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ABSTRACT

This study explored resilience factors as identified by autistic adults with authentic lived
experience. Historically, Autism Spectrum Disorder (ASD) has been diagnosed using deficit
models and criteria designed by outsiders with little input from the autism community. While
risk of adversity is often high for those with ASD, scant research exists looking at the strengths,
adaptive skills, and environmental factors contributing to the resilience of people with ASD.
Autistic adults were interviewed (N = 10) to assess which internal and external risks and
protections participants deemed important to their resilience. Responses were coded, analyzed,
and compared to existing resilience data from the literature. Results indicated a high overlap
(87.5%) of risk and protection factors between existing literature and interview results. However,
many novel risks and protections were shared by participants, and autistics likely need unique
and individualized systems of support to nurture their development of resilience. Implications for
the field of resilience research are presented, and new methods to assess the capacity of systems
to foster autistic resilience are discussed.
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CHAPTER 1: INTRODUCTION
Background

Autism Spectrum Disorder (ASD) is a neurological difference affecting one’s
communication, socialization, sensory regulation, and repertoire of activities and interests.
Awareness and acceptance of ASD has grown as narratives appear more frequently in media,
entertainment, and mainstream culture. Autistics are also using social media and public speaking
opportunities to talk about their experiences and viewpoints. While widespread research about a
variety of ASD factors and topics has been conducted, few studies ask autistic participants to
share their knowledge and experience directly with researchers. Resilience research focused on
child development, trauma, and at-risk populations is gaining momentum. To date, no in-depth
studies have been completed focusing on resilience and ASD. The handful of studies in existence
look at resilience and ASD from a philosophical point of view and do not seek the input of
autistics to determine specific, authentic resilience factors. The connection between ASD and
risk of adversity is clear, and the opportunity to discuss and develop positive aspects of ASD in
the context of resilience has never been better.
Resilience Definitions and Theory

Humans have likely identified with some notion of grit, tenacity, and toughness in the
face of life challenges since time immemorial. Simple definitions of that tenacity or grit from
popular culture might follow McCubbin’s (2001) distilled description of resilience: overcoming
adversity and adapting to one’s environment. Resilience is open to subjective interpretation. In
past research, this subjectivity has been problematic (McCubbin, 2001), and investigation must

begin with clearly established definitions and terms.



Masten (2001) framed resilience using terms similar to those of the early ecologists when
she noted how “individuals as complex living systems interact effectively and ineffectively over
time with the systems in which they are embedded” (p. 235). Luthar (2003) said resilience was
the “manifestation of positive adaptation despite significant life adversity” (p. xxix), a definition
that closely echoes Masten and Obradovi¢ (2006) who defined resilience as the “positive patterns
of adaptation in the context of adversity” (p. 14). This final definition was the one assumed
moving forward in this study. While establishing a working definition is essential to proceeding
with clarity, seeing resilience as continuous and not dichotomous (Condly, 2006) is crucial to
combatting the formation of static or oversimplified views.

The formal study of resilience as a phenomenon of behavior and adaptation first appeared
in physical and biological science literature, and a variety of resilience theories and applications
emerged shortly after concepts were introduced in ecology studies. Social workers providing
support to those affected by natural disasters, wartime conditions, poverty, and community
violence assessed trauma and adversity through resilience frameworks (Greene, Galambos, &
Lee, 2003). Community developers, organizational leaders, and even corporate consultants use
resilience models in their practices (Yates, Tyrell, & Masten, 2015). Resilience theory is also
found in education domains; researchers recognize the role a positive and supportive
environment has on school connectedness and engagement in learning (Cahill, Beadle, Farrelly,
Forster, & Smith, 2014). In fact, specific research on student resilience in education has
considered the power of internal characteristics like 1Q (Condly, 2006; Garmezy, Masten, &
Tellegen, 1984; McCrimmon & Montgomery, 2014) and mastery motivation (Garmezy et al.,

1984; Kantor, Lipsitt, Woodard, & Groden, 2011; Masten, 2001; Southwick, Bonanno, Masten,



Panter-Brick, & Yehuda, 2014) along with many other internal and external student resilience
factors. These factors are described in detail in subsequent sections of this study.

