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ABSTRACT 

With the continuing increased incidence rate of autism spectrum disorder over the 

decades, there are increasing numbers of adults with autism who require varying levels of 

lifelong care, typically from parents. It is necessary to understand parents’ lived experience of 

lifelong caregiving, and how their own aging process further impacts life quality. Furthermore, 

greater understanding of stressors, resources, appraisals, and coping among parent caregivers of 

children with “high functioning autism” who are transitioning into young adulthood is 

particularly necessary as services, needs, and experiences for both are nuanced due to functional 

status, deficits in the service system, and demographic disparities. Given lifespan aspects past 

research has not addressed, the study focused on development of a measure of parent 

accumulated stressors, and on interrelations of stressors, perceived social support, future time 

perspective, burden, satisfaction, and coping on health-related quality of life and meaning in life 

among 28 parents of young adults with autism. Although proposed quantitative analyses were 

not completed due to sample size, qualitative analyses on parent experiences and stressors 

revealed common themes of concern for child’s future quality of life, complicated dynamics of 

providing help to their child overtime, and increased stress related to others’ lack of 

understanding of their child. In total, 10 themes and multiple subthemes were identified in 

relation to aspects of accumulated stressors. Findings suggest parent stress with this specific 

population is complex, manifesting in nuanced ways at different life stages. Impacts of the 

COVID-19 pandemic are also explored, and implications for scientific advancement and clinical 

services are discussed.  
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α Cronbach’s alpha: a coefficient of internal consistency  

M  Mean: sum of a set of measurements divided by number of measurements in the set 
  
N  Total sample size  

p Probability associated with the occurrence under the null hypothesis of a value as 
 extreme as or more extreme than the observed value  
 
SD  Standard deviation: amount of variation or dispersion of a set of data values 

r Pearson product-moment correlation 
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INTRODUCTION 

The first study and description of Autism Spectrum Disorder (ASD) originated almost 

eight decades ago as the syndrome of infantile autism (Kanner, 1943). Since then, knowledge of 

ASD has vastly developed, especially over the past thirty years (Volkmar et al., 2013). We now 

understand ASD as a lifelong neurodevelopmental disorder that significantly impairs 

communication, socialization, cognition, and adaptative skills. It is an early-emerging disorder, 

with a definite biological basis (Rutter et al., 2006). Individuals with ASD experience persistent 

deficits in social communication and interaction across contexts through deficiencies in 

emotional reciprocity, nonverbal communication, and development and maintenance of 

relationships. Additionally, distinct behavioral patterns are present, such as repetitive movements 

or speech, inflexibility of routines, highly restricted fixated interests, and hyperreactivity or 

hyporeactivity to sensory input (American Psychiatric Association, 2013).  

Although there is noteworthy progress in the field of autism, the majority of work focuses 

on infants and young children (Volkmar et al., 2014). Increased understanding of ASD within 

early development has no doubt enhanced the lives of those with ASD and their family members 

in many ways, including earlier diagnoses, improved prognoses with evidence-based 

interventions, and historically, debunking the negative perception and blame typically inflicted 

on the parents for their child’s behavior (Volkmar et al., 2014; Schopler, 1971). Nevertheless, 

rigorous focus on the young ASD population has contributed to the dearth of research on ASD in 

adolescence and adulthood, when development continues. This is particularly problematic 

because incidence rates have continually increased over the decades, with most recent estimates 
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at 1 in 54 children with ASD (Centers for Disease Control and Prevention, 2020). In turn, there 

are increasing numbers of adults with ASD. Given the significant functional impairments 

associated with ASD, most typically, the family is responsible for lifelong care (Volkmar et al., 

2014). Thus, it is essential to identify correlates of caregiving experiences including stressors, 

resources, satisfaction, burden, and coping among parents of adults with ASD. 

Variations in Family Caregivers 

The 2015 National Alliance for Caregiving (NAC) and AARP report indicates that the 

“typical caregiver” is a 49-year-old female caring for an older adult relative with a long-term 

physical condition. There are also unique caregivers that do not fit the typical profile, such as 

sandwich generation caregivers, who are “sandwiched” between caring for children as well as an 

aging family member (Miller, 1981). An even further nuanced sandwich caregiving role exists: a 

parent caring for an adult child with a developmental disability. Caregiving responsibilities 

persist through older adulthood, and parents are typically simultaneously “pressed” between 

caring for themselves as they age and their adult child. As such, Abramson (2015) coined the 

term “Panini sandwich generation” to describe the distinct and often overlooked caregivers that 

are outside the bounds of the “typical” or even the “sandwich” caregiver. 

The trajectory of hands-on care and independence differs quite a bit from parents of 

children who do not have developmental disabilities. When the child has reached adulthood, 

most parents are no longer providing primary care or have substantial involvement in daily life 

(Abramson, 2015). In contrast, for parents of children with developmental disabilities, the 

caregiving is usually life-long. Often the adult child continues to live with and/or necessitate 

substantial care and involvement from the parents (Van Bourgondien et al., 2014). It is estimated 

that about 75% of adults with developmental disabilities live with family caregivers at home, and 
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25% of caregivers are over the age of 60 (Fujiura & Park, 2003). Parent caregivers for an adult 

child with a developmental disability face stressors and experiences that are not shared by their 

parent counterparts of children without disabilities. Such a distinct and increasingly prevalent 

type of caregiving role necessitates greater research to develop a better understanding of the 

parents’ lived experience, particularly as they age into late adulthood.  

Outcomes for Parent Caregivers of Children with Autism Spectrum Disorders 

Parenting for an individual with ASD is associated with higher stress levels and poorer 

mental health than parenting for those of “typical” development (Montes & Halterman, 2007). 

Compared to normative cortisol patterns in mothers of children without disabilities, mothers of 

adolescents and adults with ASD have cortisol profiles characteristic of groups who experience 

chronic stress (Seltzer et al., 2010). These parents also demonstrate significantly more daily 

fatigue, stressful events, negative affect, physical health symptoms, and lower positive affect 

than a nationally representative sample of mothers of children without disabilities (Smith et al., 

2010; Smith, Seltzer, et al., 2012).  

Further, among parents of children with developmental disabilities, research indicates 

disparities of stress, mental health, and well-being as a function of the nature of the child’s 

disability. Regarding psychological stress, parents of individuals with ASD report greater 

depressive symptoms and pessimism (Abbeduto et al., 2004; Seltzer et al., 2000), lower maternal 

well-being (Blacher & McIntyre, 2006), and higher levels of stress than parents of those with 

Down syndrome, developmental delays, and cerebral palsy (Dabrowska & Pisula, 2010; 

Eisenhower et al., 2005; Estes et al., 2009; Pisula 2007). Bouma and Schweitzer (1990) also 

found higher stress in parents of children with ASD compared to parents of children with a 

chronic physical condition (cystic fibrosis). Overall, meta-analyses (Hayes & Watson, 2013) 
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substantiate this; parenting a child with ASD is associated with greater parenting stress as 

compared with parenting children with typical development or another disability. Of note, parent 

stress and well-being has consistently been associated with behavior problems and ASD 

symptom severity across many ages (Abbeduto et al., 2004; Blacher & McIntyre, 2006; Bromley 

et al., 2004; Lounds et al., 2007; Hayes & Watson, 2013). There is evidence of a tendency for 

decreases in maladaptive behaviors and symptoms with age (Esbensen et al., 2009); however, 

these characteristics continue to influence the functioning of individuals with ASD as well as 

parent caregiver well-being (Blacher & McIntyre, 2006; Lounds et al., 2007). Nonetheless, 

parent adaptation and well-being are multi-layered and many other aspects, such as 

psychological factors, appraisals, and coping, play an important role for parent outcomes 

(Bristol, 1987; McStay et al., 2014; Pakenham et al., 2005). Thus, the current study examines 

these components associated with health-related quality of life and meaning in life for Panini 

sandwich caregivers of adults with ASD. This is particularly important given the “autism 

tsunami” of children with ASD who will be transitioning to adulthood (Maynard, 2015). 

Outcomes and Interventions for Adults with Autism Spectrum Disorders 

Although the adult ASD literature is small relative to the childhood literature, there are a 

considerable number of outcome studies (see Howlin, 2013), most of which do not surpass 

young adulthood. A 10-year prospective study of youth receiving special education services 

(National Longitudinal Transition Study-2; NLTS2) provides insight on outcomes for individuals 

with disabilities. In particular, young adults with ASD have lower rates of postsecondary 

education compared to those with learning disabilities (LD) and speech/language impairments, as 

well as lower employment rates than young adults with intellectual disability (ID), LD, and 

speech/language impairments (Shattuck et al., 2012). Across these disability groups, those with 
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ASD have the greatest risk of disengagement from postsecondary education or employment 

(Shattuck et al., 2012). This longitudinal study data also suggests that individuals with ASD have 

low rates of independent living and fewer lifelong friendships (Newman et al., 2009).  

