point to
explore services for autistic individuals in their own communities and expand the
research to examine local service availability and gaps. This also has the potential to
create social change across many communities because this problem is widespread and is
often overlooked. It is my hope that these findings will highlight this problem and help
others recognize and understand the broader implications, bringing it into public
awareness.

Summary

According to the literature, there are many factors that are involved when an
autistic child transitions out of high school. There are some gaps in research regarding the
stress that parents experience and more research need to be conducted to fully explore
this stressful time for parents and their adult autistic children. According to Cridland et al.
(2014), there is an overall lack of understanding regarding this monumental transition for
autistic children and their parents. There are several things to consider when exploring
the stress that parents feel as their child transitions out of high school, including but not
limited to a change in schedule and activities, the loss of FAPE funding, the difficulty in
finding daycare, the difficulty in finding programs, and the difficulty in finding

professional services that include medical and dental. According to Lunsky et al. (2021),
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parents are traversing an entirely new landscape that involves finding all services on their
own. Results of this study may benefit a variety of professionals not only in the school
systems, but also within professional organizations. In Chapter 2, I reviewed articles that
relate to this exploratory study and information on the conceptual framework for my

study.
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Chapter 2: Literature Review
Introduction

The aim of this study was to evaluate stress that parents feel when their child has
to leave high school because they age out of the school system and corresponding FAPE
services. This study focused on how parents experienced the entire transition away from
high school, and the services that were lost, nonexistent, or wait listed. The objective of
this study was to better understand the stress that parents face during this transition
utilizing a family systems approach to better understand the lived experiences of parents,
when the care and efforts have shifted from being shared with the school system to being
the sole responsibility of the parent or parents. This study focused on the parent’s
experiences and stress this transition period creates that previous research has been
lacking (see Curtiss et al., 2021).

Previous studies have explored autism in depth but have been limited in scope
regarding the exploration of the stress that parents experience when their autistic child
turns 21 and FAPE is discontinued. Research has also been conducted highlighting the
struggle that parents of ASD children face when finding quality care but still lack focus
on parent stress. This study addressed the identified gap in the research literature focusing
on the stress that parents face when they must become subject matter experts in obtaining
services, finding support, and finding suitable daycare or day programs for their ASD
child who has transitioned out of the school systems and lost FAPE.

The sections that follow in this chapter begin with an explanation of the literature

search strategy and a review of the theoretical and conceptual frameworks that guided
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this study. The literature review also addresses key topics including the transition out of
FAPE services, federal and state funding, available treatment and support services, family
and sibling dynamics, and specific stressors experienced by parents of autistic adults.
This chapter concludes with a summary of the current gaps in research and the relevance
of this study pertaining to those gaps.
Literature Search Strategy

To properly expand my search, I used the following keywords or terms: autism,
autism spectrum disorder, parenting, caregivers, parental stress, caregiver stress, autism
stress, autism adult care, autism adult facilities, autism ageing, autism ageing out of the
system, adult autism services, and free appropriate education (FAPE). While there were
several articles that came up with the above word groupings, I had to keep refining my
search strategies to find articles relating to the stress that parents faced when their child
turned 21 and aged out of FAPE services and transitioned out of the school system. As I
refined my search criteria adding on to my keywords and terms, I found that articles
about parental stress and autistic adults searches let me to articles pertaining to perceived
unmet patent and family needs which in turn helped me to focus on other keywords and
terms such as transition planning and autism, as well as tying in FAPE with IDEA and
individuals with disabilities and then adding transition plans or planning. This also
allowed me to understand that there are significant gaps in the research detailing the
stress that parents face when their autistic child turns 21. I utilized Walden University’s
library which led me to Thoreau, EBSCOhost, ProQuest, Psych ARTICLES, PsycINFO,

ProQuest Dissertations and Walden University dissertations. My search consisted of a
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timeline from 2019-2024 for current articles and an open timeline for context on articles
that had been printed earlier. I ensured that the articles were peer reviewed and relevant
utilizing my keywords, terms, and phrases mentioned above to flush out related
information that helped to address the stress that parents felt when their autistic child
turned 21. In addition, I found that there continues to be gaps in research that discuss the
family support for their child’s adult years. According to Schiltz et al. (2024), little is
known about the support into adulthood, highlighting that formal support and
professional services either shrink over time or are less likely to be available. Working to
identify common themes within a plethora of articles utilizing my keywords and terms
and then looking at references from those articles was beneficial in finding needed
supportive articles for my exploratory study.
Theoretical Foundation

To provide a thorough understanding of the experiences of parents who have a
transitioning ASD child, I used a family systems approach to gain a better perspective on
the lived experiences of these families. A family systems approach addresses the
complexity of the family system and allows for a more in-depth exploration of the ASD
family’s lived experience (Cridland et al., 2014). The family systems approach is integral
because it focuses on the whole family, how they interact, and how one thing can
positively or negatively affect all the members of the family and aligns with the RQs of
this study which asked about the lived experiences of parents when their autistic child
turns 21, and the perceptions of the changes and/or reduction of services and resources

when their autistic child turns 21. Johnson and Ray (2016) discussed how one issue or
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problem within a family can have a ripple effect throughout the whole family and connect
the family in a specific way relating to that specific issue.

The basic process of the family systems theory is that by looking at how family
members interact, how they are connected, how they feel emotionally towards each other,
and how they function within their family and outside their family with others, a better
understanding can be gained. This approach provided a macroscopic look into how the
ASD family member affects parents and siblings, and the feelings associated with living
with an ASD individual (Roberts, 2021). Gaining this perspective into the whole family
unit was imperative to examine the stress that parents feel, as it explored other children or
other family members that were influenced and affected by the ASD child. Schmeer et al.
(2021) discussed how having an autistic sibling affected the lives of the nonautistic
sibling and the additional supports that are needed for the autistic sibling utilizing a
family systems approach. Glidden et al. (2021) used family systems theory in order to
better understand how an IDD child impacted parents and families. In depth analysis of
how autism within a family causes stress, embarrassment, limitations, and the influence
of autism on the family were explored. The family systems theory allows for a more in
depth look at the transition of an ASD child out of FAPE services and school causing
additional stress on the parents, including the differences of transitioning a non-autistic
family member from high school with an autistic family member. The family systems
theory helped me when examining the lived experiences of parents after their autistic
child turned 21 as well as the parents’ perceptions of the changes and/or reduction of

services and resources when their autistic child turned 21.
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Literature Review

The basic tenants of the family systems approach are that by focusing on the
interactions of the people within the family we can gain an understanding of how they are
emotionally connected to each other and how problems or issues within the family can
affect each member of the family. This study specifically looked at the parents of the
ASD child and the stress they experienced when their ASD child turned 21 and
transitioned out of school and out of FAPE services. By looking at the family unit, and
how the parents and family members think, feel, and behave, a better understanding has
been gleaned of the stress felt by the parents. For example, Roberts (2021) applied family
systems to the family relationships of siblings of an ASD child and gained insight on how
the siblings were affected by the ASD child. This study examined the stress, behaviors,
and feelings of the siblings, and discussed how their feelings affected the family unit. In
addition, Dantchev et al. (2023) pointed out that a family systems approach allows for the
exploration and examination between and within the family which helps to understand
the family unit as a whole. Johnson and Ray (2016) pointed out that instead of focusing
on one person, a more in-depth look at the whole family unit and the problem that
connects the family can provide insight into stress and family functioning as whole. By
utilizing the family systems approach the complexity of the family was looked at
providing more detail in stress factors that might not have been explored utilizing a
different approach. In addition, family members will experience this phenomenon
differently causing different behaviors from the parents and the family unit, as a whole.

This was the focus of this study and how a family systems approach explores the
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experiences of the whole family and the effect that has had on the parents who have an
ASD child that has turned 21 and transitioned out of school and FAPE services.
Overview of Autism

To better understand the lived experiences of parents who have an ASD child that
has turned 21 and has transitioned out of school and FAPE services, this literature review
began with researching how the ASD child is transitioned from a school setting utilizing
FAPE to the full dependency on their parents to fulfill needs and requirements. To
understand the transition of an ASD child this literature review starts with understanding
what ASD is and how it can affect a child transitioning out of the school system. While
there have been studies that highlight some success with the transition of the ASD
individual the process is not utilized in all areas. According to Berg et al. (2023), the
development of a framework of directives can be beneficial. According to Knudson
(2024), there have been some successes with a transition planning program in Canada
explaining that both students and educators feel that the program is beneficial, but it is
still limited after graduation. While there have been some successes in transition planning
and with some programs, there has been little progress made in adapting a lifelong
program to help the ASD individual. ASD is a neurodevelopmental condition that is
complex, it lasts a lifetime, and it is associated with repetitive movement and behaviors,
communication and social challenges, sensory issues, and restrictive interests (Slaughter,
2024). A unique aspect of autism is that it is varied and complex, presenting differently
from one individual to another in both severity and symptoms. While autism cannot be

cured and does not go away, the characteristics of autism may change during different
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developmental stages, which suggests that care and intervention strategies should
commensurately continue to change throughout the lifetime of the ASD individual.
Autism and Transition

According to Crasta et al. (2024), autistic adults process their surroundings
differently than their neurotypical peers in attention, sensory processing, and social
settings. This is particularly important to recognize during the transition from high school
into adulthood. ASD individuals develop and react to their environments differently than
typically developing individuals, according to Looden et al. (2022). Considering that
ASD individuals react differently or may not understand the complex changes that are
occurring as they transition out of school, the importance of maintaining sufficient
support should be examined. The transition out of high school for an autistic adult has
many challenges that may not be apparent to most of the population. According to Berg
et al. (2023), there are approximately 50,000 ASD people leaving the high schools in the
United States each year and a study consisting of 174 families explored their thoughts on
how to make the transition better for the ASD individual and their families. The opinions
of the families that participated in the study stated that it would be helpful to have the
following: A roadmap of services, improve service access, fill gaps to address unmet
needs, educate themselves and society about autism, and operate from a relationship-
building paradigm with families. The importance of taking these steps could lead to better
policy changes that could better assist with the transition process.