The child development field also has a storied presence in resilience theory and practice.
In 1961, the University of Minnesota launched the child development and competence
movement following the arrival of Norman Garmezy. Garmezy, an expert in serious mental
disorders, founded Project Competence to examine adversity, competence, and eventually
resilience in children at risk (Masten & Powell, 2003). Masten and Obradovi¢ (2006), for
instance, categorized competence and resilience research as having four waves: a) developing
lists of protective factors; b) discovering systems that account for protective factors; c)
prevention, intervention, and policy development; and d) the study of resilience across species
and disciplines. Garmezy and others shepherded the third wave of prevention and intervention
policy and inspired a new generation of researchers interested in understanding and helping
children at risk (Masten & Powell, 2003). Project Competence continues at the Institute for
Community Inclusion at the University of Minnesota, and several of Garmezy’s protégés carry
on resilience research today.

Many other child development researchers and institutions took an interest in resilience
as well. Luthar (2003) collected the views of such child development experts into one volume
that focused on three major factors of child resilience: familial adversity, exosystemic variables,
and genetics and neurology. At present, resilience research and practice is gaining momentum in
education. One specific aspect of educational research is the study of the resilience of students
with disabilities. This study takes many of its cues from the child development theoretical
framework and focuses on the resilience of people with ASD and the education and societal

systems supporting them.



Risk and Protective Factors

The two elements of risk and protective factors are consistent across virtually all domains
of human resilience theory. Greene, Galambos, and Lee (2003) illuminated “the ability to
overcome adversity, and be successful in spite of exposure to high risk” (p. 77) in their definition
of resilience. Luthar, Sawyer, and Brown (2006) claimed resilience research hinges on the study
of vulnerability and protective factors, also referred to as risk modifiers. Kantor et al. (2011)
provided a clean description of both saying protective factors are those skills, capabilities,
resources, and experiences that support resilience, while risks are factors that challenge one’s
adaptation system and resilience. Risks and protective factors are internal and external in nature;
one carries their own set of internal risks and adaptive systems and simultaneously lives in
external environments rich in risk and protective factors. The interaction of these diverse factors
makes up the fluid continuum of one’s resilience.

In order to prepare for this study, it was essential to complete a broad assessment of the
literature to identify common internal and external risks and protective factors. Following is a
general summary of the findings from the review of relevant research on those factors.

Internal protection factors tend to aggregate around five themes: 1) cognitive ability
(Canhill et al., 2014; Condly 2006; Garmezy et al., 1984; Luthar, 2003; Masten, 2001; Masten &
Powell, 2003); 2) social competence (Cahill et al., 2014; Condly, 2006; Masten & Powell 2003),
3) internal drive (Condly, 2006; Garmezy et al., 1984; Masten, 2001); 4) emotional processing
(Greene et al., 2003; Masten, 2001), and 5) self-awareness (Cahill et al., 2014; Condly, 2006;
Greene et al., 2003; Masten, 2001; Masten & Powell 2003).

External protection factors identified in the literature center on four themes: 1) parent and

familial involvement (Condly, 2006; Masten, 2001; Masten & Powell, 2003); 2) robust social



networks full of competent and caring adults and good role models (Greene et al., 2003; Masten,
2001; Masten & Powell, 2003); 3) schools with high standards and values (Masten & Powell,
2003) and well-trained and well-compensated teachers (Cahill et al., 2014; Greene et al., 2003);
and 4) opportunities to rest, explore, and dream with external affirmation of worth and capability
(Condly, 2006; Greene et al., 2003).