Indeed, these are better outcomes compared to the expectation decades ago that full time 

residential care would be necessary for individuals with ASD. Advances in research and care for 

children have likely increased the growing proportion of adults with ASD with relatively greater 

levels of self-sufficiency and independence. For example, in up to 50% of individuals with an IQ 

greater than 55, there are overall improvements in communication, adaptive skills, and reduced 

symptom severity; only a minority seem to lose skills (Howlin, 2013). Nevertheless, individuals 

with greater cognitive ability face struggles surrounding adaptive skills (Volkmar et al., 2014), 

and even those who make noteworthy functional progress continue to experience difficulties with 

social interaction and isolation, increasing risk for depression and anxiety (Howlin, 2013). 

Despite the paucity of research, we know that relationships exist between functional 

independence, comorbid psychiatric disorders, and social functioning for adults with ASD 

(Esbensen et al., 2010). 

Unfortunately, the focus on intervention and services for infants and young children has 

detracted from adult intervention studies. In a review of literature published from 2000 to 2010, 

Shattuck and colleagues (2012) found only 23 papers (of an estimated 11,000) focused on 

interventions and services to aid adults with ASD aged 18 and older with independent 

functioning, education, employment, and social participation. Another review found that only 

1.7% of 146 assessed intervention studies included participants age 20 or older, with the majority 

of participants between two to eight years old (Edwards et al., 2012). It is problematic that 



 
 

6 

intervention and support services for adults have not proportionally increased with the growing 

prevalence of adults with ASD.  

High-Functioning Adults with Autism  

This is a problem that extends to adults with Asperger syndrome and “high-functioning 

autism” (HFA). Before discussing outcomes in these groups, it is important to briefly address 

historical perspectives of these terms. Asperger syndrome was previously in the fourth edition of 

the Diagnostic and Statistical Manual of Mental Disorders (DSM-IV; American Psychiatric 

Association, 1994) categorized within Pervasive Developmental Disorders (PDD). Diagnostic 

criteria consisted of at least two symptoms of social impairment, one symptom of behavioral and 

interest restriction, and a level of normal cognitive functioning without significant general delay 

in language. HFA, on the other hand, is not a diagnosable psychological disorder in the DSM, 

but is sometimes used to describe presentations of ASD (or PDD-NOS) with average or above 

average IQ (70 or higher) (Giambattista et al., 2019). Although the DSM-5 (American 

Psychiatric Association, 2013) added ASD, which now encompasses Asperger syndrome and 

PDD to provide a single continuum with specifiers of impairments and severity levels, confusion 

and controversy remain regarding the overlap and lack of reliably distinct differentiations 

between the terms Asperger syndrome and HFA (Giambattista et al., 2019).  

Few studies have examined differences in groups of individuals diagnosed at a young age 

with Asperger syndrome and HFA beyond adolescence. Howlin (2003) examined adults 18 years 

and older with a nonverbal IQ of 70 or greater who, based on the Autism Diagnostic Interview-

Revised (ADI-R; Rutter et al., 2003), met criteria for age of onset, impairments in 

communication and social interactions, and stereotyped behaviors, some of whom had shown 

early delays in language (deemed HFA in the study), and some of whom were reported to not 
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have those delays in childhood (deemed Asperger syndrome in the study). The absence of 

substantial difference between the two diagnostic groups in adulthood in this sample suggests 

that HFA and Asperger syndrome may not be distinct conditions, or at least that differentiations 

made in early childhood become less prominent with age (Howlin, 2003). Beyond this, Howlin 

(2003) emphasizes the unfavorable prognosis across both groups, including high dependence on 

families for support, lack of close friends, and low levels of employment.  

It is important to note the nuanced outcomes for those with HFA. Individuals with ASD 

and comorbid ID demonstrate lower levels of social functioning compared to those with ASD 

and higher IQ scores (Eaves & Ho, 2008; Howlin, 2004). However, even for these individuals 

with high IQ, studies show that 50–60% live with family members and about 30–35% live in 

residential placements throughout adulthood (Eaves & Ho, 2008; Levy & Perry, 2011), another 

notable reason why the notion of “HFA” may come under scrutiny by some. In a sample of 

young adults with ASD transitioning to adulthood, Taylor and Seltzer (2011) found that 47% of 

young adults without ID were enrolled in a post-secondary education program and 12% were 

competitively employed, compared to 2% and 4% of young adults with ID, respectively. On the 

other hand, while only 6% of those without ID received adult day services, 74% of adults with 

comorbid ASD and ID received adult day services. Finally, young adults with ASD without ID 

were three times more likely (24%) than those with comorbid ASD and ID (8%) to have no 

regular formal daytime activities that are typical for developmental disabilities (e.g., supported 

employment, sheltered workshop, day habilitation program, individualized programs with 

support). Those with no day activities showed greater functional independence and less severe 

ASD symptoms and maladaptive behaviors than those obtaining adult day services, but had less 

functional independence and more severe ASD symptoms and maladaptive behaviors than those 



 
 

8 

in post-secondary programs or competitive employment. During a 12-year longitudinal study by 

Taylor et al. (2015), two-thirds of adults with ASD and average-range IQ held competitive 

employment or postsecondary education, but less than a quarter maintained these activities over 

this timeframe. Behavioral characteristics (independence in activities of daily living, maladaptive 

behaviors, autism symptoms) were detected between adults who have never had competitive 

employment/postsecondary education and adults who sometimes participated in these activities, 

but were indistinguishable between adults who sometimes participated from those who were 

consistent in their maintenance of employment or postsecondary education.  

Thus, it is important to keep in mind how those with HFA (or even “mid-level” 

functioning) may differ in presentation, obtainment of services, and parent caregiver 

processes/outcomes. Given the heterogeneity of the disorder, disparities in diagnoses and 

services by race and SES (Mandell et al., 2009; Williams et al., 2019), and ever-evolving 

research regarding adaptations of historical perspectives, there is understandable variability in 

outcome studies. Nonetheless, it is evident that young adults with ASD, as well as their aging 

parents, have unique concerns and challenges that research has not addressed. The purpose of the 

current study is to investigate interrelations of enduring caregiver-related demands and 

components of the aging process on health-related outcomes for Panini sandwich caregivers of 

adults with ASD.  

Parent Caregiver Accumulated Concerns and Stressors 

Transition Into Young Adulthood 

Parents of young adults with ASD (ages 18 to 26) worry significantly more about myriad 

aspects regarding transition to living and working environments post high school than parents of 

young adults with Down syndrome, cerebral palsy, and learning disabilities (Blacher et al., 
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2010). Access to and quality of crucial services for both the individual with ASD and the family 

substantially vary across the lifespan and across the country (Volkmar et al., 2014). Through age 

21, the entitlement system surrounding the Individuals with Disabilities Education Act (IDEA) 

ensures special education services through the public schools. At age 22, services move from an 

entitlement to an eligibility system. This shift is a multilayered stressor for parents. Distinct state 

bureaucracies (Medicaid and vocational rehabilitation) now provide services, unlike IDEA 

services delivered by an entity parents have been familiar with for most of their child’s life 

(Bagenstos, 2015). Further, services aren’t delivered directly from state government systems, but 

are instead contracted with outside providers (e.g., units of local government, nonprofit 

organizations, for-profit corporations; Bagenstos, 2015). Although parents of children with ASD 

are accustomed to serving as their child’s advocate, navigating new bureaucratic systems can be 

overwhelming and often evoke feeling back to “square one” (Van Bourgondien et al., 2014). 

Moreover, with transition to an eligibility system, many with ASD lose entitlements and services 

they had been receiving since initial diagnosis, particularly if they have higher cognitive ability 

(Volkmar et al., 2014). These systemic changes add to the stress on aging parents to learn and 

coordinate other services and supports for their adult child.  

More individuals with ASD, particularly those with HFA, are enrolling in college and 

postsecondary programs (VanBergeijk et al., 2008). This setting and life transition provide 

opportunities for greater autonomy, but are added, somewhat contradictory, stressors for parents. 

Parents are no longer able to serve as hands-on advocates, including active involvement in their 

child’s Individualized Education Plan (IEP), advocating for services, and meeting with teachers. 

Instead, greater responsibility is on the adult with ASD to coordinate accommodations and 

advocate for oneself, which requires preparation both from the young adult and the parents 
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(Palmer, 2006). Nevertheless, parents maintain an important level of involvement, more so with 

nonacademic aspects, such as self-care, organizational skills, and social skills (Palmer, 2006). 

Overall, it is a challenge for parents to balance autonomy of their adult child, while remaining 

involved where needed to optimize their well-being and development. Morrell and Palmer 

(2006) note the “letting go” process as particularly difficult for parents of an adult with ASD 

because they are accustomed to assisting and protecting their child due to essentially lifelong 

vulnerabilities.  