In addition to creating a better process through the transition from high school and

the discontinuation of FAPE services, there are other considerations like the unmet needs
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of the families of the ASD individual. According to Shanahan et al. (2021), there are

factors such as a lack of planning, a loss of consistency in the lives of the ASD adults,
and a lack of services for these autistic adults, which lead to additional stress and anxiety
on the ASD adult and family members, reduction of support, and health issues. Because
most of the focus of transition is on the non-ASD child, there is not a lot of support
provided to the parents or the ASD individuals who are transitioning (Iadarola et al.,
2019). What this means for the ASD individual and their families is that they now have to
focus on finding not only the support system that the school once provided, but they have
challenges that they will also face as the caregivers. Habayeb et al. (2022) pointed out
that there is not enough research or prioritization on the transition process and how it
affects the entire family, especially when the parents are unable to find providers for
autistic adults during the day so that the parents can continue working. When dealing
with these issues it is usually up to the parents to figure out the processes and procedures
and it is an ongoing and continuous process (Wong et al., 2020).

Another aspect of the transition process for the ASD family is to define what it
means for the ASD individual to be successful and for the family to feel a sense of
accomplishment at the end of the transition process. According to Volkmar and Solomon
(2023), the need to identify what will be the highest level of functioning for the ASD
adult is important at the beginning of the transition process, in order to create a transition

process for the individual.
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Federal Funding

Federal funds provide education for all students to include children with
disabilities. In 1990 Public Law 94-142 was reauthorized as the Individuals with
Disabilities Act (IDEA), which outlines provisions that satisfy FAPE (Scanlon et al.,
2021). While appropriate may be open to interpretation, there is still federal funding and
programs available for ASD individuals while in school (Scanlon et al., 2021). Because
the educational guidelines are specifically for special needs individuals between the ages
of three and twenty-one, all programs and the Individualized Education Plan end at that
point including services that were provided. While there are other government or
federally funded programs such as SSDI, SSI, Medicaid or Medicare, the expertise in
navigating these services that the schools provided ends when the ASD individual ages
out of the school system.

State Funding

State funding varies from state to state and while federal funds are available to
states which impact the ASD individual and their families differently, it is up to each
state to determine how to administer those funds. States do have other programs that help
the ASD individual through waivers, however the state programs are often not utilized
properly, and states vary greatly in their use of funding like Medicaid which further
complicates the provision of care for the ASD individual (Shea et al., 2021). While state
programs and state funding are helpful to the ASD individual and their families, there
needs to be a more focused evaluation on the programs to ensure that funding is being

utilized correctly and providing the care that is needed. In addition, the wait lists for these
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programs can take years, so an evaluation of the beneficiaries currently receiving funding
should be considered in order to provide a more streamlined approach to triage
individuals who require more care to receive funding faster than those who have only
mild impairment and are able to work or effectively live on their own (Levine et al.,
2024).
Various Treatments and Services for the ASD Individual in School

Autism is complex and unique and treatments for autism are often as complex as
autism itself. While there are many options available to treat the ASD individual the
focus has been primarily on behavior, medication, and skills needed to reach their full
potential. According to Lequia et al. (2023), there are several considerations when
providing services to the autistic individual mainly focusing on educational interventions
and behavioral interventions and utilizing medication as needed. When the ASD
individual is in school, they will have an Individual Education Program (IEP), which
provides services like speech therapy, occupational therapy, instruction, life skills,
community experience, post school adult living objectives, and a transition plan (Lequia
et al., 2023). All these school services provide a tailored plan for the ASD individual.
Medication and Treatment for Autistic Adults

As ASD individuals transition out of high school, finding treatments can be
difficult to manage and often parents are unable to find the services provided for their
autistic adult. According to Stamer (2023), ABA therapy, despite its widespread clinical
recognition for the treatment of autism, is often not provided for ASD individuals through

insurance plans. While meeting the medical needs of ASD individuals in school can be
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difficult, there are additional considerations when they become adults. According to
Quiban et al. (2020), it can often be difficult to meet the medical and critical care needs
of the ASD adult due to their physical size, their understanding of medical procedures,
the need to have not only a primary care physician, but a psychiatrist and/or other
medical professionals may be needed to provide the ASD adult’s essential care. In
general, it is common that a primary care physician can meet most of a patient's needs;
however, the ASD adult has many other needs requiring specialized care to include dental
care, which may be difficult to meet as they become adults (Lai et al., 2021). Many ASD
adults when receiving dental care require them to be asleep during routine appointments
like cleanings, cavity filling, and tooth extraction, creating a higher risk to the patient and
additional costs which may cause additional paperwork or payments needed for
treatment. According to Parry et al. (2021), dental treatment under general anesthesia is
often an expectation for ASD adults and children.

In addition to dental care, there may be medication requirements for autistic
children that must often be met by other specialists like psychiatrists, whom their general
practitioner refers the ASD adult to because of the needs and requirements of behavior
and medication. Medication can affect the ASD individual differently and they may not
be able to tolerate procedures as well as non-ASD individuals, so extra care should be
taken during medical and dental procedures. While selective serotonin reuptake inhibitors
(SSRIs) are commonly prescribed to manage anxiety, there are side effects and often

variables that should be examined carefully before administering any medication, which
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is extremely important in the ASD individual due to a variety of reasons to include
communication barriers, and medication tolerance (Rai et al., 2024).
ASD and Family Support

Family support is crucial for the success of the ASD individual. Many autistic
children’s parents are unfamiliar with autism until their child is diagnosed, which sets a
high learning curve for both the parents and the siblings of the ASD individual. When the
ASD individual is younger, help is provided through early intervention services and there
is more focus on family integration for appropriate interventions and support (Witwer et
al., 2022). As the ASD individual gets older, they will need other support structures that
family members need to be aware of and play a more active role in, for the development
and assistance of the ASD individual. When an ASD individual becomes a teenager their
bodies go through changes, they might become more aggressive, and they might begin to
act out more than usual which requires additional support and understanding in the home
(Brown et al., 2024). In addition, there are other considerations such as community
activities, transportation, and ensuring that the ASD individual understands social
protocols when out in public. Because siblings may be embarrassed by their autistic
brother or sister, there should be additional support and communication within families
about expectations and requirements when dealing with the ASD sibling. According to
Perlman and Howe (2023), there are often positive and negative perceptions regarding
the sibling relationship between the ASD siblings and their typically developing brothers
or sisters, and the sibling relationship is bi-directional. The authors highlighted the

relationship that siblings have with their ASD siblings and how it affects the family as a



27
whole. According to Siman-Tov and Sharabi (2023), sisters of ASD individuals showed a

higher involvement, self-efficacy, and adjustment than brothers of the ASD individual.
The authors also found that brothers compared to sisters showed a higher level of
loneliness. These family dynamics create additional stress on the entire family unit and
support structures for family members may not be readily available in many areas but
often the ASD individual does influence career paths, relationships, and the quality of life
of family members (Wright et al., 2024).
Parental Stress Associated With ASD Children

The stress associated with raising an ASD individual varies in each home,
however the stress that is associated with parents of an ASD child has higher levels of
stress than parents of non-ASD children (Karnas, 2023). While there may be stress
involved in raising non-ASD children, there are additional stressors that parents of ASD
children face that are different due to requirements for care and support such as medical
and dental requirements and coordination of services. According to Lai et al. (2021),
when providing care for people with developmental disabilities there are individualized
services for each person that must be taken into account. For example, the additional
requirements of general anesthesia for basic dental work or specialist medical care.
Another concern for parents of autistic children is their care during normal working
hours, to allow parents to remain employed after the ASD adult’s discontinuation of
FAPE services. According to Mbamba and Ndemole (2021), single mothers of autistic
children face greater challenges, such as stigmatization, being the only adult providing

this more difficult care which requires more attention, and families can be judged or
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rejected because autism is not understood. While this is true for all parents of autistic
individuals’ single parents often do not have a co-person with whom to share those
burdens. Another issue that parents face which can cause stress is how to deal with
siblings of the ASD child or adult. Siblings are often involved in the life of an ASD
individual whether they want to be or not simply because of the high needs of the ASD
individual. According to Siman-Tov and Sharabi (2023), siblings face challenges with
adjustment, feelings of loneliness, and lack of resources. Parents of the ASD individual
must consider many things as they traverse the landscape of everyday life, and as parents
they must find ways to include all their children and remain cognizant of the needs and
care of each child, those with ASD and without. Often the ASD individual will take
precedence over other family members, in instances such as dinners out, movies, game
nights, school plays, vacations, and other activities that must be planned around the ASD
individual.
Transition and Parental Stress

The stress of being a parent to any child can be analyzed by looking at the
enormous changes that occur when children arrive in the home. According to Chen et al.
(2024), there are numerous factors that are involved in stress during a child’s lifetime
which can stem from how a parent feels they are doing as a parent, how difficult it is,
how the child changes through middle childhood, how conflicts are resolved, and
behaviors which can all lead to stress as a parent. While stress may be considered part of
normal patterns of parenting, there are additional stressors that are involved when special

needs children are in the home. According to Rusu et al. (2024), stress among parents of
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ASD children is well documented. When considering the stress that all parents face and
the additional stress of having an ASD child in the home, it can be expected that stress
among parents whose children are transitioning out of high school and out of FAPE
services may affect them to a greater degree. The stress parents feel when they fully take
over the care of their autistic child after FAPE services are discontinued can be
compounded by basic requirements that differ simply because you have an ASD child.
Stress has been well documented among parents of all children, and it is important to
mention as well that stress for a single parent of an autistic child during transition out of
school is compounded by doing this alone. While there is some mention of single versus
dual parent households dealing with the transition of the ASD individual out of high
school, the main focus is the parental stress whether it is a single or a dual parent
household. While there it is acknowledged in many studies that additional stress is
involved in raising an ASD individual, there are some similarities and differences as well
for single parents compared to a dual parent household. According to Davy et al. (2024),
there is often a give and take when it comes to raising an autistic child, often leading to a
modification of the quality of life for the parents, being especially true for the single
parent who does not have that in-house support that a nuclear family has. Stress can be
related to several causes which include situational factors, maternal depression, social
support, and child overall problems (Fang et al., 2024). While the authors did not focus
on a single mechanism that caused stress for parents in their study the factors that do
cause stress tend to include overall problems with a child and also point to stress that may

be caused by an ASD child.
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When an ASD child transitions out of high school there are many obstacles that
parents must consider such as adult day care, whether continuing education should be
pursued, or will the ASD individual be able to live on their own or live semi-
independently. Some parents must consider the availability of services when living in
underserved, remote, or rural areas. According to Wong et al. (2020), the transition out of
school and moving on to the next phase of life for the ASD individual is usually left
solely to the parents to navigate. While there are programs in schools to help with the
transition process, it is a process that never ends and there are hidden challenges that
must be faced constantly such as missing out on services, lack of caregivers, lack of
medical personnel and specialty providers, and a lack of support (Wong et al., 2020).
According to Han et al. (2023), there is also a stigma associated with autistic adults that
may make it difficult to navigate care and facilities as well as focus on the positive
aspects of the autistic adult which can make finding care, services, or facilities difficult
and stressful for parents or caregivers. According to Habayeb et al. (2022), there are often
a lack of medical providers for both ASD children and adults, which causes additional
stress for parents as they try to navigate a new landscape of care for their now ASD adult.
While these authors focused on results in Qatar, the United States has the same issues in
rural settings and often the cities are overcrowded because of the sheer volume of ASD
individuals leaving high school each year, which can all be stressful for the parents of the
ASD adult. According to Berg et al. (2023) there are approximately 50,000 youths with
ASD who are exiting the high schools each year that will utilize adult systems of care and

many will remain dependent on their parents to provide them with day-to-day care and
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find services that include medical, dental, and community involvement. Another factor
that is not often considered is parental burnout which is often a result of parental roles
and chronic parenting stress (Liu et al., 2024). Liu et al. (2024) also pointed out that very
little is mentioned about parent connectivity to their autistic children and how parents can
burn out because of stress and factors that require constant attention, care, and resilience
of the parents of these adults.