Internal risk factors challenges with cognition and intelligence, adverse birth factors, and
the absence of coping skills like problem solving and behavior regulation are common in the
literature (Garmezy et al., 1984). External risk factors tend to land in four categories: 1) parental
abuse, divorce, and parental illness (Luthar, 2003); 2) school challenges with lacking resources
and under qualified staff (Condly, 2006); 3) low socio-economic status and neighborhood factors
(Condly, 2006; Luthar, 2003); and 4) racism and discrimination (Luthar, 2003).

Resilience and Positive Psychology

A key aspect of resilience theory is its close connection to positive psychology. Martin
Seligman is generally considered the founder of a movement in psychology that promoted the
study of positive emotions, positive character traits, and enabling institutions (Seligman, Steen,
Park, & Peterson, 2005). This strengths-based model grew out of the humanistic psychology
theories of experts such as Maslow and Rogers and followed a similar trajectory away from
deficits models. Cahill et al. (2014) discussed how resilience models shift to “strengths-based
approaches that aim to take advantage of existing strengths, positive qualities, and the intentional
promotion of wellbeing and resilience” (p. 16). This shift breaks away from medical models
focused on eliminating disease or distress as resilience models aim to promote health and well-

being (Yates et al., 2015).



People with disabilities, particularly autistic individuals, have faced decades, if not a
century or more, of diagnosis and characterization using deficit and disease models (Myers,
2019). Positive psychology and resilience approaches are a breath of fresh air to both the autistic
community and those seeking to promote strength and competence in vulnerable individuals and
groups (Greene et al., 2003; Yates et al., 2015).

Autism Spectrum Disorder (ASD) and Adversity

Masten and Powell (2003) said “resilience is an inference about a person’s life that
requires two fundamental judgments: (1) that a person is “doing okay” and (2) that there is now
or has been significant risk or adversity to overcome” (p. 4). In order to move forward with a
resilience approach to ASD, a context of adversity must first be established (Masten &
Obradovi¢, 2006). This proof of adversity is a necessary look at risk factors and is by no means a
dismissal of the strengths and competencies a diagnosis of ASD can bring.

Suicidal ideation and behavior occurs at higher rates for people with ASD (Hedley,
Uljarevi¢, Bury, & Dissanayake, 2019). In an online survey of 76 adults with ASD, 25% of
respondents were in the clinical range for depression, and 20% reported recent suicidal ideation
(Hedley, Uljarevi¢, Wilmot, Richdale, & Dissanayake, 2017).

Autistic individuals experience higher rates of premature mortality than the general
population (Hedley et al. 2019). Hirvikoski, Mittendorfer-Rutz, Boman, Larsson, Lichtenstein,
and Bolte (2016) examined all-cause and cause-specific mortality of a sample of 27,122 people
with ASD against a control population of 2,672,185 Swedish citizens using the National Patient
Register and the Cause of Death Register. Individuals with ASD had a 2.56-fold increased odds
of mortality compared with matched general population controls. Mortality was significantly

elevated in both genders of ASD samples relative to the general population.



Maltreatment, or harm caused by brutality, abuse, or neglect (Fisher, Epstein, Urbano,
Vehorn, Cull, & Warren, 2018) has been examined in children with versus those without ASD.
Children with ASD are referred for investigation of maltreatment at higher rates than children
without ASD, and those ASD cases are less likely to be screened for further action. Girls with
ASD are especially vulnerable to maltreatment (Fisher et al., 2018). Researchers are calling for
an increased focus on the risk factors contributing to the maltreatment of children with ASD.

Roux, Shattuck, Rast, Rava, and Anderson (2015) achieved groundbreaking research with
their National Autism Indicators Report on youth with autism transitioning to adulthood. Several
adversity signposts for adolescents age 15 to 17 with ASD were generated, including autistic
youth being victims of bullying during high school and lacking a transition plan by the federally
required age. Only about half of young adults with ASD worked for pay outside the home, and
even less attended postsecondary education. In addition to their diagnosis of ASD, over half of
the surveyed youth had at least two health or mental health conditions. Independent living rates
were well-below average and many young adults with ASD experienced social isolation.