An additional complex concern is identifying the appropriate living context for the adult 

child (e.g., co-residing in the parents’ home, living independently, semi-independently, or in a 

residential program or group home). This aspect of the young adulthood transition seems to be 

multi-faceted, particularly for mothers. In co-residing contexts, mothers have peace of mind 

regarding the safety and well-being of their child, yet experience strain related to caregiving 

activities. When the adult child does not live at home, mothers feel a sense of freedom yet 

affectively miss their child (Krauss et al., 2005). Most young adults do continue to live with 

parents/family (Volkmar et al., 2014). For those who do not, much parent-child contact is 

maintained (Krauss et al., 2005). Overall, irrespective of living situation, individuals with ASD 

remain highly dependent on parent support (Howlin, 2004), and parent concern for their care 

persist (Van Bourgondien et al., 2014). 

Concerns About the Future and Future Planning  

Parents of children with ASD experience anxiety and worry associated with long-term 

outcomes/functioning, and particularly concerns about their child’s future when they are no 

longer able to serve as a caregiver (Bayat, 2007; Dudley et al., 2019; Heller et al., 2007). 

Parent’s paramount concerns surround where their child will reside, work, and who will provide 



 
 

11 

care for them when they are no longer able or when they have passed (Van Bourgondien et al., 

2014). Although their concern surrounding the future is substantial, many parents have yet to 

make solid future plans (Pryce et al., 2017; Van Bourgondien et al., 2014), and long-term care 

planning for their child is an additional stressor faced by Panini sandwich caregivers (Abramson, 

2015). Particularly for older caregivers, the need to plan for the future care of a family member 

with a developmental disability contributes to their experienced stress and sense of ‘‘unfinished 

business’’ (Smith & Tobin, 1990; Smith et al., 1995). Key topics such as financial and estate 

planning, future living arrangements, residential placement, guardianship, vocational and 

recreational planning, and general lifestyle choices necessitate deliberate decision-making 

(Heller & Caldwell, 2006). The complex and therefore daunting nature of specific aspects of 

future planning, such as legal and financial information, can impede parents’ actions to make 

future plans (Heller & Caldwell, 2006). Overall, planning for the future is a complicated, 

arduous, and emotional process, and information on future planning is among the highest unmet 

needs reported by older caregivers. Thus, Heller and Caldwell (2006) implemented a future 

planning peer support intervention for aging caregivers and adults with developmental 

disabilities. The intervention significantly contributed to completion of specific future planning 

outcomes and reduced feelings of caregiver burden compared to the control group. Further, daily 

choice making increased for the care recipients. Burke and Heller (2016) found that future 

planning is related to increased caregiver satisfaction in parents of adults with ASD, and also 

greater caregiving satisfaction and self-efficacy when the adult with ASD has less choice making 

ability. Noted recurring barriers to future planning include ability to trust professionals, 

emotional struggles with the service system, and reflecting on one’s own mortality (Heller & 

Caldwell, 2006).  
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Parents of adults with ASD who are high functioning may be in a particularly stressful 

position given the distinct and personalized characteristics of their adult child’s level of cognitive 

functioning, independence, and persisting impairments in certain areas. The decisions, like the 

disorder itself, lie on a spectrum. For example, parents need to make decisions about 

guardianship once their child turns 18 years of age. For those with severe impairment or ID 

comorbid with ASD, parent decisions may be more straightforward, involving petitions for full 

guardianship. But parents of a high functioning child face a worrisome predicament. They may 

feel caught between withdrawing their child’s decision-making abilities and rights in order to 

protect them, or respecting their desire for independence despite deficits in judgment and 

functioning (Van Bourgondien et al., 2014). Partial guardianship is an option, however, even 

decisions of partial guardianship may be ambiguous for individuals with HFA. Although higher 

functioning individuals may seem to require less support, comparable long-term planning is 

usually required (Van Bourgondien et al., 2014). 

Services and Unmet Needs 

Given the heterogeneity of the disorder and the quality of services delivered, needs of this 

parent population are diverse and variable (Eaves & Ho, 2008; Hare et al., 2004; Shattuck et al., 

2012). However, required assistance for parents and families is mostly comparable with that 

needed during childhood (Bromley et al., 2004). Unfortunately, parents’ abilities to keep up with 

identifying and acquiring services can deteriorate with age (Van Bourgondien et al., 2014). 

Additionally, many parents are unaware of intervention options for their adult child with ASD, a 

stark difference from parents of young children with ASD who tend to ask for a specific 

intervention by name (Hare et al., 2004; Van Bourgondien et al., 2014). Researchers have noted 

inadequacies in service training, staff retention, knowledge, and intervention techniques for 
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adults with ASD, leaving many without appropriate services (Gerhardt & Lanier, 2011). In a 

recent study examining unmet needs and service usage for adults with ASD (Dudley et al., 

2019), over half of the middle age to older adult parents reported need for more services. 

Particularly, for those who live in the family home, caregivers were more likely to need more 

services and report lack of knowledge or awareness of where/how to obtain services compared to 

caregivers of adults who reside in supported living facilities. In this study, other than living 

situation, age was the only other predictor of need for more services: caregivers of older adults 

with ASD reported greater unmet needs. Overall, the most frequent needs reported were 

employment services and daytime support/day programs, followed by services for social 

interactions for the adult care recipient with ASD (Dudley et al., 2019).  

Further, the developmental disability service system remains inadequate in its service and 

accommodations for idiosyncratic needs of adults with ASD who are deemed high functioning. 

Adults may fall through the cracks of the system if they are considered not “severe enough,” yet 

have enough impairments that they are unable to function or live to their maximum potential 

independently (Taylor & Seltzer, 2011). To significantly improve long-term outcomes for both 

individuals with ASD and their parents, there is substantial need for improved ASD-focused 

adult services generally, and particularly for HFA. These deficits in the service system contribute 

to stress and burden for parents of adults with HFA in transition to young adulthood and beyond. 

Parents have also addressed unmet needs related to desired social outlets for adult offspring 

(social programs, friends, individuals to spend time with outside of the house; Eaves & Ho, 

2008). Without these outlets, parents and other family members spend increased time with their 

child and decreased time in their own activities or self-care. For aging parents, these competing 

demands for their adult child and their own aging process may generate increased stress.  
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Self-Care and Social Support 

An array of factors determine the amount and type of involvement needed from parents, 

but studies suggest that parents continue to serve as the adult’s primary caregiver and/or primary 

source of support (Howlin, 2004). Compared to mothers of children of typical development, 

mothers of adolescents and adults with ASD spend increased time caretaking, doing household 

chores, and less time partaking in leisure activities (Smith et al., 2010). Qualitative studies 

(Marsack & Perry, 2018) have examined how the persisting ASD caregiver role can contribute to 

social exclusion, including stigma and misunderstanding of ASD, intricacies of the caregiving 

role, and impacts on daily routines. Parents have difficulties obtaining relief from caregiving 

(Krauss et al., 2005). Thus, many endorse unfavorable social deficits, including less involvement 

in activities/events, decreased time available to spend with family/friends, and feeling their lives 

are restricted due to caregiving demands (Altiere & von Kluge, 2009; Hare et al., 2004). This is 

problematic since social support bolsters physical and psychological well-being in general 

(Sorkin et al., 2002), and particularly for individuals under chronic stress, such as caregivers 

(Cohen, 2004). In fact, parents aged 50 or older of an adult child with ASD typically experienced 

less caregiver burden if they had informal social support from friends/family to assist with care. 

Formal social support did not mediate the relationship between caregiver burden and quality of 

life (Marsack & Samuel, 2017). 

 Smith, Greenberg, et al. (2012) examined associations of psychological well-being with 

both quantity and valence of emotional support (positive and negative) in mothers of adolescents 

and adults with ASD. Results showed a larger social network related to lessened maternal 

depressive symptoms and greater positive affect over 18 months, even after controlling for child 

behavior problems. Negative support (conceptualized here as criticism, blame, excessive 
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demands, feelings of discomfort) was the most substantial predictor of well-being, predicting 

increased depressive symptoms, negative affect, and decreased positive affect. Interestingly, 

positive support did not predict changes in well-being. This may be the case because negative 

support can have a particularly harmful impact for those with heightened life stress (Ingersoll-

Dayton et al., 1997).  

Of note, with the current COVID-19 pandemic, there are stresses, uncertainties, and 

substantial challenges faced by the general population. Although assessing the effects of the 

COVID-19 pandemic is not a main component to this study, I would be remiss to not 

acknowledge this. Outside of their caregiver role, it is possible that stress response and general 

well-being could be impacted during this time. In the context of the caregiver role, parents may 

be experiencing greater or differential levels of stressors and concerns surrounding their child 

with ASD (particularly future planning, decisions regarding school/living, remote learning, 

child’s stress response, etc.).  