While challenges are continuous during the transition stage there are further
stressors for the parent with the ASD adult when parents consider what will happen when
they can no longer care for their child, or defining what independence means for each
ASD adult which could vary from being able to dress themselves and use the toilet,
communicating, or even eventually marry and start families which would create new
challenges (Volkmar & Solomon, 2023). While there has been some research on the
stress that affects parents of autistic children little research has been conducted on the
stress parents feel when they worry about the future of their autistic child highlighting
what parents hope will happen for their autistic children and the future that they imagine
(Well et al., 2024). The authors pointed out that while there is little research highlighting
what parents’ hope the future holds for their ASD adult, there are other stressors that
parents continually face such as supported living and difficulty accessing resources. This
combined with the stress of thinking about what the future holds for their ASD adults
such as being engaged and having meaningful activities and relationships are just a few
of the stressor’s parents feel besides worry, love, and loss which were all themes shared

by parents. Parents want what is best for their children whether they have autism or not,
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but the worry associated with having an autistic child may often feel like more because
ASD individuals are so unique in ways that cannot be mapped or targeted through
traditional means. The stress that parents face in continuing the care of their ASD child as
they transition out of high school cannot fully be measured because every ASD
individual is unique and their care is also unique, making it difficult to find a consistent
transition program for these individuals. According to Shanahan et al. (2021), parents,
family members, and ASD individuals and/or ID individuals, have increased anxiety,
degraded health (mental and physical), and reduced support because of a lack of
planning, a lack of consistent programs, and a lack of available adult services. The
authors point out that the lack of research, lack of support, and lack of resources are all
contributing factors that lead to stress and anxiety in parents of and ASD child.
ASD and Adult Services

The transition from school services to adult services for the ASD adult comes
with several roadblocks, most notably the loss of FAPE and the loss of the expertise of
the school staff that has been trained to navigate obstacles associated with care. With a
growing number of ASD students transitioning out of school and losing FAPE funding,
additional support is needed to help navigate available services for the ASD adult. When
losing specific services that had been in place in school, parents may find it difficult to
replace those services for their adult child for a variety of reasons. Berg et al. (2023)
pointed out the struggle that parents or caregivers had in locating and coordinating
services as well as getting access to those services. Parents and caregivers found that

often when services were there, the wait lists for services could last for months (Schott et.
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al., 2021). Many states have wait lists that vary in both length and requirements such as
waivers and support services provided through Medicaid (Schott et. al., 2021). In addition
to long waiting lists previous research has shown that there is a lack of continuity of care
when ASD individuals transition into adulthood to include medical, dental, speech
therapy, occupational therapy, and other support systems (Shanahan et al., 2021).

Marsack-Topolewski and Weisz (2020) pointed out in their phenomenological
study that parents discussed eight services that were lacking after transitioning out of
high school, which were case management, educational programs, employment and
employment supports, physical/mental health care, housing, day programs or respite care,
social life and recreation, and transportation. Parents of ASD adults may have difficulty
finding specialized providers for medical and dental care which are integral to a well-
rounded medical and dental programs for ASD adults (Lai et al., 2021). Many services
were either unavailable, had long waiting lists, or they did not meet the needs of their
ASD adult (Marsack-Topolewski & Weisz, 2020).

While there has not been a plethora of success stories of successful transitions out
of high school and FAPE services, there are some innovative programs that show promise
in the future. Considerations of both mental and physical health have been looked at and
there have been programs that have worked towards meeting these needs. According to
Pillay et al. (2022), successes can become more prevalent if there is more focus on
educational and socially inclusive interventions and family support structures. In
addition, Hart et al. (2022), mentioned that the Center for Autism Services and Transition

(CAST), was involved in creating a more individualized high quality care system for
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ASD adults. This program is located mainly in Ohio, Indiana, and West Virginia and has
proven successful. According to Wong et al. (2022), a search for successful programs
designed for cutting-edge autism care yielded results for some services located in the
United States. Among the screened programs that were considered successful were the
programs that had integrated care between community and clinical based services such as
a hospital for special care in Connecticut which works to discover gaps in services in the
communities it serves and works to develop new services to help fill those gaps. The
authors mentioned that other successful programs were Pathway Community Hub, Penn
Autism Clinic, and Neurobehavior (HOME). While these programs are relatively small
and located in pockets around the country, there is hope that with more funding and
shining a spotlight on these issues, that a more widespread and focused course of action
might be identified moving forward.
Summary and Conclusions

It is known that having an ASD child who turns 21 and ages out of the school
system and FAPE services is a mammoth task that parents and caregivers must learn to
adapt to while at the same time rise up and meet the challenges required to get quality
care for their child. Parents of the ASD individual realize that having an ASD child will
continue to affect the lives of everyone involved in their care and support during their
lifetime, especially as they transition out of high school and lose FAPE services. While
there has been some research into the stress of autism on parents and families it is
apparent that parents of the autistic individual during a transition out of high school face

a great deal of stress as they learn and discover that they must provide a new type of care
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for their autistic child (Lunsky et al., 2021). While it is generally common for parents to
support their non-ASD child throughout their lives, there is a different level of support
and care that an ASD child requires that is unique and complex for each individual and
according to Karnas (2023), both the stress levels of parents, their coping strategies, and
their situations have not been looked at individually, but rather as a group. According to
Marscak-Topolewski and Weisz (2020), parents felt that services were unobtainable,
inaccessible, or inadequate, consistent with other studies and research. According to
Knudson (2024), transition programs cannot mirror the programs received while in
school and the responsibility falls to the parents to fill the gap that the schools provided
while the ASD individual was enrolled. It is unknown whether some of the programs that
have been researched would provide benefits to each state across the board, nor whether
there will be a movement to utilize federal money to subsidize some of the smaller more
successful programs that have been recognized. It is important to address this problem
because there are now more ASD adults requiring care and services, and there has been a
lack of focus on the effects this has on the family members, parents specifically, and how
the family unit functions as a whole during this transition (Roberts, 2021).

This study directly addressed the gaps identified throughout literature by focusing
specifically on the lived experiences of parents whose autistic children have aged out of
FAPE services at the age of 21. While there has been previous research that has explored
autism in a broad sense, and has sometimes examined parental stress, there are very few
studies that have examined this unique transition point in depth in order to get a focused

point of view of the parents. By using a narrative inquiry design grounded in family
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systems theory, this study captures personal stories and the emotional impacts that can be
or have been overlooked in broader studies. The findings from this exploratory study can
contribute to the limited body of knowledge on the post-FAPE transition experiences of
these parents. This exploratory study could inform practitioners and policy makers as
well as support the development of resources and services that could better align with the

real needs of families during this critical time.
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Chapter 3: Research Method

Introduction

The purpose of this study was to explore and understand the lived experiences of
parents who have an autistic child transitioning out of high school, and their experiences
as they lose FAPE funding and learned to navigate an entirely new landscape of
challenges. The potential benefits of this exploratory study might be an influx of
information and data that could provide professionals not only an understanding of these
experiences, but a course of action that might provide help and support to these autistic
adults and their parents/families in the future. This chapter describes the research design
and rationale; the role of the researcher; methodology-including participant selection,
instrumentation, procedures for recruitment, participation, and procedures for data
collection and analysis; issues of trustworthiness; and ethical procedures.

Research Design and Rationale

Encompassed in the two RQs for this study, I explored the stress that parents face
when their autistic child turned 21. I captured their personal stories and their perspectives
about their journey as parents. This transition is significant, not only for the autistic child,
but for the parents and the siblings because it highlights the end of a journey that began
when the autistic child started school and ended with a transition into a completely
different journey that the parents had to navigate on their own, often with little help. With
this in mind my questions focused on those experiences and the parents’ perception of

this significant transitional time frame.
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The first question I focused on was: What are the lived experiences of parents
when their autistic child turns 21? The second question I focused on was: What are
parents’ perceptions of the changes and/or reduction of services and resources when their
autistic child turns 21? In order to explore the lived experiences of these parents I used a
family systems approach which addressed the complexity of the family system (see
Cridland et al., 2014). In order to answer these questions, this study used a qualitative
approach, specifically narrative inquiry, to focus on the lived experiences of parents
during this transition. Narrative inquiry is a qualitative method that highlights the
importance of gathering personal stories in order to better understand the meaning
individuals assign to their experiences (Javadi & Kadkhodaei, 2022). This approach was
appropriate for this study because it allowed for the collection of detailed, context-rich
accounts directly from the parents, which helped to highlight the emotional and logistical
challenges faced when their autistic child aged out of FAPE services at 21. In addition, a
family systems approach was used in order to focus on the complexity of family
dynamics during this major life transition (Cridland et al., 2014). The family system’s
perspective highlighted the emotional adjustments, relationship shifts, and broader
impacts on the family unit. According to Wolpe et al. (2023), viewing the transition
through a family systems lens brings attention to how the loss of services impacts both
parents and siblings as they adapt to a new stage of life.