A comparison of risk factors identified by resilience researchers (Condly, 2006; Garmezy
et al., 1984; Luthar, 2003) and those distilled from the autism literature supports the notion that
autistic individuals are likely to experience significant adversity. Risk factors tend to aggregate
and pile up in the lives of individuals, families, communities (Yates et al., 2015), and persons
with ASD are no exception.

Statement of the Problem

People with autism are at risk for adversity. Research indicates suicide, early mortality,

targeted bullying, underemployment, low rates of post-secondary education, social isolation, and

safety concerns make up the core risks associated with a diagnosis of ASD. The study of



resilience, especially in the field of child development, has focused on both risk and protective
factors as they relate to adversity; resilience approaches work to reduce risk and vulnerability
through a focus on the strengths and assets of at-risk individuals. Research and practice in the
area of resilience and ASD, however, are virtually non-existent.

To date, approaches to ASD support typically focus on deficits and remediating the
perceived challenges accompanying an ASD diagnosis. Furthermore, those without a diagnosis
often define what life is like for those with ASD. Social media accounts and personal online
blogs of autistics are calling for others to recognize their strengths and assets and for inclusion in
the research projects and programs designed to help them (Holmans, 2019; Nicolaidis, 2018).
The high risk of adversity, lack of data on resilience and ASD, and missing representation of
authentic autistic experience create a need to answer central questions related to ASD and
resilience.

Purpose

The high risk of adversity, lack of data on resilience and autism spectrum disorder
(ASD), and missing representation of authentic autistic experience in ASD research created a
need to answer central questions related to ASD and resilience. This study investigated what
resilience factors autistics identify based on their lived experiences and how those factors can
contribute to the design of stronger systems of support.

Research Questions

1. What internal and external factors do autistic adults perceive as protections against
adversity?

2. What internal and external factors do autistic adults perceive as contributors to risk of
adversity?

3. How do these factors match with, or diverge from, broadly accepted resilience factors
from existing literature?



4. How can resilience factors unique to the autistic experience inform systems design and
implementation?

Significance

Resilience has been studied in a wide variety of at-risk populations, but has not received
sufficient research attention in the ASD domain. Results from this study may contribute much-
needed data and information to the scant resilience research in the field and to ASD knowledge.
Gathering resilience perspectives directly from autistic individuals models the community-based
participatory research approaches many with ASD endorse. The outcome of this investigation
could be a rich study that appeals to both researchers and the autistic community.

ASD support practices are often slow to develop; many outmoded techniques are still
applied across a variety of settings despite significant advances in theory and culture. Data from
this study may guide the design and delivery of innovative supports for individuals with ASD in
those key settings. This study may reveal that adversity risks and protections for autistics are
quite different from those pulled from the general resilience literature. If this is the case,
discoveries could be leveraged to foster resilience-building approaches in the homes, classrooms,
institutions, workplaces, and communities where individuals with ASD live and grow. This study
may also reveal that autistic beliefs about risk, protection, and adversity closely mirror those
found in the broader resilience literature. Professionals employing resilience-based strategies to
help at-risk populations could proceed with confidence knowing universally designed strategies
have a high probability of supporting individuals with ASD as well.

Supporting students with ASD presents many challenges; typical approaches to teaching
and school culture tend to fall short as education professionals struggle to find meaningful

strategies to meet the needs of autistic students. A student’s deficits determine eligibility for



special education services; the frequent result is programming focused only on those
shortcomings. Resilience approaches rooted in positive psychology harness a student’s strengths
and unique abilities to achieve positive outcomes. This study and its revelations may be used to
help shift school systems and individual educators away from deficits-only approaches to ones
anchored in resilience theory and practice. Detailed resilience and ASD educational checklists or
curricula could also be developed if the data and results from this study provide sufficient
specificity and clarity.