Satisfaction and Rewards for Parents of Adults with ASD 

 Thus far, the current paper has focused on one of the two parallel processes impacting 

psychological well-being, according to Lawton’s (1991) two-factor model of caregiving 

appraisal: caregiver burdens resulting in negative affect. However, this lifelong caregiving 

process is not exclusively negative, and parents do endorse the other factor in Lawton’s model: 

positive experiences and satisfaction (Hastings & Taunt, 2002). It is important to capture these 

positive appraisals, particularly as they may reduce negative experiences and stressors for parent 

caregivers. Overall, the benefits or rewards expressed by parents relate to their personal growth, 

as opposed to instrumental support. For example, in assessing rewarding aspects of caring for an 

adult child with mental illness in older adulthood, parents reported greater gratification from 
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carrying out parent caregiving duties and discovering about themselves than from daily 

instrumental support (e.g., household chores, preparing meals) from their child (Schwartz & 

Gidron, 2002). Whereas parents of adult children with ASD identified social exclusion due to 

their lifelong caregiving role, most also simultaneously acknowledged rewards from this role, 

including greater patience, changes in perspectives, and positive relationship changes with 

family and community members who also serve as advocates for individuals with ASD (Marsack 

& Perry, 2018). Although this enduring caregiver role proves stressful, parents can and do 

demonstrate resiliency. 

Parents, particularly mothers, of children with developmental disabilities have shown 

comparable perceptions of inner strength and acceptance as a result of caregiving challenges 

(Krauss & Seltzer, 2000). Qualitative research specifically has highlighted the unique aspect of 

meaning in life for parents of children with disabilities. Initial frustrations and challenges in the 

beginnings of the caregiver role may take on new forms with the passing of time, as parents 

report a developed sense of meaning in life, emotional strength, and personal growth as a result 

of their experience with their child (Kausar et al., 2003). In a content analysis of books authored 

by parents of children with a range of disabilities (including ASD), simultaneous themes 

emerged regarding stress and demands, as well as greater life meaning and enrichment by means 

of parenting their child with a disability (Mullins, 1987). Despite ongoing caregiving challenges, 

mothers of an aging child with ASD find opportunities for personal growth and meaning in life 

(Greenberg et al., 2010). For example, Bayat (2007) identified specific resiliency processes in 

parents of children with ASD, including positive meaning making, greater family closeness, 

affirming strength and greater compassion, and procuring spiritual strength. Meaning in life has 

been associated with increased psychological health, physical health, longevity, adaptive coping, 
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and reduced stress (Hooker et al., 2018). Research suggests that those with a greater sense of 

meaning and purpose in life have increased self-efficacy in coping skills amidst stressors 

(Sherman & Simonton, 2012), particularly for individuals with low positive affect (Shrira et al., 

2015). In other words, when experiencing low mood, meaning in life may serve as a source of 

strength for coping with stressful life events.  

There is limited research examining ways in which concern and fear about children’s 

futures and apprehensions surrounding lifelong parenting play a role in the well-being and 

adaptation for parents, particularly as they may vary by specific disability. For older parents 

caring for an adult with ID, a small thematic account of their experiences and thoughts of the 

future revealed a theme of “tolerating uncertainty” (Pryce et al., 2017). A mixed methods study 

on parents of children with ASD and Fetal Alcohol Spectrum Disorder (FASD) sheds light on 

prevailing hopefulness and resiliency amidst substantial lifelong worries in parents of those with 

ASD (Watson et al., 2013). Quantitatively, both groups of parents endorsed significant worry 

and fears for the future of their child. Although similar qualitative themes emerged from both 

groups of parents, including anxiety about future independence, concerns of educational 

ventures, and fear of harm, the qualitative presentation of hope was quite different across the two 

groups. Parents of children with ASD recognized their child’s life as being harder than others, 

yet expressed hope in future possibilities, such as their ability to live independently, obtain an 

education and meaningful employment, and start a family. They also expressed hopefulness in 

community awareness and acceptance, an important contributor to their child’s full inclusion in 

the future. Overall, the researchers (Watson et al., 2013) note the reciprocal nature of hope in 

parents of children with ASD, as evidenced by agency thinking (potential for positive and 

independent lives) and pathways thinking (acknowledging their role as parents to be active in 
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helping them attain those goals). Although not synonymous with meaning in life, we can see 

how this reciprocal nature of hope overlaps with such a concept, as it relates to purposefulness, 

goal directedness, and significance of existence.  

Interaction of the Parent’s Aging Process Within Caregiver Processes  

It is important to understand how stressors, resources, perceived burdens and 

satisfactions, rewards, coping, and adaptation unfold over time through the lens of the aging 

framework for these aging parent caregivers. Some cross-sectional data suggest that certain 

aspects of well-being are lower for mothers of younger children compared to mothers of 

adolescents or adults (Magana & Smith, 2006; Singer, 2006). Other studies have indicated 

sustained levels of stress and well-being across age groups, but decreased levels of depression 

and anxiety for parents of adolescents or adults compared to young children (Pozo & Sarria, 

2015). Beyond age differences, other studies of parents caring for a child with a disability have 

indicated associations among longer duration of care and greater well-being (Ha et al., 2008). 

There is some longitudinal support for this: over a 10 year period, anxiety improved while 

depressive symptoms remained stable in mothers of adolescents and adults with ASD (Barker et 

al., 2011). In a short-term longitudinal study of mothers of a child or adolescent with ASD, 

anxiety decreased during a year and a half time period (Lounds et al., 2007). Discrepancies exist, 

however, as increased age was not related to increased well-being in mothers, despite 

improvements in their child’s symptoms and behavior problems (Pozo & Sarria, 2015). Further, 

in the Panini sandwich caregiver role (Abramson, 2015), parents experience the “press” of their 

own aging. However, gerontological theories suggest that with age come gains in well-being and 

happiness (Charles & Hong, 2016). Thus, the current study incorporates specific factors related 
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to aging and ways in which those factors influence parent caregiver’s health-related quality of 

life in this lifelong caregiving process. 

With cumulative experience, parent caregivers can improve coping skills and sense of 

well-being (Ha et al., 2008). These improvements may at least somewhat reflect the normative 

age-related shifts in emotional well-being and mood regulation for adults generally, irrespective 

of holding caregiver roles (Jorm et al., 2005). Carstensen’s (1995) lifespan theory, 

socioemotional selectivity theory (SST), posits that motivations are guided by perception of 

limited time. Compared to younger adults who tend to focus on knowledge acquisition and 

information-related goals, older adults prioritize goals related to emotional meaningfulness as a 

result of increased recognition of time left to live. At around 50 years old, people begin to report 

limitations on future possibilities, and by around 60 years, there are increasing reports of 

shortened time perception (Strough et al., 2016). As time horizon decreases, focus shifts to 

fulfillment of meaningful goals and regulation of emotions (Carstensen, 2006). Focus on more 

emotionally salient goals increases selectiveness in social environments and relationships that 

provide the most emotional reward. Social networks decrease in size; however, they experience 

enhanced emotional closeness, quality, and satisfaction with close interpersonal relationships 

(English & Carstensen, 2014; Carstensen et al., 2003). Older adults generally report the highest 

levels of subjective well-being across adulthood, which is at least partly presumed to be a 

function of this process and abilities to regulate negative emotions (Charles & Carstensen, 2009). 

Other age-related differences include the “positivity effect”—greater attention, preference, and 

memory of more positive over negative information (Carstensen & Mikels, 2005). 

Importantly, these patterns of shortened time perspective are not specific to chronological 

age, but instead the subjective temporal context. Studies have shown effects of perceived limited 
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time due to health status/illness rather than age (Carstensen & Fredrickson, 1998) and successful 

manipulations of future time perspective relative to emotional processing of facial expression 

(Kellough & Knight, 2012). Other psychological constructs, such as subjective age rather than 

chronological age, seem to contribute to future time perspective. Older adults who identify less 

strongly with their actual age group demonstrated higher scores on the future being perceived as 

“open” on a measure of future time perspective (Weiss & Lang, 2012). Emphasis is placed on the 

fact that an awareness of the finitude of life is nuanced and the subjective pace of time is not 

constant (Lu et al., 2018).  

It is important to consider how this lifespan theory relates to aging parent caregivers of 

adults with ASD. Researchers note how other variables, such as life transitions, terminal illness, 

health behaviors, and risk taking can shift an individual’s future time perspective (Hicks et al., 

2012). Research has yet to examine how lifelong caregiving may shift future time perspective, 

but I presume it to be a multi-faceted and complex influence on parent caregivers of an adult 

with ASD. Worries about the future for their child is a highlighted stressor for parent caregivers, 

to the extent that some parents express desire that their child’s death precede their own (Hare et 

al., 2004). Further, parents of children with ASD are encouraged early on to engage in 

appropriate care planning for the future (Van Bourgondien et al., 2014). It may be that these 

perpetual caregivers experience a shifted shortened time perspective, as they are faced with 

thoughts of their future living situation, independence, and their own mortality early on as a 

parent and consistently throughout their lives following the ASD diagnosis. On the other hand, 

despite substantial concern and stress about the future, many parents do not make explicit plans 

for the future (Van Bourgondien et al., 2014). This could be due to the daunting and emotionally 

taxing process itself (Heller & Caldwell, 2006), avoidance of their own mortality, or reluctance 
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to “let go” in order to protect their child (Morrell & Palmer, 2006) or to protect themselves as 

this may reduce sense of purpose or meaning in later life (Pryce et al., 2017), among countless 

other reasons. For parents that manage future thinking by engaging in avoidance, they may hold 

a prolonged future time perspective.  