The family systems approach was integral because it could be focused on the
whole family, the way they interact with each other, and how they feel about having an

ASD individual in their home. This study allowed me to explore changes both mentally
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and logistically that occurred within a household once an ASD individual leaves high
school, and the perceptions of those changes. According to Johnson and Ray (2016),
there are ripples from changes that may affect every member of the household especially
when something like ASD connects an entire family.
Role of the Researcher

My role as a researcher was to observe and participate as needed and remain
honest and unbiased even though I do have a personal connection to this study. I am a
mother of an autistic child who turned 21 and lost FAPE services. In addition, we lost
speech therapy, occupational therapy, dental, and ABA therapy the day after he turned
21. The services were discontinued immediately the day after his 21 birthday and we
had to explore sites, make cold calls to dentist offices, and travel over an hour to find an
ABA therapist who would see adults. It was a huge change for our nonverbal autistic son,
and it did cause us stress. In addition to finding services for him, we had to change our
work schedules because we could not find a reasonable adult day care facility so my
husband took on a swing/night shift so I could work days and our son would never be
alone or with a caregiver who did not understand his needs. While I am personally
connected to this topic, I did not let my experiences or bias influence me in this study. In
order to address potential bias, I recognized my researcher positionality as both an insider
(a parent of a child with autism) and a researcher. I managed my position carefully
throughout all phases of the research process, including participant recruitment,
interviews, transcription, coding, data analysis, and interpretation. Bracketing and

reflexive journaling were used continuously to minimize bias, ensuring that participant
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voices are represented authentically and that my personal experiences did not shape the
findings.

I did not engage in any dual relationships with participants in this study. I did not
recruit, interview, or collect data from individuals whom I knew personally or
professionally. In order to maintain ethical standards and avoid potential bias,
participants were recruited only from public groups that I did not have personal or social
connections with, such as local autism support groups listed in Table 1. I screened
participants during the prescreening process to ensure they were not individuals from my
personal, professional, or social circles. This helped protect the integrity of the research
and maintained a clear boundary between my role as a researcher and any personal
affiliations. According to Weatherford and Mailtra (2019), research is often inspired by
strong personal interests. While I find this to be true, I took steps to ensure that my own
bias did not interfere with my data collection or interpretation of the data that I collected.
One of the steps that I took to manage my own bias was bracketing. According to Grajzel
(2025), bracketing helps the researcher separate and become self-aware of their own bias
and experiences that could impact this study. I kept a journal in order to categorize my
field notes, and I wrote down my own emotions throughout the process.

To further minimize bias throughout this process which included recruitment, data
collection, transcription, coding, and analysis, I followed a structured and consistent
protocol for each participant. During interviews, I refrained from sharing any of my own
personal experiences or any of my own opinions. [ used active listening and neutral

prompts to elicit participant stories. During the transcription and coding phase, |
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maintained an audit trail and used memo-writing to document analytic decisions and
reflections. I regularly reviewed my reflexive journal entries to help me remain aware of
potential bias and emotional responses When I reviewed the results and wrote up the
findings, I kept checking in with myself in order to make sure that I was not leaning too
much on my own perspective and experiences. These steps helped me to stay focused on
the participants’ experiences instead of my own.
Methodology

Participant Selection Logic

I selected participants (parents) who had at least one ASD child who had reached
the age of 21 and had transitioned out of high school and FAPE services. In addition, I
ensured that the autistic adult was at least 21 years of age because FAPE will still cover
speech and occupational therapy and sometimes ABA therapy until the age of 21. As
such, I excluded speaking to parents with children under 21 for the purpose of this study.
My focus was on adults over 21 who had transitioned out of high school so that I could
better understand the experience and journey moving away from FAPE services.
According to Dahal et al. (2025), utilizing purposeful sampling for participant selection
compliments the narrative inquiry approach for this exploratory study. Purposeful
sampling means that I only included those subjects that would further my research
because they met the criteria that I was looking for. For example, I focused on families
with autistic adults that were over 21 and who had transitioned out of high school, so I
only chose to interview parents based on those criteria. Purposeful sampling can also be

referred to as selective sampling. The narrative inquiry approach allows the researcher to
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explore unique or unusual experiences by listening to people tell of their experiences in
their own words. According to Leal (2023), the narrative approach can provide a better
understanding of a person’s life experiences, because that person will highlight the
significance of their experiences, relaying information that is important to them or that
has affected them. This helped me to understand how this transition affected them on a
personal level. Dahal et al. (2025) explained that when using narrative research, the
detailed experiences are more crucial than the number of participants. In addition, my
selection criteria were transparent, and my participants quotes were used which adds
transparency and rigor to this exploratory study.

In order to explore lived experiences I got a sampling of five families through
social media as laid out in Table 1. Recruitment continued until narrative sufficiency was
reached -- that is, when there were no new themes that emerged from the interviews and a
full, detailed picture of the phenomenon had been captured (see Saunders et al., 2018).
Because I live in a small community and saturation was reached with five participants, I
was ok with the small sampling. I did not believe that new information would be
forthcoming with a larger sampling. While I considered utilizing snowball sampling, I did
not think that it fit with what I was trying to accomplish with my exploratory study. I
preferred to find local participants in order to remain specific to the stress families
experience in this particular location. I utilized social media (Facebook) in my
recruitment and included my social media platform and the group (see Table 1), within

this section.
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Table 1

Facebook Groups Used for Participant Recruitment

Social media platform Group

Facebook Special Needs Families Hardin Co
Connect

Facebook Kentucky Parents of Autistic Children
Support Group

The social media flyer was posted on two social media platforms in my area, and
it contained my contact information, which included my phone number and email
address. The flyer asked if they wanted to participate and if they did, they could contact
me through the information that I provided in the flyer. Once participants reached out to
me through phone or e-mail as stated in the flyer, I asked them my prescreening questions
to determine their eligibility. The prescreening questions were as follows: Do you have
an autistic child that is 21 or older?; Are you willing to participate in a study about the
transition out of high school and the loss of FAPE services?. If they met the criteria, I
reviewed the elements of the informed consent with them and sent them the consent form
via e-mail, and they responded with “I consent” to me via e-mail as dictated by IRB. 1
then sent an e-mail to them with options for interview times. Once the participants replied
with “I consent” and we set up an interview time I reminded them again that it would be
recorded and let them know that they should be in a space where they had privacy and

minimal interruptions.
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Instrumentation

I used observation sheets during interviews to note key nonverbal cues and/or
contextual details. In order to ensure accurate data collection, I recorded each interview
using both the Zoom conferencing platform and a DGFAN voice activated audio
recorder. Because I used two technologies this means that I had a backup in case of
technical difficulties. According to Dahal et al. (2025), as a researcher it is important to
be an observer in the world of the participant. Because my RQs were open ended, I feel
that having a recording device was crucial to ensuring I captured the entirety of the
participants experiences. In addition, I was able to play back responses for clarification.
While I had originally planned to use NVivo for transcription I was able to use a
transcription software program to generate transcripts from zoom recordings. I then
reviewed the transcripts for accuracy and organized them into Excel spreadsheets to
support coding and theme development. I used the following questions for my

demographic survey (see Table 2).
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Table 2

Demographic Questions

Question Response choice
What is your age? Age in years
What is your gender? Male, female, other, prefer not to answer.
What is your marital status? Single, married, divorced, widowed
Who are the people that live in your Spouse, autistic child, siblings, aunts,
house? uncles, grandparents, other

The demographic survey was voluntary, and less than half the participants chose
not to answer marital status and age. All demographic information collected was
nonidentifiable and did not include names, addresses, or any personally identifying
information. The purpose of the demographic survey was solely to describe the sample
and support the credibility and transferability of the study findings.

Procedures for Recruitment, Participation, and Data Collection

I sought approval from the IRB at Walden University and once I got that
approval, I began recruitment via social media (see Appendix A), on local autism sites. |
was able to get sufficient responses, and I then conducted Zoom interviews that lasted
between 0-30 minutes and used transcription software along with Excel spreadsheets to
organize, display, and analyze my qualitative data. According to David et al. (2022),

qualitative data analysis involves systematic organization and coding of data, which I
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carried out by reviewing transcripts for accuracy, highlighting key words and phrases,
and grouping them into categories that led to my theme development.

I reminded participants about my research to ensure that they were aware that |
would be taking notes throughout the interview, and I asked them if they were
comfortable, or if they had any questions. I ensured that I e-mailed out resources to
everyone at the start. I ensured that they understood I was only there to gather
information about their experiences. I did not conduct a pilot study, as the interview
questions (see Appendix B) were based on research and supported by my conceptual
framework and the existing literature. I used an interview protocol (see Appendix C)
created by consulting dissertation examples.

Data Analysis Plan

Once my data collection was complete, I used transcription software and reviewed
and corrected the transcripts and then uploaded them into Excel so that I could analyze
and code my data. I utilized coding, which included open coding, focused coding,
identifying themes, and exploring themes. According to Coates et al. (2021), analyzing
qualitative data is a step-by-step process which includes coding, finding themes and
exploring themes. This allowed me to categorize and file specific information. I used a
combination of inductive and deductive coding. According to Casula et al. (2021),
deductive coding applies existing frameworks, and inductive coding allows new themes
to emerge. Data were analyzed using thematic narrative analysis, which involved the
following steps: (a) transcribing interviews verbatim, (b) reading transcripts for initial

storylines and patterns, (c) coding data inductively and deductively, (d) identifying
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themes across narratives, and (e) developing interpretive accounts of the transition
experience (Coates et al., 2021).

Next was coding which followed the approach outlined by Braun and Clarke
(2006), which included familiarization with the data, generating initial codes, searching
for themes, reviewing themes, defining and naming themes, and producing the final
report. This systematic method allowed both inductive (emergent) and deductive (theory-
driven) themes to be captured.

In order to maintain trustworthiness, I addressed any conflicting or contradictory
stories that come up during the study. If a participant’s experience was different from
others, I included it in the final report in order to make sure that all voices and
perspectives are represented (see Patton, 2015). Through this process, I was able to
provide a detailed and authentic account of the lived experiences of parents whose
autistic children have transitioned out of FAPE services at age 21.

According to Casula et al. (2021), the basics of inductive reasoning and deductive
reasoning are that inductive reasoning develops a theory while deductive reasoning tests
an existing theory. The themes that emerged from the participants’ stories were used to
see how well they align with family systems theory, and in addition they helped to
explore new patterns that might suggest future research should look at other possible
frameworks (see Ravitch & Carl, 2021).