The introduction of resilience-building strategies has the potential to reduce adversity for
people with ASD. If this study solves some of the problems posed, the autistic community may
one day experience fewer threats to mental and physical health. The occurrence and effects of
bullying and maltreatment may reduce, and individuals with ASD may become less socially
isolated. Post-secondary education access, employment opportunities, and successful
independent living may increase. This study’s conclusions may help those with ASD live longer,
fuller lives.

Definitions of Terms
Autism Spectrum Disorder. Autism Spectrum Disorder (ASD) is a complex
neurodevelopmental disorder diagnosed through the observation of clinically significant
impairments in social communication and social interaction, and rigid, repetitive patterns of
behavior. (American Psychiatric Association’s (APA) Diagnostic and Statistical Manual of
Mental Disorders, Fifth Edition (DSM-5), 2013). To meet diagnostic criteria, characteristics of
the disorder must be present in early childhood. ASD is diagnosed according to one of three tiers
that range in level of severity from: level 1 ‘requiring support,” level 2 ‘requiring substantial

support,” to level 3 ‘requiring very substantial support’ (APA, 2013).
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Resilience. Refers to the way in which individuals interact effectively and ineffectively with the
systems in which they are embedded (Masten, 2001), and is defined more specifically as
“positive patterns of adaptation in the context of adversity” (Masten and Obradovi¢, 2006, p. 14).
Adaptation. Denotes adjustment or change in individuals or systems in response to stressors or
challenging situations in order to achieve stability by disrupting existing patterns of functioning
(McCubbin, McCubbin, Thompson, & Thompson, 1998).

Adversity. An individual’s experience of disadvantage, risk, threat, environmental hazard, or
other negative variables (Masten, 2001).

Protective and Risk Factors. Protective factors are those skills, capabilities, resources, and
experiences that support resilience, while risks are factors that challenge one’s adaptation system
and resilience (Kantor et al., 2011).

Internal and External. Refers to the distinction between risk and protective factors that are
internal or external in nature based on the notion that one carries their own set of internal risks
and adaptive systems and simultaneously lives in external environments rich in risk and
protective factors (Masten, 2001).

Positive Psychology. A movement in psychology that promoted the study of positive emotions,
positive character traits, and enabling institutions. This strengths-based model grew out of the
humanistic psychology theories of experts such as Maslow and Rogers and attempts to move
away from deficits models (Seligman, Steen, Park, & Peterson, 2005).

Emic. Relating to information provided by participants in their own words; the capture of
language, actions, expressions, terms, or explanations communicated by participants (McMillan,

2015).
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Limitations and Delimitations

Several limitations are inherent in this study. Participants must have certain
communication and language skills to complete the semi-structured interview. As a result,
limitations with external validity may arise, as the responses provided by the sample may not
fully represent those with certain learning and communication differences in the ASD
population. The relatively small sample size of 10 participants, though rich enough to achieve
saturation, is another limitation. Additionally, the geographic boundary used to focus recruitment
may have introduced certain biases based on region-specific variables. Generalization is not an
aim of this qualitative study, but transferability of the findings may be possible if proper
descriptions, participant selection, and data collection are used. Causal relationships will not be
an objective in this study.

Limitations with this study’s measures and methods are also possible. For example,
participants’ ability or willingness to describe their experiences through the interview may vary,
resulting in challenges with validity and reliability. The conceivable limitations of subjectivity of
coding and researcher bias common in qualitative studies also deserve attention.

A handful of delimitations were used to draw boundaries around this study. Guideposts
from resilience research established a theoretical foundation, and research questions were used to
develop new lines of resilience research from an ASD population previously underserved by
resilience approaches. A sample of 10 autistic adults were selected and interviewed to frame the
target population of resilient adults with ASD.