At this stage in life and through a lifetime of accumulated experiences, these parents may 

have enhanced coping and self-regulation skills, possibly decreasing their experiences of 

distress, or even improving emotional well-being. Previously noted resiliency and meaning 

making demonstrated by parents of children and adults with ASD support this notion, as parents 

may develop insight into their capabilities, self-knowledge, and adjust life priorities in ways that 

emphasize appreciation for even small accomplishments, as a result of working through lifelong 

caregiver challenges (Schwartz & Gidron, 2002). On the other hand, there is variability in the toll 

of caregiving: whereas some demonstrate adaptation and gains (or at least maintenance) in well-

being, for others it may have a “wear and tear” effect (Orsmond et al., 2006). This enhanced 

emotional functioning may not be the case for aging perpetual caregivers, as they have faced 

chronic stress, fatigue, and limitations of social support. While they continue to serve as their 

grown child’s caregiver, this may detract from the need to care for themselves as they age, 

possibly compromising their own well-being.  

A final highlighted importance of SST for aging parents of children with ASD is social 

relationships. Due to caregiving demands, parents endorse lifelong social impediments (loss of 

quality time with friends/family, exclusion, restricted social lives). Thus, they may have already 

involuntarily engaged in this selection process early on, but maybe not necessarily as a function 

of fulfilling emotionally salient goals. Maintenance of the caregiving role at this stage in life may 

also hinder time, energy, and means for greater emotional connection of existing relationships.  
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Of the studies found in the ASD caregiving literature focusing on the under-researched 

population of aging parents (e.g., Hines et al., 2014; Piazza et al., 2014; Pozo & Sarria, 2015; 

Marsack & Perry, 2018), components of the aging process and lifespan considerations are 

mentioned, but lack incorporation of lifespan theory into the conceptual framework. The current 

study aims to begin to bridge this gap by incorporating aspects of SST into the Double ABCX 

conceptual model to guide the research.  

Conceptual Framework 

Commonly, the Transactional Model of Stress and Coping (TSC; Lazarus & Folkman, 

1984) offers a fitting theoretical framework for assessing family caregiver outcomes. In this 

model, appraisal (cognitive attribution to stressor) and coping style (problem-focused, emotion-

focused; approach, avoidant) are suggested to mediate the consequences of stressors. Lazarus 

and Folkman (1984) noted the coping process arises from interactions of social environment, 

resources, and individual characteristics that influence appraisal of stress. McCubbin and 

Patterson (1983) developed the Double ABCX Model of Family Adaptation, an expansion of 

Hill’s original ABCX family crisis model (1949; 1958) that applies Lazarus and Folkman’s 

(1984) theory to families facing stress. Such models of adaptation within families have proven 

useful to identify and organize variables relevant to the continual dynamic adaptation process of 

family members throughout the developmental stages of the child with ASD (Manning et al., 

2011). The original ABCX Model consists of a crisis-precipitating event/stressor (A) that 

interacts with the family’s stressor-meeting resources (B) and with the subjective definition the 

family applies to the event (C), which produces the family crisis (X). The Double ABCX Model 

adds “post-crisis” variables with the intent to conceptualize and describe life stressors, resources, 

and appraisal over time, as well as coping strategies (Manning et al., 2011). This revised model 
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focuses on five components: pileup of stressors (ongoing and cumulative resulting from the 

initial stressor; aA), social and psychological resources/support (bB), appraisal/assigned meaning 

of factor aA and factor bB (cC), and coping (BC), which is considered an interaction between 

resources and appraisals.  Adaptation (xX) can be a positive or negative outcome of interactions 

among the variables (McCubbin & Patterson, 1983). Previous studies have measured adaptation 

as psychological distress (Bristol, 1987; Pakenham et al., 2005; Paynter et al., 2013), well-being 

(Pozo et al., 2014), parenting stress (McStay et al., 2014; Manning et al., 2011), family quality of 

life (McStay et al., 2014; Pozo et al., 2014), caregiver burden (Stuart & McGrew, 2009), and 

marital adjustment (Bristol, 1987), among others.  

The Double ABCX Model has proven useful to examine factors of adaptation for families 

of children with ASD (Bristol 1987; McStay et al., 2014; Pozo et al., 2014; Pakenham et al., 

2005; Manning et al., 2011; Paynter et al., 2013; Stuart & McGrew, 2009). Although the current 

study does not focus on the family unit, this model was chosen because it captures and expands 

upon elements from the TSC in the context of ongoing adaptation to the caregiver role. Other 

researchers (e.g., Pakenham et al., 2005) have effectively used this model for assessing maternal 

adjustment in particular.  

Purpose of the Study 

The proposed study adopted the Double ABCX Model as a framework to examine health-

related quality of life and meaning in life in aging parents of adults with ASD who are currently 

attending college or university. The study contributes novelties to this growing literature. First, 

literature on parents of adults with ASD that incorporates or acknowledges aspects related to 

lifespan/aging theories is sparse. For example, no research to date has assessed future time 

perspective in parents of those with ASD, which is an important contribution to existing research 
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given the lifelong circumstances faced by these parents, and the implications of future time 

perspective for emotional well-being and meaningful goals as noted previously. In addition, 

attempts to identify appropriate interventions and supports for parents of adults without 

examining the interrelations of the enduring caregiver role and specifics of the aging process are 

problematic. Thus, the study also explores and initiates development of a novel measure, 

specifically for parents of adults with ASD, that places an emphasis on the lifespan.  

The primary proposed focus of the study was to use quantitative methods to examine the 

effects of pileup of stressors (aA; accumulated stressors), resources (bB; perceived social 

support, future time perception), appraisals (cC; subjective burden and satisfaction), and coping 

(BC; coping strategies) on adaptation (xX; health-related quality of life, meaning in life) for 

aging parent caregivers of adults with ASD, specifically with parents of young adults currently 

attending college or postsecondary school, as the services, needs, and experiences for both are 

nuanced due to aspects of functional status. Given past research noting parents experiencing 

objective, accumulated stressors over the course of caregiving since their child’s initial diagnosis 

(Dudley et al., 2019; Eaves & Ho, 2008; Heller & Caldwell, 2006; Howlin, 2004; Marsack & 

Perry, 2018; Palmer, 2006; Smith et al., 2010; Van Bourgondien et al., 2014; Volkmar et al., 

2014), stressor pileup was conceptualized as parent’s accumulated stressors throughout their 

child’s development. Resources in the proposed model consisted of perceptions of social support 

and future time perspective. Across general populations, the perception of accessibility of 

emotional supports is more strongly associated with physical and emotional well-being than is 

the amount of received support (Haber et al., 2007). Additionally, time perception may be a 

psychological resource that shapes how parents respond to stress and coping. In terms of 

appraisal, caregivers often simultaneously express both positive and negative appraisals of 
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caregiving (Lawton et al., 1991). Thus, this was measured by subjective burden and satisfaction, 

applying the two parallel processes of caregiving appraisal. In considering interactions amongst 

perceived social support, future time perspective, and subjective burden and satisfaction, coping 

strategies were proposed to be examined, including approach and avoidant coping. Avoidant 

coping strategies (e.g., venting, denial, distraction), although possibly appropriate initial 

reactions to stress, are not as adaptive compared to approach coping strategies (e.g., seeking 

support, planning, positive reappraisal) in the long-term when facing chronic stressors, such as 

perpetual caregiving (Carver, 1997; Pakenham, 1999). Lastly, as previous research shows the 

poor physical and mental health for parents of children and adults with ASD, the outcome of 

interest in the study was parent’s health-related quality of life. Additionally, given the resiliency 

research suggesting enhanced or newfound meaning in life as a result of working through 

lifelong caregiver challenges, as well as the lifespan research indicating the shift toward a more 

meaningful and emotionally salient life, meaning in life was also examined as a parent outcome. 

It was hypothesized that stressor pileup (aA) has direct (negative) effects on resources (bB), 

appraisal (cC), and coping (BC). Both resources (bB) and appraisal (cC) were hypothesized to 

have direct (positive) effects on coping (BC) and adaptation (xX). Coping (BC) was 

hypothesized to have a direct (positive) effect on adaptation (xX) (see Figure 1).  

However, given the small size of the final sample, proposed quantitative analyses were 

not able to be conducted, and the focus of the study shifted to qualitative analyses and 

exploration, in line with the previously identified goal of focusing on lifespan factors. 