Issues of Trustworthiness
Trustworthiness is key for anyone conducting research. To strengthen and show

transparency on the trustworthiness of my research, I employed strategies aimed at
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enhancing credibility, transferability, dependability and confirmability.
Credibility

According to Adler (2022), data, interpretation, method, and reflexivity are key
components of ensuring that the researcher is honest and transparent in their findings. To
help make sure my findings reflected what participants really meant, I used member
checking. This meant that I shared a short summary of what I heard during the interview
with each participant, and they let me know if it sounded accurate or if anything needed
to be changed or clarified. Member checking helps build creditability because it gives the
participants a chance to confirm or correct what they shared (Birt et al., 2016). According
to Naeem et al. (2023), utilizing a combination of deductive and inductive coding
allowed me to add trustworthiness and clarity to my research. According to Naeem et al.,
the thematic analysis process is considered systematic because it follows a specific
approach that flows into steps. For example, Naeem et al. described in detail each step
beginning with Step 1, which is transcription, familiarization with the data, and selection
of quotations. This leads to the following steps, which are the selection of keywords in
Step 2; coding, which is Step 3; theme development, which is Step 4; conceptualization
through interpretation of keywords which is Step 5; and finally Step 6, which is
development of conceptual model.

I began Step 1 by familiarizing myself with the data and the mediums that I used
to collect my data, to ensure that I was familiar with Zoom recording and how to utilize
the transcription program properly because I needed to ensure that I was pulling out the

relevant parts of the transcripts. For Step 2, I ensured that I identified key words such as
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stressful, difficult, fearful, tension, or the repetition of words. I followed the six R’s
(reading, recording, redefining, revisiting, refining, and relating), for keyword selection.
Step 3 is coding, which is utilized for short phrases or key words such as “quit work” or
“difficulty finding services” or “it was very stressful.” In Step 3, both inductive and
deductive reasoning were used and helped to solidify the trustworthiness of my findings.
Step 4 was my theme development, which involved organizing codes, identifying
patterns, and linking my data. Step 5 was where I interpreted my data, and finally Step 6
was the development of my conceptual model derived from the earlier steps in this
analysis.
Transferability

According to Adler (2022), transparency is essential to transferability which
means that my research can be useful in other studies. Utilizing the six steps from above
also adds to transparency and transferability. The information in my study could help
provide relevancy to other parents, teachers, or researchers of autistic children who might
be facing the same transition or perhaps different transitions in other areas. My study
might prove useful in more rural or underserved communities, since participants were
drawn from this environment in the course of this study. I provide detailed contextual
information in the following chapters about participants and setting to allow readers to
judge relevance to other contexts.
Dependability

Dependability was obtained because I maintained a very detailed documentation

process. I also maintained an audit trail, which includes chronological protocols,
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codebooks, and analytic memos throughout the study. This process includes how coding
was completed, any changes that [ might determine necessary and my own personal
reflections and notes as I go along. According to Nowell et al. (2017), in order to
maintain dependability in qualitative research the researcher must ensure that interview
procedures are consistent and do not vary from one participant to another. In addition, the
interview process was structured with each participant receiving the same information.
Confirmability

According to Adler (2022), confirmability in research refers to the degree in
which findings are shaped by the participants and not shaped by researcher bias, motives,
or personal perspectives or perceptions. One way to ensure confirmability is through
reflexive journaling (Karcher et al., 2024), which I ensured to complete in my notes. By
incorporating reflexive journaling, I was able to go back and ensure that I was holding
myself accountable for any bias or even lack of self-awareness or perhaps find something
that I missed. According to Karcher et al. (2024), reflexive journaling creates a more
transparent research process by highlighting overlooked details as well as enhancing the
objectivity of research. Reflexive journaling is a process where a researcher will either
keep a journal or document their own thoughts throughout the research process which
will allow the researcher to go through their notes and determine if there is any bias.
According to Barrett et al. (2020), when researchers incorporate reflexivity into the

research, they are ensuring both quality and integrity.
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Inter- and Intra- Coder Reliability

Coding involved both inductive and deductive approaches (Naeem et al., 2023),
and it began with open coding leading to more focused coding which helped identify and
develop my themes. I established the intra-coder reliability by coding transcripts multiple
times over several days, which ensured that I was consistent. In order to ensure
reliability, I coded transcripts multiple times over several days to ensure consistency.
Given the sample size is small for this study. there was not a huge amount of data to sift
through, and this was straight forward. This process improves transparency and trust in
the coding process.

Ethical Procedures

I completed human subject research training per Walden University IRB
requirements. I ensured that if the participants become upset that I provided phone
numbers to local mental health facilities as well as ensured they have contact information
for the Helmwood Autism Support group (University of Louisville, n.d.), information for
the Crisis Text Line (Crisis Text Line, n.d.), and a handout for the 988 national crisis
hotline if needed.

I did not conduct interviews until I received IRB approval (approval number: 07-
21-25-0175020), and I did not ask for participation before I received IRB approval. Once
I got IRB approval, I sent out my digital flyer from Appendix A on autism social media
sites, per Table 1. Before any interviews were conducted, I obtained both verbal and
written informed consent from each participant. Participants first received the informed

consent form via email to review, and they replied with “I consent.” I then reviewed the
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informed consent with them verbally at the start of the interview and asked if they had
any questions to ensure understanding and give participants another opportunity to ask
questions before beginning. Participation was completely voluntary, and participants
were able decline to answer any question or withdraw from the study at any time without
penalty. All data, including interview recordings, transcripts, and demographic
information, will be securely stored on a password-protected computer. Identifying
information was removed, and participants were assigned a code number to protect
confidentiality. According to Walden University guidelines (Walden University, 2025),
all data will be securely stored for a minimum of 5 years and then destroyed. Digital files
will be permanently deleted, and any physical documents will be shredded after that
period, following university policies and IRB regulations.

All participants were over the age of 18 (because they are parents of autistic
children who are 21 or older), and I assured that all recordings, transcripts, and my
research are on my computer which is password protected. I have provided all my raw
data to my chair and committee and will provide it to the IRB members if requested.

I did not use actual names of participants within the transcripts, nor did I provide
identifying information or contact information. All participants were identified with a
number, and their numbers will be kept separate from their identifying information and
my transcripts.

Summary
The purpose of this study was to explore the lived experiences that parents of

ASD individuals experience when their ASD child turns 21 and transitions out of high
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school and loses access to FAPE funding and a support system that was in place for the
entirety of their educational experience up until then. This chapter highlighted my
recruitment strategies through social media, how my data were collected and analyzed
utilizing Zoom recording and (Zoom Video Communications, Inc.), and accounts for how
I addressed issues of trustworthiness in the application of the study and ensured I knew

how to handle any ethical issues that might arise.
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Chapter 4: Results

Introduction

The purpose of this qualitative exploratory study was to explore the stress that
parents feel when their autistic child turns 21 and loses FAPE services and the autistic
child transitions out of high school. I interviewed individuals who had an autistic child 21
or older and had transitioned out of high school. My goal was to explore and gain a more
thorough understanding of these parents’ experiences during this transition. In this
chapter, I will discuss the results of my study, including the research setting, the
participant demographics, data collection, data analysis, and evidence of trustworthiness.

Setting

I completed all five interviews using Zoom online and I backed the interviews up
with a separate recording. All interviews were conducted via audio only on Zoom. The
interviews were conducted in my home office, which is enclosed with a door. In addition,
I asked participants to conduct the interview in a quiet space, which was evident from the
lack of noise during the interviews. There were no issues with the interview space or with
Zoom. All interviews were completed in the same space utilizing the same equipment
(my laptop and internet connection).

Demographics

The demographic makeup of participants was determined by the inclusion criteria
for this study. To participate, individuals had to be a parent or legal guardian of an
autistic child who was 21 years of age or older and who had transitioned out of high

school. A total of five parents participated in the study.
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The parents who participated represented a range of experiences in terms of how
long it had been since their child transitioned out of FAPE services. Some of the
participants were still navigating the changes that occur when services end at age 21
because they were recent, while others reflected on their experiences that had taken place
years earlier.

No additional demographic information such as race, ethnicity, socioeconomic
status, or educational background was collected, as this was not necessary for answering
the RQs. The primary focus remained on the lived experiences of these parents as their
autistic child aged out of FAPE services and the stress this caused.

Data Collection

The sample for this study consisted of five participants who met the inclusion
criteria. Each participant was interviewed individually through Zoom. Interviews varied
in time, with the average time lasting around 14 minutes. I followed the protocol outlined
in Chapter 3, and there were no unusual circumstances that occurred during data
collection. Participants were recruited through social media using a flyer that I created
and submitted as part of my IRB application, which was approved prior to use.

Interviews were audio recorded through Zoom, and I used a secondary recording
device as a backup to ensure no data was lost in case of technical issues. Before
participating, each individual was emailed a consent form. To confirm consent,
participants were asked to reply to the email with the statement, “I consent,” per the
instructions outlined by IRB. Only after this written confirmation was received did

interviews take place.
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Data Analysis

Data analysis followed the procedures that I had outlined in Chapter 3, and it was
consistent with a qualitive narrative inquiry design. Although I initially planned to use
NVivo software (as stated in Chapter 3), I decided to complete my analysis using hand
coding. I made this change because of the small sample size. The small sample size made
hand coding more efficient and allowed, in my opinion, a more direct approach but still
supported both rigor and transparency. I used Excel to organize transcripts and
participant quotes as well as codes, which I added within the document. This helped me
to easily identify themes. This decision by no means affected the analytic process, but I
felt it was the best fit based on the scope and breadth of this study. This study still aligned
with the systematic steps of the thematic analysis as outlined by Braun and Clarke
(2006). Each interview was transcribed, and I read through each interview several times
in order to better identify statements and key words. The first stage involved open coding,
where I highlighted significant words and phrases as well as passages that spoke to the
experience of the parents being interviewed. From there, I grouped the related words into
broader categories that highlighted shared experiences or recurring themes.

I noticed overarching themes that represented the experiences of the parents, and I
highlighted those and added them to an excel spreadsheet that incorporated exact quotes
from the parents that were interviewed to better understand their experience from their
own words. This process was repeated for each participant until there were no new ideas,
or new themes or patterns that emerged from the data. This was an indication that

saturation had been met or reached.