Methods
Resources for measuring and predicting resilience are emerging in the field (A. Masten,

personal communication, August 2, 2019). Morris, Hays-Grudo, Treat, Williamson, Roblyer, and
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Staton (2014) developed the Protective and Compensatory Experiences (PACES) Questionnaire
that uses a simple 10-question format to assess resilience. The Benevolent Childhood
Experiences (BCESs) scale is another 10-question instrument designed to assess positive early life
experiences in adults with histories of childhood maltreatment and other adversities (Narayan,
Rivera, Bernstein, Harris, & Lieberman, 2018). Finally, The Child and Youth Resilience
Measure (CYRM-R) and the Adult Resilience Measure (ARM-R) are internationally recognized
tools with short form 12-question and long form 28-question versions (Jefferies, McGarrigle, &
Ungar, 2019).

The purpose of this study was to determine how people with ASD experience resilience
and if those factors depart from common resilience factors found in the literature. Rather than
having autistic individuals answer 10 items on a questionnaire designed for at risk children or
adults, this study aimed to capture emic data from the lived experiences of resilient autistics and
analyze responses in the context of resilience. Therefore, a phenomenological qualitative
approach was used. Semi-structured interviews were conducted with 10 participants from five
contiguous states in the Appalachian region of the United States. Interviews were recorded,
transcribed, and then coded using the ATLAS.ti Qualitative Data Analysis software. Once all
interviews were coded and clustered, the data analysis function of the ATLAS.ti software was
used to generate statistics showing the frequency of specific codes for the internal and external
risk and protection categories. Results from this process were then used to answer research

questions one through three of this study.
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CHAPTER 2: REVIEW OF LITERATURE

The purpose of this study was to situate an exploration of autistic resilience within the
broader body of resilience research and determine whether and how autistic perspectives on
resilience can help build stronger systems of support. To build a framework for exploration, this
literature review followed a progression through foundational resilience definitions and theory,
examples of adversity risks and protections, common Autism Spectrum Disorder (ASD)
adversity factors, and the existing literature on autistic resilience. Additionally, the importance of
resilience approaches to ASD, including positive psychology, and the need for authentic input
from the ASD community were reviewed.

Resilience Definitions and Theory

Human resilience research emerged from work began in the natural and biological
sciences. Studies on ecological resilience and stability examined resistance, persistence, and
equilibrium states in nature and introduced terms that would later underpin the work of child
psychologists and social scientists (Harrison, 1979; Holling, 1973). For example, Holling’s
(1973) idea that “resilience determines the persistence of relationships within a system and is a
measure of the ability of these systems to absorb changes of state variables, driving variables,
and parameters, and still persist” (p. 17) was co-opted virtually word for word by some child
development experts.
History

Masten (2018) developed a broad synthesis of the history of human resilience research.
The work of Charles Darwin and other biologists, she noted, provided conceptual elements such
as adaptation that were later co-opted into resilience theory. For example, researchers in the early

twentieth century became interested in the effects of trauma and stress following calamities like

14



the Great Depression and World War 11. They began to see human responses to such calamities
through a lens of vulnerability and adaptation. Much of this early exploration centered on the
abilities of families to withstand trauma and stress. In approximately 1970, the study of human
resilience solidified, and research began to move from family to individual-focused models of
resilience (Masten, 2018). Social workers, psychologists, educators, social scientists, community
developers, and consultants applied resilience frameworks to better understand human responses
to adverse situations like natural disasters, wartime conditions, poverty, and community violence
(Greene, Galambos, & Lee, 2003; Yates et al., 2015). While resilience research was often
occurring under the same roof at places like the University of Minnesota’s Project Competence
(Masten & Powell, 2003), theoretical silos developed, and a lack of continuity led to the need to
harmonize definitions (Masten, 2018).
Essential Definitions

Early resilience researchers were often in separate camps in terms of how resilience was
defined. Some saw resilience as a heritable trait while others characterized resilience as an
inferred capacity based on one’s success in academic, social, and work environments (Masten,
2018). This division limited the meta-analysis and aggregation of approaches until the modern
era of systems theories of resilience took hold. Systems theory sees resilience as an
interconnected web of factors interplaying in various timings and cascades as individuals,
families, and systems work through adversity. Masten (2018) incorporated this new wave into
her scalable definition of resilience as “the capacity of a system to adapt successfully to
significant challenges that threaten the function, viability, or development of the system” (p. 16).