Specifically, qualitative data on parent experiences and stressors across their child’s development 

highlights unique problems and facilitates development and further examination of a measure 

accumulated stressors in parents.  
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Figure 1 

Applied Double ABCX Model for Aging Parents of Adults with ASD 
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METHOD 

Participants and Procedure 

Phase 1 

The goal of Phase 1 was to administer the developed measure for the current study 

(Accumulated Stressors Scale) and complete brief cognitive interviews with parents of adults 

with ASD. Cognitive interviews most commonly involve administration of the drafted survey 

measure and gathering further information through verbal discourse about the measure responses 

(Beatty & Willis, 2007). This process allowed for greater evaluation and modification of 

questions to ensure accurate reflections of their experience and to fit the objectives for the 

current study in a feasible manner. Phase 1 involved recruiting a small sample (goal of five to 

ten) of parents who previously had a child enrolled in an ASD college support program within 

the past three years. Sampling former parents of the program within the past three years was 

presumed to elicit objective perspective and feedback from parents who have already gone 

through this transition period into young adulthood with their child. Parents of former students 

who previously consented to be contacted for future research studies were contacted via email 

with IRB documentation and a Qualtrics link for those interested in participating to provide 

contact information, scheduling preferences, and consent. Parents who indicated interest were 

contacted by the primary investigator within three days of completing the survey. Parents were 

required to be 40 years or older, with the ability to read English and have access to internet. 

Participation was limited to only one parent per child. Individual interviews were completed over 

the phone or via Zoom depending on participant preference. All participants provided verbal 
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consent prior to beginning audio recordings. Interviews consisted of initial brief demographic 

questions about the parent and their child, followed by completion of the drafted 16-item 

Accumulated Stressors Scale (See Appendix A), intended to measure parent stressors over the 

course of caregiving for a child with ASD from childhood through young adulthood. Parents 

were instructed to read through the measure aloud and provide responses aloud. Parents then 

responded to specific questions and shared their thoughts about the measure after completion, but 

were encouraged to share any thoughts or questions while responding if they desired to do so. 

Thus, the cognitive interview method was considered to be a hybrid approach, including probing 

and think-aloud techniques combined, which has been suggested by survey developers (Beatty & 

Willis, 2007). Cognitive interviews were semi-structured (See Appendix B). The primary 

investigator included comprehension, paraphrasing, specific, and general cognitive probes 

(Willis & Artino, 2013) throughout the interview. A total of 6 interviews were completed and 

transcribed. All parents identified their child was originally diagnosed with Asperger Syndrome, 

now classified under autism spectrum disorder. Table 1 includes demographics for the 6 

participants. Feedback from parents in Phase 1 was used to improve the measure prior to 

completion of Phase 2. 

 

 

 

 

 

 

 



 
 

29 

Table 1 

Demographics for Phase 1 Interviews (N = 6) 

 n (%)        M (Range) 

Parent    

Age  57.2 (50 – 62) 
Race   
   White 5 (83.3%)  
   White Hispanic 1 (16.6%)  
Gender Identity   
   Female 4 (66.6%)  
   Male 2 (33.3%)  
Child   

Age  24.6 (22 – 26)  
Race 
 

  
   White 6 (100%)  
Gender Identity   
   Male 6 (100%)  
Age of Diagnosis   6.5 (4 – 9)  
Other Mental Health Diagnoses   
   ADHD 2 (33.3%)  
   Anxiety (GAD or unspecified) 4 (66.6%)  
   Depression (unspecified) 2 (33.3%)  
   OCD 1 (16.6%)  
   None 2 (33.3%)  

 

Phase 2 

Phase 2 consisted of dissemination of a web-based (Qualtrics) survey including all 

measures outlined below. In order to sample parents of individuals with HFA in the transition 

period of young adulthood, recruitment was completed through college and post-secondary ASD 

support and transition programs across the U.S. by using the comprehensive list of programs by 

state provided by the professional organization, College Autism Spectrum (College Programs, 
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n.d.). Additional in-depth internet searches were conducted for college transition and support 

programs potentially not listed. Specific searches were also completed for historically black 

colleges and universities (HBCUs); however, I was unable to find any HBCUs with this type of 

program. Program inclusion criteria consisted of a required formal diagnosis of an autism 

spectrum disorder (e.g., autism, ASD, Asperger syndrome, Pervasive Developmental Disorder- 

Not Otherwise Specified; PDD-NOS) for each student, and for students to be fully matriculated. 

Initially, programs that indicated serving students with a variety of diagnoses that may impact 

academic functioning (e.g., ADHD, LD, “other neurodiversities”) were excluded from the study. 

However, to increase sample pool, these programs were included; screening questions addressed 

and excluded participants who did not have a child with a formal ASD diagnosis. Training and 

certificate programs were excluded. In total, 66 programs were contacted via email two times for 

an initial request and follow-up (See Appendix C). All program directors (or other indicated 

contacts) were emailed a description of the study, IRB documentation, and a request to 

disseminate the survey link to parents of students enrolled in the program. One program director 

responded stating they do not send any research requests to parents. Two other program directors 

responded specifically stating they were unable to share the study due to the high volume of 

research requests they receive. Directors reported that they limit the number of research studies 

because they lack staff resources to devote time to determining which studies to share and they 

also do not want to overwhelm individuals in the program. Overall, I received five email 

responses from directors confirming dissemination of the survey to parents. One program 

director specifically shared sending the survey to approximately 70 recipients.  

Parents from these programs who were interested in participating were required to be 40 

years or older, with the ability to read English, have access to internet, and have one adult child 
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18 years or older with a formal diagnosis of ASD currently enrolled in college, university, or 

post-secondary education. Participation was limited to only one parent per child. Given the 

ongoing COVID-19 pandemic, parents whose child had been enrolled in the program in prior 

years, but was not currently enrolled strictly due to the pandemic, were also able to participate, 

although there were no participants of this nature. Parents responded to screening questions on 

the inclusion criteria above prior to moving forward with the survey. In total, there were 33 

parent responses. Of the 33 responses, four parents were screened out before survey completion, 

as two parents did not meet age criteria, one parent did not meet age criteria regarding their child 

with ASD, and one parent did not consent. In addition, one respondent did not complete any 

measures after completing screening questions. Thus, the final sample consisted of 28 parents 

from a total of five different support/transition programs. Of the five programs I received email 

confirmations from regarding survey dissemination, parents from four programs participated in 

the survey. There was one program that did not send email confirmation of survey dissemination 

that did end up sharing the study with parents, which led to a total of five programs. Programs 

are not named in order to protect participant confidentiality, but in order to get a sense of 

responses by program, the highest number of participants in one program was n = 10 (35.7%), 

another program of n = 7 (25%), followed by another program of n = 6 (21.4%), and the final 

two programs of n = 3 (10.7%), and n = 2 (7.1%). Table 2 includes demographics for the survey 

participants in Phase 2. 
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Table 2 

Demographics for Phase 2 Participants (N = 28) 

 n (%)        M (Range) 

Parent    

Age   
   40 – 49  6 (21.4%)  
   50 – 59  21 (75%)  
   60 – 69  1 (3.6%)  
Race   
   White 26 (92.9%)  
   Black 1 (3.6%)  
   Asian/Asian American 1 (3.6%)  
Gender Identity   
   Female 24 (85.7%)  
   Male 4 (14.3%)  
Parent-Child Relationship   
   Biological mother 24 (85.7%)  
   Biological father 4 (14.3%)  
Sexual Orientation   
   Heterosexual 27 (96.4%)  
   Demisexual 1 (3.6%)  
Marital Status   
   Married 25 (89.3%)  
   Divorced/Separated 2 (7.1%)  
   Single 1 (3.6%)  
Education   
   Some college, no degree 1 (3.6%)  
   Bachelor’s degree 11 (39.3%)  
   Graduate/professional degree 16 (57.1%)  
Employment Status   
   Employed full time 17 (60.7%)  
   Employed part time 6 (21.4%)  
   Homemaker 3 (10.7%)  
   Retired 2 (7.1%)  
Number of Children (including ASD child)  2.39 (1 – 5) 
Income Adequacy   1.36 (scale range 1 – 5) 
   Not at all difficult 19 (67.9%)  



 
 

33 

   Somewhat difficult 8 (28.6%)  
   Difficult or can barely get by 1 (3.6%)  
Current State Residence   
   Illinois 11 (39.3%)  
   Alabama 4 (14.3%)  
   Ohio 3 (10.7%)  
   Georgia 2 (7.1%)  
   Indiana 2 (7.1%)  
   Kentucky 2 (7.1%)  
   Missouri 2 (7.1%)  
   Pennsylvania 1 (3.6%)  