57

During my coding process, I identified specific codes such as stress, financial
burden, long waitlists, family support, lack of guidance, and frustration with state
programs. I was then able to organize the codes into my broader categories such as
service barriers, emotional toll, and family coping. Then from this, I identified my eight
themes: lack of services and support, long waitlists and services delays, financial strain,
family support as a lifeline, lack of awareness/guidance, and structured transition
planning, the frustration with state programs, emotional toll and caregiver burden, and
finally limited vocational and social opportunities. One example would be that Participant
2 described, “We’re going on 22 next week, and we still don’t have services.” This
statement reflected both lack of services and long waitlists and delays. Another example
is when Participant 1 stated that “luckily we have a good family support system.” This
reflects family support as a code and ties into the theme of family support as a lifeline.
While there were some families that had more support from family members than others,
the challenges remained the same with all the participants.

Evidence of Trustworthiness

In this study it was important to establish trustworthiness to show that my
findings were valid. The steps or components of trustworthiness are credibility,
transferability, dependability, and confirmability. I have broken down these steps in the
following manner.

Credibility was supported by using participants’ own words which were then
input into an excel spreadsheet to better identify themes from each participants’

experiences. I ensured that I captured the participants words verbatim in order to
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accurately reflect their experiences. In order to further strengthen the credibility of this
exploratory study, I followed Braun and Clarke’s (2006) systematic approach which
includes familiarization with the data, generating the initial codes, identifying themes,
reviewing those themes before defining and naming them, and finally producing the final
report. According to Naeem et al. (2023), both inductive and deductive coding can be
utilized in order to allow new themes to emerge while also connecting those findings to
my conceptual framework. The steps that I followed are supported by Adler’s (2022)
recommendation that when conducting qualitative research you should be transparent in
data collection, in interpretation, and reflexivity.

Transferability was supported through the findings. Although I only had five
participants for this study, their experiences were highlighted by their personal stories.
These findings included themes such as lack of services and support, long waitlists and
service delays, financial strain, family support as a lifeline, lack of awareness and
structured transition planning, frustration with state programs, caregiver burden, and
limited vocational and social opportunities. I as able to present these shared themes with
direct quotes which allow readers to see for themselves how these experiences may be
connected with other contexts. According to Adler (2022), transparency is essential to
transferability, and I supported transparency through the documentation of the research
process which includes the recruitment, the consent, and the coding procedures. In
addition, I utilized the six-step process that Naecem et al. (2023) described, which is
transcription, familiarization, coding, theme development, interpretation, and conceptual

modeling. This together helped to create and transparent analytic trail which further
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shows the transferability of this exploratory study. I would also like to point out that this
exploratory study could bring about social change in other similar locations.

Dependability was addressed because I remained consistent in my process and
analysis. According to Nowell et al. (2017), in order to maintain dependability in
qualitative research you need to ensure that the interview procedures are consistent and
do not vary from one participant to the other. Participants were recruited and selected in
the same way, without deviation from the criteria I set, and each participant was
interviewed via Zoom. Each interview was recorded and transcribed in the same way and
themes were developed through the same process. Each question was read to the
interviewee the same way and I allowed participants to expand naturally with each
question. While I had allowed for follow up questions to be asked through the consent
from language, there were no follow-up questions that I felt were needed for this
exploratory study.

Confirmability was established through my journaling and self-awareness of
potential bias. According to Karcher et al. (2024), reflexive journaling creates a more
transparent research process. This is done by highlighting overlooked details as well as
enhancing the objectivity of the research. In my reflexive journal, I recorded my thoughts
after each interview, allowing me to track or identify any biases as well as ensure that any
perspectives or perceptions that I might have personally did not influence the research
process. I ensured that my role was just one of the researcher in order to better understand

the experiences of the parents. By utilizing reflexive journaling, it helped me stay in the
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role of the researcher and keep focused on my goal of understanding the experiences of
other parents.
Results

The RQs for this exploratory study were as follows: What are the lived
experiences of parents when their autistic child turns 21? What are parents’ perceptions
of the changes and/or reduction of services and resources when their autistic child turns
217 Based on the responses from the participants of this study, I identified a total of nine
themes. While some of the themes do connect with each other, I decided to lay out all the
themes for the purpose of this study.
Theme 1: Lack of Services and Support

In this study all five participants consistently described the lack of services and
support once their child turned 21 and transitioned out of high school. Participant 5
mentioned, “There ain’t no help out here at all...for any special needs person.”
Participant 2 stated, “We’re going on 22 next week, and we still don’t have services.”
Participant 4 stated, “Overall...there’s really nothing to offer my child...nothing. I have
nothing, nothing.” These accounts from the participants illustrate that they felt as if they
had been left on their own to manage the care and find services for their child.
Theme 2: Long Waitlists and Service Delays

In this study, more than half of the participants felt that if there were services
there were extremely long wait lists, sometimes lasting several years. The participants felt
that even when resources were there, they were not accessible in a timely manner. In

addition, participants noted that accessibility was inhibited by services that were located a
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distance away, necessitating long drives to and from services. This made it difficult for
the parents to maintain the services for their child, especially if the parents were working.
Theme 3: Financial Strain

In this study more than half of the participants frequently emphasized the
financial burden of paying for out-of-pocket services, such as adult day care, health care,
and therapy. Costs created a constant source of stress for the participants, especially when
insurance did not cover costs. Participant 4 shared “I called 14 dentists in a row...finally
found two...and they were nine months out. It cost me, they sued me. It was $2,500...1
didn’t even know I owed.” Participant 5 shared, “Insurance really don’t like to cover that.
Most of its out of pocket.” Participant 1 stated, ‘Rally the only alternative was the adult
daycare in Elizabethtown which of course, is very expensive. It’s about 80 bucks a day.”
These examples highlight that financial strain was significant during the transition
process.
Theme 4: Family Support as a Lifeline

In addition to reporting the absence or scarcity of services and the financial
burdens of out-of-pocket costs for many services, the theme of more than half of the
participants needed to rely on family members to help fill these gaps arose. Participants
highlighted this support as essential in order to maintain work and daily living.
Theme 5: Lack of Awareness/Guidance and Structured Transition Planning

In this study, more than half of the participants reported that they felt there was
little or no guidance from schools or outside agencies that might be able to help during or

after the transition period. Participants felt that they were on their own after transitioning
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out of high school and FAPE services. Many of the participants were unaware that there
were resources until much later which delayed access to the services needed. There was a
strong correlation among participants that their awareness of services was either absent,
or it came much later after their child had already transitioned out of high school. For
example, Participant 2 stated,

You need to start the transition process at age 16, so by age 21 you are in line for

those services...they don’t prepare you. They act like it’s going to be a great

transition; it’s going to be an easy transition...and it is not.
In addition, Participant 3 stated,

I’ve been talking about transition since my son was in the ninth grade...but I

don’t think we did a good job...they kept asking me what I wanted to do. I’'m not

an educator...I wanted to know what my options were, but nobody guided me.
Overall, participants felt unprepared for the challenges of adulthood for their children,
because there was no structured transition plan that addressed what would happen after
their child turned 21 and lost FAPE services.

More than half the participants described a significant lack of guidance, planning,
and awareness of services during the transition out of high school and FAPE services.
Parents did express that they were left to figure things out on their own, and that they
were often not aware of what services were available to them. Participant 2 stated, “You
need to start the transition process at age 16, so by age 21 you are in line for those
services...they don’t prepare you. They acti like it’s going to be a great transition...and it

is not.” Participant 3 stated,
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I’ve been talking about transition since my son was in the ninth grade...but I
don’t think we did a good job...they kept asking me what I wanted to do. I’'m not
an educator...I wanted to know what my options were, but nobody guided me.
This theme reflects that there was a deep frustration among the participants regarding the
transition process. In addition, there were missed opportunities and missed services due
to a lack of planning, a lack of a structured roadmap for services, and a lack of awareness
of what was available.
Theme 6: Frustration With State Programs
All five participants expressed disappointment across the board with state
programs that did not provide guidance or help after their child with autism transitioned
out of high school. For example, Participant 5 stated,
I believe there are some of the people out there know the things they could tell
you to help you, but it’s like they don’t want to help you. It’s like if you ask for
resources, it’s almost like it’s coming from their pocket.
Participants felt that state representatives led them to believe there were more state
programs than there actually were.
Theme 7: Emotional Toll and Caregiver Burden
All five participants reported that they felt overwhelmed, exhausted, and even
desperate when faced with the limited options they found for their children. For example,
Participant 2 stated, “They don’t give you an in-depth detail that it’s going to be

extremely hard and emotional.” Participant 3 stated, “Theres a lot of anxiety, I can tell



64

you that...that’s why I’m out here planting flowers...because I need to decompress...Its
just, I need to get some rest and clear my mind.” Finally Participant 4 stated,
It is stressful, I can honestly say, I don’t know if I could even put a level of stress
that I have...there’s not a day that goes by that I don’t worry about it at some
point during the day.
The transition out of high school and loss of FAPE services placed a heavy emotional and
sometimes physical burden on parents as they navigated through an unfamiliar landscape
and their statements reflect that.
Theme 8: Limited Vocational and Social Opportunities
More than half of the participants highlighted that there were very limited
opportunities for employment, social interaction, or community involvement after their
child turned 21 and their child transitioned out of high school and FAPE services. For
example, Participant 3 stated,
We’re not ready to meet the needs of this particular population...everything for
elderly people or for kids that are younger, not 21 and above...my disappointment
comes because...l don’t think that we did a good job with trying to make sure out
students can have positions.
Participant 1 stated, “I think we both were a little depressed. He missed his socialization,
and you know, I missed being able to go out and about and do my job while he was at

school. It was a very difficult time.” Participant 4 stated,
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I wanted to get him a kind of part-time job, but I can’t get any kind of aid to go
with him. So, the transition has been non-existent. It’s just been from high school
to my mother’s house every day.
This reflects that there was a loss of structure that had been provided by the school and
FAPE, and in addition it left the families concerned about quality of life and loss of
routine and interpersonal interaction on a daily basis outside the family of origin.

While most of the participants’ experiences were in line with the eight themes
there were some outliers. For example, one parent described that they had found a dentist
who continued to see her child into adulthood, which was not the norm for the rest of the
participants who struggled or were still struggling to find dental care. Another parent
discussed that her mother was the caregiver which made the transition better. This is
consistent with the findings that other participants had to find alternate care, but it was a
bit different because this participant had someone available immediately which made her
child’s transition less difficult., These discrepant cases did not obscure or take away from
the accounts of the other participants and they did not diminish my overall findings,
because they actually highlighted the lack of services, the lack of guidance, and the lack
of opportunities. What these discrepant cases did was showcase the full range of
participants' experiences.