This study recognized the importance of systems theory as individuals with ASD exist in
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dynamic realities but operated using the simplified definition of “positive patterns of adaptation
in the context of adversity” (Masten & Obradovi¢, 2006, p. 14).
Adversity, Risks, and Protections

This study assumed Masten’s (2001) definition of adversity as an individual’s experience
of disadvantage, risk, threat, environmental hazard, or other negative variables. Wright, Masten,
and Narayan (2013) provided a more detailed description of adversity as “disturbances to the
function or viability of a system; experiences that threaten adaptation or development” (p. 17).
Essentially, resilience research is guided by an understanding of the threats and risks to a person
and the protective factors that limit their exposure to adversity.

Over the course of several decades, researchers discovered that protection and risk
variables follow surprisingly predictable patterns across many communities (Masten, 2001;
Masten, 2018; Wright et al., 2013), and a few key “shortlists” of these variables have been
created. Masten (2018), for example, created a 10-item list of resilience factors:

e nurturing, sensitive caregiving;

e attachment relationships, emotional security, belonging;

o skilled parent management and discipline tailored to child;
e agency, motivation to adapt;

e problem solving, planning, executive function skills;

e self-regulation, emotion regulation;

e hope, faith, optimism;

e meaning making, belief life has meaning;

e positive views of the self or identity;
e routines and rituals (p. 19).

Formal measures of resilience have adopted similar condensed lists. The Protective and
Compensatory Experiences (PACES) Questionnaire (Morris et al. 2014) uses a simple 10-
question format to assess resilience. The Benevolent Childhood Experiences (BCEs) scale is a
10-question instrument designed to assess positive early life experiences in adults with histories

of childhood maltreatment and other adversities (Narayan et al., 2018). The Child and Youth
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Resilience Measure (CYRM-R) and the Adult Resilience Measure (ARM-R) are metrics with
short form 12-question and long form 28-question versions (Jefferies et al., 2019).

For the purpose of clarity, Masten’s (2018) 10-item list and results from an expansive
review of the literature for protection and risk factors (see Chapter 1) were combined to create

Table 1 to root this study’s data analysis in manageable, well-established resilience criteria.

Protective Internal Risks Internal
- Agency, motivation to adapt, internal drive - Cognitive challenges
- Problem solving, planning, executive functioning - Adverse birth factors
skills - Absence of problem solving and behavior regulation
- Self-regulation, emotional regulation skills

- Social competence

- Hope, faith, optimism

- Meaning making, belief life has meaning
- Positive views of self or identity

- Routines and rituals

Protective External Risks External
- Nurturing, sensitive caregiving - Parent abuse, divorce, illness
- Attachment relationships, emotional security, - Schools lacking resources and qualified staff
belonging - Low socio-economic status (SES)
- Skilled parent management and discipline tailored to | - Dangerous neighborhoods
child - Racism and discrimination

- Schools with high standards and values

- Well trained and compensated teachers

- Opportunities to rest, explore, dream, with external
affirmation of worth and capability

Table 1. Resilience Risk and Protective Factors from the Literature.
Note. Major sources for the listed factors include the following: Cahill et al., 2014; Condly 2006;
Garmezy et al., 1984; Greene et al., 2003; Luthar, 2003; Masten, 2001; Masten, 2018; Masten &
Powell, 2003.
Common Autism Spectrum Disorder (ASD) Adversity Factors
Autistics are at a high risk of adversity. Some of the risk is likely due to the interaction
between core characteristics of the disorder itself and societal and cultural norms. For example,

we know that many people with ASD struggle to adapt, problem solve, plan and sequence

17



events, engage executive function skills, self-regulate, and socialize. A review of the literature on
resilience shows those aforementioned factors as essential to resilience (see Table 1). As a result,
autistics by definition are at an increased risk of adversity, and that threat exposure can have
deep and concerning consequences.
Suicidality