Child   

Age  20.39 (19 – 23)  
Race   
   White 26 (92.9%)  
   Black 1 (3.6%)  
   Asian/Asian American 1 (3.6%)  
Gender Identity   
   Female 4 (14.3%)  
   Male 24 (85.7%)  
Sexual Orientation   
   Heterosexual 23 (82.1%)  
   Bisexual 1 (3.6%)  
   Don’t know/prefer not to respond 4 (14.3%)  
Primary Diagnosis   
   Autism Spectrum Disorder 17 (60.7%)  
   Asperger Syndrome 9 (32.1%)  
   PDD-NOS 2 (7.1%)  
Age of Diagnosis  8 (2 – 18) 
Other Mental Health Diagnoses   
   ADHD 13 (46.4%)  
   Anxiety (unspecified) 12 (42.8%)  
   Depression (unspecified) 6 (21.4%)  
   OCD 6 (21.4%)  
   Sensory processing disorder 2 (7.1%)  
   PTSD 1 (3.6%)  
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   ODD 1 (3.6%)  
   Tourettes 1 (3.6%)  
   Apraxia 1 (3.6%)  
   None 7 (25%)  
Psychiatric Medications Prescribed   
   Yes 17 (60.7%)  
   No 11 (39.3%)  
ASD Program Cost Per Semester  $2821.43 ($0 - $8,000) 
Academic Year   
   Freshman 5 (17.9%)  
   Sophomore 11 (39.3%)  
   Junior 8 (28.6%)  
   Senior 4 (14.3%)  
Residence    
   Dorm room alone 13 (46.4%)  
   Dorm room with roommates 3 (10.7%)  
   Off campus apt/house alone 3 (10.7%)  
   Off campus apt/house with roommates 1 (3.6%)  
   On campus apt with roommates 1 (3.6%)  
   In household with parent 7 (25%)  
ASD Severity   1.16 (scale range 1 – 3)  

 

Measures 

The primary constructs utilized for the survey were accumulated stressors, perceived 

social support, future time perspective, caregiver appraisal (burden and satisfaction), coping, 

meaning in life, and health-related quality of life. Relevant demographic variables were 

collected, as well as two open-ended questions related to the accumulated stressors scale and two 

open-ended questions related to personal and caregiving concerns related to COVID-19. Of note, 

although composites and indicated subscales were computed for each variable, analyses of 

internal consistency were not completed due to the small sample size.  
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Phase 1 

Accumulated Stressors was developed for the study to measure parent’s objective 

accumulated stressors related to their lifelong caregiving role for their child with ASD. The items 

were developed through an extensive literature review, and fall within the domains of parent 

stressors mentioned previously (future planning, self-care/social support, transition into young 

adulthood, services/unmet needs). Each domain consists of four items, totaling 16 items. The 

originally proposed measure was dichotomous (yes/no) for parents to endorse items they have 

experienced, as opposed to appraisals of the experiences as stressful. In addition, the measure 

instructed parents to answer items considering experiences they have had at any point in their 

child’s development (from ASD diagnosis to present) for domains of future planning and self-

care/social support, and answer items considering experiences only since their child entered 

adulthood (age 18 to present) for domains of young adulthood transition and services/unmet 

needs. After receiving evaluation from three PhD-level autism experts regarding minor changes 

in wording, formatting, and content, Phase 1 (administration and cognitive interviews) was 

completed with the six parents (See Appendix A and B).  

Phase 2  

The Accumulated Stressors measure was adapted to reflect feedback from Phase 1. 

Appropriate edits and IRB modifications were completed before disseminating the national 

survey (See Appendix D). This was, of course, an exploratory aspect of the study, and limitations 

exist by not conducting all phases of scale development and validation. Nonetheless, both phases 

of this study begin to provide data for preliminary evaluation of the scale. Given the sample size 

and subsequent limited interpretability with the data obtained, counts were computed for 

experiences and stressors endorsed. Specifically, considering parent feedback in Phase 1 
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regarding proposed timeframe of the questions (see Table 5), for items 1-8 a count was computed 

for experienced and stressors endorsed in childhood only (before age 18). For all items (1-16) a 

count was computed for experiences and stressors endorsed in adulthood only (age 18 and older). 

Lastly, a count was computed again for all items, counting any endorsement on items 1-8 

(childhood only, adulthood only, both childhood and adulthood) plus endorsements on items 9-

16 (which only focused on adulthood). Table 3 shares the frequencies of items endorsed as 

experiences parents have had at different stages in life, followed by appraisal of that experience 

as a stressor or not at different stages of life.  

The Medical Outcomes Study (MOS) Social Support Survey (Sherbourne & Stewart, 

1991) is a brief multidimensional measure that was utilized to measure perceived social support. 

The survey’s 18 items construct an overall social support index, as well as four dimensional 

scales: (1) Emotional/informational support contains eight items focusing on expression of 

positive affect, empathetic understanding, encouragement to express feelings; and offering 

advice, information, guidance or feedback, (2) Tangible support contains four items focusing on 

providing material aid or behavioral assistance, (3) Positive social interaction contains three 

items focusing on availability of others to do fun things, and (4) Affectionate support contains 

three items focusing on expressions of love and affection. Respondents rate how often each kind 

of support is available if they needed it, on a scale from 1 (none of the time) to 5 (all of the time). 

As opposed to frequency of contact or structural measures of social support, this measure taps 

important aging-related processes and aspects of the SST framework: quality/meaningful 

relationships and selectiveness in those relationships. The composite perceived social support 

variable and component subscales were computed by averaging across items.  
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Future time perspective was measured using the multidimensional Future Time 

Perspective Scale (Brothers et al., 2014). Given that lifespan developmental theory considers 

most constructs as multidimensional and also multidirectional (Baltes et al., 2006), this brief 12-

item scale was chosen as it measures three dimensions: future as open, future as limited, and 

future as ambiguous. Items are answered on a scale ranging from 1 (strongly disagree) to 5 

(strongly agree). The three scales were computed by summing respective items. The measure has 

been shown to be reliable and valid. Evaluation of the measure consists of participants ranging 

from 18 to 93 years old, with results suggesting the three dimensions are assessed comparably in 

young, middle-aged, and older adults (Brothers et al., 2014). Limitations of the measure do exist, 

as the Brothers’ and colleagues (2014) sample (n = 625) was largely Caucasian, well-educated, 

and generally healthy. There have been few other assessments of the measure to test 

psychometric properties in other samples. Nonetheless, this scale was considered more 

appropriate for the study compared to some scales that are one-dimensional and demonstrate a 

lack of psychometric evidence (Future Time Perspective; Carstensen & Lang, 1996), or other 

scales that were validated primarily in samples of adolescents and young adults (Zimbardo’s 

Time Perspective Inventory; Zimbardo & Boyd, 1999).  

The Revised Caregiver Appraisal Scales (Lawton et al., 2000) was used to measure 

caregiver burden (nine items) and satisfaction (six items), which are rated on a 1 (disagree a 

lot/never) to 5 (agree a lot/nearly always) scale. The composite burden and satisfaction variables 

were computed by summing all respective items. Previous studies with parents of adults with 

diverse disabilities including ASD report good internal consistency of the burden subscale (α = 

0.87; Pruchno & McMullen, 2004; α = 0.92; Weiss et al., 2016). In terms of the satisfaction 

subscale, previous studies have used older versions of the scale (Lawton et al., 1982), which do 
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report good internal consistency in samples of parents of adults with ASD and a variety of 

developmental disabilities (α = 0.78; Burke & Heller, 2016; Miltiades & Pruchno, 2002). 

Coping was assessed using the Brief Coping Orientation of Problems Experienced (Brief-

COPE; Carver, 1997). The 28 items are rated from 1 = I haven’t been doing this to 4 = I’ve been 

doing this a lot. There are 14 subscales that represent a broad dimension of coping strategies. 

This is a shortened version of the 60-item COPE Scale (Carver et al., 1989), based on various 

theoretical models of coping. Succeeding factor analysis of the measure used with patients with 

heart failure demonstrated two main structures of avoidant coping and approach coping 

(Eisenberg et al., 2012), of which two subscales (humor and religion) do not load on either of the 

two factors and are standalone subscales. Research on parents of children with ASD has used the 

measure, with some reducing the number of coping strategies using principal component factor 

analysis, such as factors of active avoidance coping (α = 0.78), problem-focused coping (α = 

0.82), positive coping (α = 0.68), and religious/denial coping (α = 0.73) (Hastings et al., 2005b), 

and others (Pozo et al., 2014) reducing the scale to two factors, problem-focused 

(active/approach) coping (α = 0.78) and avoidance coping (α = 0.71). For the current study, the 

two main factor structures of approach and avoidant coping were maintained by summing items 

for each factor as indicated by past research (Pozo et al., 2014; Eisenberg et al., 2012). 

One of the outcome variables, meaning in life, was measured with the Meaning in Life 

Questionnaire (MLQ; Steger et al., 2006). This is a 10-item measure of the presence of, and 

search for, meaning in life. Items are answered on a scale ranging from 1 (absolutely untrue) to 7 

(absolutely true). After reverse coding one item, the scales were computed by summing 

respective five items per scale. MLQ scores demonstrate good internal consistency (alphas 

typically range from low .80 to low .90 for both subscales; Schulenberg et al., 2011), temporal 
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stability, factor structure, and convergent and discriminant validity of the subscales across time 

and informants. Although this measure has not been utilized in many samples of middle-aged 

adults or parents, it offers better psychometrics than other commonly used measures (Purpose in 

Life Test; Crumbaugh & Maholick, 1964; Life Regard Index; Battista & Almond, 1973), 

including no item overlap with distress measures, stable factor structure, better discriminant 

validity, and a briefer format. 

The other targeted outcome variable, health-related quality of life (HRQOL), was 

measured with the 36-item Short Form Survey (SF-36; Ware & Sherbourne, 1992), which some 

note as the “gold standard” measure of general HRQOL as it is well validated in many groups. 