A summary of the eight themes identified in this study, along with the participants

who endorsed each theme, is presented in Table 3 .
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Themes and Participant Endorsements
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Theme

Summary of theme

Participants endorsing
theme

1. Lack of services and
support

2. Long waitlists and
services delays

3. Financial strain

4. Family support as a
lifeline

5. Lack of awareness/
guidance and transition
planning

6. Frustration with state
programs

7. Emotional toll and
caregiver burden

8. limited vocational and
social opportunities

Parents reported no help
available after age 21.

Services had waitlists from
months to years, disrupting
care.

High out-of-pocket costs
for adult
programs/therapies.

Grandparents/siblings
filled service gaps.

Parents felt unprepared,
unaware of resources.

Misleading or inadequate
program information from
state reps.

Parents are overwhelmed,
exhausted, and anxious.

Few jobs or social
opportunities available
post-21.

P1, P2, P4, P5

P1, P2, P3, P5

P2, P3, P5

P1, P4, P5

P1, P2, P3, P5

P2, P4, P5

P1, P2, P3, P4, P5

P2, P3, P4

Note. P = Participant.

Summary

The goal of this chapter was to present the findings from this exploratory study.

As shown in Table 3, each of the eight themes was supported by multiple participants,

illustrating both shared experiences and individual variations in this monumental

transition process. The experience of the participants showed that there was a consistent

set of challenges that the parents had to overcome after their child transitioned out of high
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school and FAPE services. The challenges they faced were lack of services, long wait
times for those services that were available, financial strain, reliance on family members,
a lack of transition and preparation for what would happen after transitioning out of high
school and losing FAPE services, and caregiver burden coupled with limited
opportunities. The eight themes that I highlighted are interconnected and show that there
are systematic gaps while at the same time highlighting the emotional toll the participants
faced after their child turned 21 and transitioned out of high school and FAPE services.
The findings in Chapter 4 showed that there were eight central themes that
highlighted the lived experiences of parents as their autistic children turned 21 and
transitioned out of high school and FAPE services. The eight themes discussed in this
chapter highlight the lack of services and guidance, long waitlists, financial strain,
reliance on family support, frustration with state programs, caregiver burden, and the
limited opportunities available for autistic adults after they turn 21. While these findings
do provide valuable insight into the challenges that these parents faced, they also
highlight the gaps in services systems and transition planning that have contributed to the
ongoing stress and uncertainty for families. In Chapter 5, I will interpret these findings
and discuss the limitations of this study. In addition, I will offer recommendations for
practice, policy, future research, and finally I will highlight the broader implication for

positive social change.
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Chapter 5: Discussion, Conclusions, and Recommendations
Introduction

The purpose of this exploratory study was to use a qualitive narrative inquiry to
explore the lived experiences of parents when their autistic child turned 21 and
transitioned out of high school and FAPE services. I wanted to gain a better
understanding of this transition based on these parents’ experiences. This exploratory
study examined parents’ perceptions of this monumental change in their lives, the life of
their child, and the impact on their families as a whole. The two RQs that were the
guiding force behind this study were as follows: What are the lived experiences of
parents when their autistic child turns 21? What are parents’ perceptions of the changes
and/or reduction of services and resources when their autistic child turns 21?

The participants included five parents whose autistic children had turned 21 and
transitioned out of high school and FAPE services, and their interviews identified key
themes that were present among all the participants. I identified eight themes that
highlighted the experiences of these parents, including lack of services and support, long
waitlists and services delays, financial strain, family support as a lifeline, lack of
awareness/guidance and lack of structured transition planning, emotional toll and
caregiver burden, frustration with state programs, and limited social and vocational
opportunities. This chapter will discuss the interpretation of findings, the limitations of

the study, recommendations, implications and my conclusion.
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Interpretation of the Findings

The purpose of this study was to explore the lived experiences of parents whose
autistic child had turned 21 and transitioned out of high school and FAPE services. My
goal was to find out what the parents’ perceptions were regarding this transition process.
I identified eight themes that helped to identify the difficulties and adjustments that
parents had to make during this monumental transition. This section provides an
interpretation of my findings and ties in with existing literature, my RQs, and my
framework.
Theme 1: Lack of services and support

Parents across the board reported that there were limited services available once
their child turned 21 and transitioned out of high school and FAPE services. With the loss
of these services and loss of the structured support of the school system, the parents
reported in this study’s interviews that they felt like they were left on their own to
navigate this new chapter in their child’s life. This finding aligns with earlier studies.
According to Lunsky et al. (2021), parents face a great deal of stress when they have to
navigate this new landscape of finding services, day programs, and suitable therapies.
Anderson et al. (2018) also discussed service gaps and the end of support during this
transition. According to Shanahan et al. (2021), this lack of services increases stressors
for families and in addition the family must take on additional responsibilities, which

include finding services, caregiver roles, and financial burdens.



70
Theme 2: Long Waitlists and Service Delays

Parents in this study consistently reported that services were difficult to find, and
when they did find them there were often long waitlists that were detrimental to their
child’s well-being or quality of life. Parents expressed frustration with the lack of timely
services and resulting disruption to their child’s routine and quality of life. According to
Anderson et al. (2018), the additional responsibilities that occur when services are
disrupted for the autistic individual increases the strain to the parents and across the
household. These results are consistent with previous research. According to Cridland et
al. (2014), there is often little understanding of what parents go through when their child
turns 21 and ages out of services.

Theme 3: Financial Strain

Parents described financial strain as an extremely challenging part of the
transition process during their interviews in this study. The cited things such as the high
cost of adult day programs, out of pocket medical expenses, and insurance that does not
always cover therapies, as causes that left their families struggling to meet these new
requirements. This is consistent with literature that highlights financial challenges once
children are transitioned out of high school and FAPE services. According to Marscak-
Topolewski and Weisz (2020), parents reported financial difficulties regarding adult
daycare and complex funding systems for other services. Parents in this study described

how the lack of affordable services intensified their stress.
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Theme 4: Family Support as a Lifeline

Parents in this study consistently highlighted that support from family members
has been essential in managing and navigating the changes after their child has
transitioned out of high school and FAPE services. Parents described that they rely
heavily on grandparents and siblings for both work and emotional support. This theme
aligns with prior research documenting how families of autistic individuals rely heavily
on family support. According to Marsack-Topolewski (2021), parents often use family
support systems in the absence of formal systems. Schiltz et al. (2024) highlighted that
family caregivers are significant in the care of autistic individuals from adolescence into
adulthood. Parents of my exploratory study expressed that family support allowed them
to continue to work and help meet the daily responsibilities of the autistic adult’s care.
Theme 5: Lack of Awareness, Guidance, and Structured Transition Planning

Parents in my exploratory study described that they had a lack of awareness and
guidance when it came to the transition process. Many reported that they received little
information and were unaware of resources, sometimes learning years after their child
had transitioned out of high school and FAPE services. Parents also expressed that
transition planning either started too late or was not there for them, which they felt left
them unprepared for the next steps in their child’s and their lives. This finding is
consistent with prior research which shows that families have reported that transition
services were inefficient and that there was inadequate communication from the schools
and state agencies which left them feeling unprepared to navigate this new chapter in

their lives (Anderson et al., 2018; Shattuck et al., 2014).
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Theme 6: Emotional Toll and Caregiver Burden

Parents in this study described that there has been an emotional toll and caregiver
burden which has been a difficult aspect after their autistic child turned 21 and
transitioned out of high school. Parents described that there was an abrupt halt to
services, structure, and support which culminated in having to navigate finding programs,
services, and support on their own. This added additional workloads for the parents such
as finding medical care, finding or paying out for adult day programs, filling the gap for
vocational and social opportunities, and working out a new schedule for themselves. This
all contributed to additional stress that parents’ experiences and contributed to both
physical and emotional issues. All of the participants reported that they either felt
overwhelmed, anxious, or worried as they tried to navigate this new landscape or chapter
of their child’s life. This finding connects to both RQs as families shared and expressed
how the transition out of high school and FAPE services not only affected them but their
child as well. This is consistent with existing literature that shows that when formal
supports are taken away, parents will often have to assume additional roles, and this in
turn heightens the stress and family dynamic and the overall well-being of the family
(Lunksy, 2021; Marsack-Topolewski, 2021).
Theme 7: Frustration With State Programs

Parents in this exploratory study expressed deep frustration with state programs,
describing them as unhelpful, misleading, inadequate, or nonexistent. Several parents
mentioned that an unrealistic picture had been painted for them about the transition

process and their child’s future. This theme addresses my second question which asks
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about the perceptions of the changes and/or reduction of services and resources when
their autistic child turns 21. Instead of providing a stable net, parents felt that they were
abandoned, and it caused them additional stress as they often felt there was a huge void
and gap after transition. This finding is in line with prior research that shows that parents
often experience heightened stress and a sense of isolation when formal supports end
abruptly and leaves them to shoulder the responsibilities of caregiving all alone
(Anderson et al., 2018: Marsack-Topolewsi & Weisz, 2020).
Theme 8: Limited Vocational and Social Opportunities

Parents in this exploratory study described that there was a sharp decline in their
child’s opportunities for vocational training, socialization, and employment after they
turned 21 and transitioned out of high school. Parents in this study described there was an
absence of opportunities for their autistic children and a lack of adult focused programs.
Additionally, according to Shattuck et al. (2014), this finding is consistent with previous
research discussing the limited postsecondary opportunities that are available.
Connection to Conceptual Framework

The findings of this study align with family systems theory, which emphasizes
that stressors that affect one member of the family can and do affect other members of the
family like a ripple effect flowing across the entire family unit (see Cridland et al., 2014).
The theme of lack of services and support as well as long waitlists and service delays
show that routines were shifted among the participants, which created more
responsibilities and disruption of schedules for the parents. The theme of financial strain

showed that families had to depend on extended family or relatives, which highlights that
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economic pressures can ripple throughout the family unit and connects to the theme
family support as a lifeline, which highlights how parents had to rely on grandparents or
other family members in order to address caregiving responsibilities. The theme lack of
awareness, guidance, and structured transition planning highlights the parents’ feelings of
being unprepared and their inability to adjust to a monumental change at a rapid pace.
The theme of emotional toll and caregiver burden highlights how the sudden change and
loss of FAPE services magnified the stress and burden that the parents went through. The
theme of frustration with state programs clearly demonstrated how inadequate and
misleading the transition process was for the participants contributing to additional stress
and affecting the family unit overall. Finally, the theme limited vocation al and social
opportunities highlighted that the lack of adult focused programs not only affected the
autistic individual but also affected the family’s long-term planning, their hope for the
future of their autistic child, and their ability to imagine a better future later in life. These
themes, when looked at together highlight the interconnectedness of family roles and the
shared responsibilities illustrating how these themes ripple through the entire family unit.
Limitations of the Study

This exploratory study had several limitations that should be acknowledged. First
the sample size was small with only five parents, but the goal of this narrative inquiry
was to capture or explore this phenomenon in depth starting with a small sampling and
then hopefully heighten social awareness of this problem. Second, demographic
information beyond the inclusion criteria was not collected. While this decision protected

the privacy of the participants, there was an inability to capture or examine factors such
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as race or socioeconomic status. Finally, all data were through self-reporting through
interviews. As always, self-reporting responses could have been influenced by memory,
interpretation, and social desirability. These limitations affect generalizability particularly
when taking into account the demographic, which is focused on one region and the lack
of a wide demographic diversity among the participants.