Segers and Rawana (2014) completed a systematic review of 10 studies of ASD and
suicidality. Suicidality was defined as ideation, self-harm, attempts, and completed suicide.
Suicidality was present in 10.9-50% of the ASD samples identified, and individuals with ASD
comprised 7.3-15% of suicidal populations. The authors of the review determined this to be a
substantial subgroup. Peer victimization, behavioral problems, being Black or Hispanic, being
male, lower socioeconomic status, and lower levels of education were identified as predictive
factors for suicidality. A statewide study in Utah also revealed higher suicide risk and incidence
in that state’s ASD population compared to non-autistic individuals; the risk of suicide death in
Utah is higher for females with ASD (Kirby, Bakian, Zhang, Bilder, Keeshin, & Coon, 2019).
Early Mortality

Hirvikoski et al. (2016) studied a large cohort of individuals with ASD (n = 27, 122)
diagnosed between 1987 and 2009 to determine evidence of early mortality. Individuals in the
control group died at a mean age of 70.20 years, and the corresponding figure for the entire ASD
group was 53.87 years. Individuals classified as low functioning died at a mean age of 39.50
compared to a mean of death of 58.39 for their peers classified as high functioning. Suicide
occurred more often for those labeled high functioning. The entire ASD population was more
likely to die from things like mental and behavioral disorders, nervous, circulatory, respiratory,

and digestive system complications, and congenital malformations than the control group. The
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study’s authors concluded that ASD accounts for substantial health loss across the lifespan
(Hirvikoski et al., 2016).
Maltreatment
Fisher et al. (2018) investigated maltreatment referrals and substantiation specific to
children with ASD. The authors proposed the following definition of maltreatment:
Any child who is suffering from or has sustained any wound, injury, disability, or
physical or mental condition... and the harm is of such a nature as to reasonably indicate
that it has been caused by brutality, abuse or neglect or that, on the basis of available
information, reasonably appears to have been caused by brutality, abuse or neglect.
(Fisher et al., 2018, p.2)
Samples were drawn from a population-based dataset of 24,306 children born in 2008 in
Tennessee. The dataset, including 387 children with ASD, was identified through the Autism and
Developmental Disabilities Monitoring network and links to state child protection records. Rates
of maltreatment referrals, screening for further action, and substantiated maltreatment were
examined for children with ASD versus those without ASD. The sample of children with ASD
were referred to the Child Abuse Hotline at a rate of 17.3% compared to children without ASD,
who were referred at a rate of 7.4%. Only 62% of referrals for children with ASD were screened
for further action compared to 91.6% of the control population. Girls with ASD were more likely
to have substantiated maltreatment at a rate of 13.6% versus 1.9%, respectively. The authors
called for an increase focus on the risk factors contributing to the maltreatment of children with

ASD.
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Challenges with Transition to Adulthood

In their landmark National Autism Indicators Report, Roux et al. (2015) determined that
approximately 500,000 U.S. students with autism would transition from high school in the next
decade. The study focused on adolescents with ASD ages 15 to 17 and revealed several adversity
factors common to those youth in transition to adulthood. Fifty percent of autistic youth surveyed
reported being victims of bullying during high school. Only 58% of young adults with ASD
reported working for pay outside the home, and 36% attended postsecondary education. In
addition to their diagnosis of ASD, 60% of youth had at least two health or mental health
conditions. Independent living rates were approximately 20% and 25% of young adults with
ASD were socially isolated. Though federal law mandates the creation of a transition plan by age
14 for students receiving special education services (Finn & Kohler, 2009), only 42% of youth
surveyed reported receiving a transition plan by the federally required age. Autistics often
discuss the “services cliff” they encounter when leaving public school and entering adulthood
(Paradiz, Kelso, Nelson, & Earl, 2018). When coupled with maltreatment and other adversities,
these social, independent living, post-secondary, employment, and personal health factors tied to
transition illuminate the pressing need for resilience approaches to ASD support.

Existing Literature on Autistic Resilience

Research