Another limitation that I mentioned in Chapter 1 was the potential for researcher
bias, as I have a child with autism who turned 21 and aged out of FAPE services. In order
to minimize risks, I used bracketing and reflexive journaling. This allowed me to go back
and reflect on my own assumptions, to ensure that the analysis remained grounded in the
participants’ narratives and their experiences rather than my experiences. While these
steps may not have eliminated all potential bias, they did enhance the transparency, the
objectivity, and the credibility of this study. Despite these limitations, I feel that the
findings provide valuable insights into the lived experiences of parents during their
child’s transition out of high school and FAPE services after they turn 21.

Recommendations

Based on the findings from this exploratory study, it is recommended that
practitioners and service providers begin transition earlier for families of individuals with
Autism that will lose FAPE services upon completion of high school. Prior studies have
also highlighted the importance of beginning transition discussion well before age 21 in
order to help reduce stress and to improve success during this time (Anderson et al.,
2018: Shattuck et al., 2014). It is additionally suggested there should be some provisions

set in place that highlight what families will need to do to best support their child during
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this transition out of high school, presented in a clear and concise manner which aligns
with research about the lack of preparation during this time period (Lunsky et al., 2021).
Parents in this study consistently reported that they felt unprepared, which suggests that
schools, clinicians, and the community agencies involved in the transition process should
take a look at having a more proactive role in the process.

Expanding vocational and social programs might also help to improve the quality
of life of the autistic adults and help to reduce caregiver burden. According to Schiltz et
al. (2024), when there is inadequate planning during transition periods leaves the parents
feeling more stress and increases a reliance on informal caregiving systems. The loss of
the structed based system from school which provided consistent schedules, vocational
opportunities, and socialization all end after the child leaves the school. According to
Marsack-Topolewski and Weisz (2020), the burden of filling this void falls to the family
members.

In addition, there should be a focus on policy change. At the policy level, state
agencies could better address the lengthy waitlists and the service shortages that were
expressed by the parents’ interview during this study. In addition, this study points to a
possible need for increased funding measures for Medicaid waivers, adult day programs
(with transportation), and specialized services in healthcare therapies, which parents in
this study reported are currently falling to them to pay. Research has shown that these
issues and inequities in programs add financial strain as well as stress (Lunsky et al.,
2021). Policies could also be implemented that would help ensure that better

communication with families occur so families will be notified in a timely manner what
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the available supports and services are, with clear, concise, and transparent
communication for transition planning. According to Shanahan et al. (2021), a critical
component of this transition planning process is to ensure that there is indeed that
component of communication with families that needs to take place, and the author also
specifies that it should be in a clear, concise, and timely manner.

Finally, additional research could include a larger and more diverse population to
explore how demographic factors shape the experiences of the parents. As pointed out by
Keller (2020) and Frost (2024), using a family systems perspective can help highlight the
effects of the transition out of high school and how it affects the parents and rest of the
household. Future studies could also examine the perspective of the whole family, the
school systems, and state agencies to gain a better understanding of the full process and
where there may be breakdowns between these parties. Longitudinal research could
capture how families navigate services over time, highlighting patterns of how they
adapted and how they remained resilient during the process, which in turn could
influence a feedback loop towards what adjustments can be made sooner in the transition
process for autistic adults aging out of high school and FAPE services.

Implications

The findings of this exploratory study carry several implications for practice, for
policy, and for future research. The practice piece would be that professionals such as
school staff, clinicians, and service providers could begin transition planning at a much
earlier date and provide families clearer and more concise guidance while being

completely transparent. As it relates to policy, the findings of this study suggest that state
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agencies could step in and address issues like long waiting lists for post-high school
services, funding gaps and financial burdens on families, and service shortages. The
results of this study indicated that future research could be conducted with larger and
more diverse sampling, to broaden the perspectives gathered from family members and
could include the caregivers that are helping out the parents. In addition, this study
supports Walden University’s mission of promoting positive social change by allowing
these parents to be heard about the challenges they experience during the monumental
time of transition from high school and out of FAPE services once their child turns 21
and influencing how we can better support these adults through this transition. The
changes that could be implemented by highlighting the unmet needs and systemic barriers
that are faced during the transition time frame could create more opportunities for autistic
adults and their families and help alleviate the stress that parents feel during and after the
transition period.
Conclusion

The purpose of this exploratory study was to explore the lived experiences of
parents when their autistic child turned 21 and aged out of high school and FAPE
services. | wanted to explore the experiences of these parents, to learn more about how
the change in services and resources impacted the overall stress for these parents during
this time. Through my narrative inquiry with five parents, I found that eight themes
emerged, and while some of the themes do overlap, I felt that highlighting them
individually better explored all the aspects of what these parents reported during their

interviews. These themes reflected the challenges that parents indicated they had faced
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during this transition period with their adult autistic child, including limited services, long
waitlists, financial strain, reliance on family members for support, lack of guidance and
structured planning, caregiver burden, frustration with state programs, and limited social
and vocational opportunities.

The interpretation of these findings showed that parents face significant systemic
barriers during this transition period which include gaps in services, transition planning,
and state programs that left families feeling unsupported. In addition, the study
highlighted the added emotional burden that parents felt during this monumental
transition time. These experiences do support existing literature while helping to identify
gaps in services, transition planning, and state programs that leave the parents feeling
alone and stressed during this time.

Finally, this study highlights the resilience of these families, and the interviews
provided an insight into the experiences of the parents and the stress those parents
reported they felt when their child turned 21 and transitioned out of high school and lost
FAPE services. By highlighting the voices of these parents, this study adds a meaningful
perspective to the work that could be done to improve the transition process and promote
positive social change for autistic individuals transitioning from high school and FAPE

services into the next phase of their care.
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Appendix A: Recruitment Flyer

Zoom interview: I am seeking participants who have adults over the age of 21 with

Autism

\J
S

R addh® W
¢
R i

There is a new study called “The Stress Parents Face When Their Autistic Child Turns
21: An Exploratory Study”, which could help mental health professionals and schools
better prepare parents for the transition from the high school environment to parent
focused care. For this study, you are invited to describe your experiences with your

autistic child and how this has impacted you.

About the study:
* One 30-60 minutes online interview
» Zoom interview, which will be audio recorded

* Possible short phone call follow up (if needed for clarification)

Volunteers must meet these requirements:
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* Parent of an autistic adult who has transitioned out of high school and is over the
age of 21

* Your autistic child (over age 21) received FAPE services

* Read, speak, and understand English to respond to this post, please contact

Everetta Davis at [telephone number redacted], or email [address redacted].

This survey is part of the doctoral study for Everetta Davis, a Ph.D. student at Walden
University. Interviews will take place during [Date timeframe to be entered after IRB
approval].

Please use the listed contact information to let me know of your interest.
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Appendix B: Interview Questions
What was it like for you once your child turned 21 and had to leave high
school?
. What was your experience in finding services for your child after your child
turned 217
Can you describe your experience in finding other comparable services such
as Speech therapy, occupational therapy, and Applied Behavior Analysis
(ABA) therapy for your child?
. What was your experience in finding care such as dental care for your child
after they turned 21?
. What has been your experience with finding day care or day programs and
transportation to those programs for your child?
Overall how would you describe the transition process out of high school and
other services?
Can you describe how state programs did or did not help you feel prepared

when your child left high school?
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Appendix C: Interview Protocol
(This interview protocol was developed based on prior research and literature aligned
with the Family Systems Theory conceptual framework, and no pilot study will be
conducted).
Interview Protocol
Title:
The Experiences of Parents Following the Transition Out of High School for Autistic
Children at Age 21
Interviewer: [Your Name]
Date: [Insert Date]
Location: [e.g., Zoom, in-person]

Participant ID: [e.g., PO1]

Introduction (Scripted)

“Thank you so much for taking the time to participate in this study. I’m interested in
learning about your experiences as a parent whose autistic child transitioned out of high
school FAPE services when they turned 21. I’d like to hear your personal story and how
you feel about the transition process and what that process has been like for you and your
family. This interview is completely confidential, and you may skip any question or stop
at any time. With your permission, I will be recording the interview which is necessary
for me so that I can be accurate when I transcribe this interview on paper. Do you have

any questions before we begin?”’
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Demographic Information

1.

4.

Age of your child now?

Relationship to child (e.g., mother, father, legal guardian)?

What types of services did your child receive in high school (e.g., IEP, speech

therapy, ABA)?

What services, if any, does your child currently receive?

Interview Questions

1.

2.

What was it like for you once your child turned 21 and had to leave high school?
What was your experience in finding services for your child after your child
turned 21?

Can you describe your experience in finding other comparable services such as

Speech therapy, occupational therapy, and Applied Behavior Analysis (ABA)
therapy for your child?

What was your experience in finding care such as dental care for your child after
they turned 21?

What has been your experience with finding day care or day programs and
transportation to those programs for your child?

Overall, how would you describe the transition process out of high school and

other services?
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7. Can you describe how state programs did or did not help you feel prepared when
your child left high school?
Wrap-Up / Closing
“Thank you again for sharing your experiences with me. I appreciate you doing this and I
want you to know that your story is incredibly valuable. Your experience will contribute
to a greater understanding of what families go through during this major transition. If you
think of anything else you’d like to share later on, or if I have any follow-up questions,

would it be okay to contact you again?”
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