This measures eight different health concepts, including physical function, role limitation 

because of physical problems, bodily pain, general health perceptions, social function, emotional 

well-being, role limitation because of emotional problems, and energy/fatigue. Scoring for the 

current study followed processes outlined in the user’s manual (Ware et al., 1994), first recoding 

all items on a 0 to 100 range. Respective items were averaged per each of the eight subscales 

listed above. In order to compute the two summary domains commonly generated from this 

measure (physical component summary; PCS, mental component summary; MCS) the eight 

subscales were standardized and aggregated with different weights. The component scores were 

then transformed to norm-based scoring. Mean scores for the PCS and MCS for the general 

population are both 50. In a study of parents of children with ASD (Johnson et al., 2011). 

Cronbach’s alpha reliability coefficients for subscales ranged from .81 to .93. 

Parents completed a demographic questionnaire for themselves and their child with ASD 

(see Table 2). Although it is common and useful to verify the individual meets criteria for ASD 

and obtain data on symptom severity in research (e.g., Childhood Autism Spectrum Test; CAST, 
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Scales of Independent Behaviors-Revised; SIB-R, Aberrant Behavior Checklist; ABC, etc.), 

utilizing support and transition programs that require this formal diagnosis for enrollment in the 

program minimized the necessity for parents to complete such an assessment in the current 

study. Additionally, standardized measures of other-reports (i.e., parents) for populations of HFA 

are difficult to come by. In order to obtain simple information regarding symptom 

severity/problem behaviors, parents responded to two items regarding their child’s current 

severity on social communication challenges and restricted/repetitive behaviors, based on DSM-

5 severity level/required support specifiers (American Psychiatric Association, 2013). One is 

indicated as the lowest level of severity/required support and 3 the highest level of 

severity/required support. The two items were averaged.  

After completion of all survey measures and demographics, parents were asked two 

quantitative questions focusing on the COVID-19 pandemic: “How much has the COVID-19 

pandemic affected you?” and “How much has the COVID-19 pandemic affected your 

caregiving/concerns about your child with ASD?” with responses on a scale from 1 (not at all) to 

5 (extremely). It was deemed important to gather information to consider the ways in which a 

global pandemic is affecting participants well-being generally, but also within their role of 

parents to an adult with ASD at a time such as this.  

Table 3 

Frequencies for Accumulated Experiences vs. Appraised Stressors 

    Items 1 – 8 (ever experienced from childhood to present) 

     Considered who will provide care when you are no longer able to 

Experience n (%) Stressor n (%) 
   Childhood only 4 (14.3%)     Childhood only 7 (25%) 
   Adulthood only 3 (10.7%)     Adulthood only 2 (7.1%) 
   Both childhood & adulthood 17 (60.7%)    Both childhood & adulthood 14 (50%) 
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   Neither childhood nor adulthood  4 (14.3%)    Neither childhood nor adulthood  5 (17.9%) 

Considered your child’s future in terms of residence, employment, & general lifestyle 
   Childhood only 1 (3.6%)    Childhood only 1 (3.6%) 
   Adulthood only 5 (17.9%)    Adulthood only 5 (17.9%) 
   Both childhood & adulthood 22 (78.6%)    Both childhood & adulthood 17 (60.7%) 
   Neither childhood nor adulthood  0    Neither childhood nor adulthood  1 (3.6%) 
Actively engaged in future planning decisions (including but not limited to guardianship, letter of intent, 
financial planning, etc.) 
   Childhood only 1 (3.6%)    Childhood only 3 (10.7%) 
   Adulthood only 4 (14.3%)    Adulthood only 5 (17.9%) 
   Both childhood & adulthood 12 (42.9%)    Both childhood & adulthood 9 (32.1%) 
   Neither childhood nor adulthood  11 (39.3%)    Neither childhood nor adulthood  11 (39.3%) 

Lacked adequate or understandable information about future planning 

   Childhood only 5 (17.9%)    Childhood only 4 (14.3%) 
   Adulthood only 5 (17.9%)    Adulthood only 4 (14.3%) 
   Both childhood & adulthood 7 (25%)    Both childhood & adulthood 7 (25%) 
   Neither childhood nor adulthood  11 (39.3%)    Neither childhood nor adulthood  13 (46.4%) 

Involvement in your own personal activities/events less than desired due to aspects of caregiving (e.g., 
hobbies, clubs) 
   Childhood only 9 (32.1%)    Childhood only 7 (25%) 
   Adulthood only 0    Adulthood only 0 
   Both childhood & adulthood 9 (32.1%)    Both childhood & adulthood 7 (25%) 
   Neither childhood nor adulthood  10 (35.7%)    Neither childhood nor adulthood  14 (50%) 

Unable to obtain relief from aspects of caregiving 
   Childhood only 11 (39.3%)    Childhood only 11 (39.3%) 
   Adulthood only 2 (7.1%)    Adulthood only 2 (7.1%) 

   Both childhood & adulthood 2 (7.1%)    Both childhood & adulthood 2 (7.1%) 

   Neither childhood nor adulthood  13 (46.4%)    Neither childhood nor adulthood  13 (46.4%) 

Time spent with family and/or friends less than desired due to aspects of caregiving 
   Childhood only 8 (28.6%)    Childhood only 7 (25%) 
   Adulthood only 0    Adulthood only 0 
   Both childhood & adulthood 6 (21.4%)    Both childhood & adulthood 5 (17.9%) 
   Neither childhood nor adulthood  14 (50%)    Neither childhood nor adulthood  15 (53.6%) 
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Social isolation, or exclusion, or loss of social supports 
   Childhood only 7 (25%)    Childhood only 8 (28.6%) 
   Adulthood only 0    Adulthood only 1 (3.6%) 
   Both childhood & adulthood 8 (28.6%)    Both childhood & adulthood 6 (21.4%) 
   Neither childhood nor adulthood  13 (46.4%)    Neither childhood nor adulthood  13 (46.4%) 
Items 9 – 16 (experienced from age 18 to present) 

Navigating new systems/services for adults (e.g., vocational rehab, supported employment, mental health, 
disability services, other agencies) 

Experience n (%) Stressor n (%) 
   Yes 19 (67.9%)    Yes 15 (53.6%) 
   No 9 (32.1%)    No 13 (46.4%) 
Loss of entitlements, services, or resources 
   Yes 7 (25%)    Yes 6 (21.4%) 
   No 21 (75%)    No 22 (78.6%) 
Balancing their autonomy and my involvement/support 
   Yes 24 (85.7%)    Yes 22 (78.6%) 
   No 4 (14.3%)    No 6 (21.4%) 
Determining appropriate living situation 
   Yes 16 (57.1%) 

 
   Yes 12 (42.9%) 

   No 12 (42.9%)    No 16 (57.1%) 
 Appropriate adult ASD services and/or interventions are not available 

   Yes 8 (28.6%)    Yes 4 (14.3%) 
   No 20 (71.4%)    No 24 (85.7%) 

More services for my adult are needed (including but not limited to employment, mental health,  
life skills services, day programs, etc.) 
   Yes 11 (39.3%)    Yes 9 (32.1%) 
   No 17 (60.7%)    No 19 (67.9%) 
Unable to obtain desired services due to adult’s level of functioning 
   Yes 10 (35.7%)    Yes 9 (32.1%) 
   No 18 (64.3%)    No 19 (67.9%) 
Lack of social outlets for my adult child 
   Yes 18 (64.3%)    Yes 15 (53.6%) 
   No 10 (35.7%)    No 13 (46.4%) 
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Statistical Analyses 

Structural equation modeling (SEM) was proposed for the current study in order to 

examine simultaneous relationships among stressor pileup, resources, appraisals, coping, health-

related quality of life, and meaning in life in the proposed Double ABCX Model. However, 

given the resulting small sample size (N=28), SEM or other methods (ordinary least squares 

regression) were not feasible to conduct due to low power (Tabachnick & Fidell, 2013; 

Boomsma, 1982, 1985; Kline, 2015). Thus, analyses focus on Phase 1 and Phase 2 of the study 

with a particular focus on qualitative data. See Table 4 for resulting descriptives of proposed 

primary study variables. 

Phase 1  

Quantitative measures weren’t distributed during Phase 1; thus, no statistical analyses 

were conducted. Although not originally a primary focus of the study, individual interviews 

provided novel and meaningful aspects necessitating further focus. The general goal of cognitive 

interview analysis is to identify problems participants had within potential different domains, and 

although some form of coding may be used for summation purposes, others have identified 

drawbacks of coding as time-consuming and overly reductive, hindering the level of information 

needed in order to actually edit and repair questions (Willis, 2005; Collins, 2007). Yet others 

(Willis & Artino, 2013) note the importance of coding by combining notes to each assessed item, 

seeking common themes, and identifying important aspects of the survey necessitating repair as a 

result. Given the variable reports in analysis for semi-structured cognitive interviews, thematic 

analysis was used due to the flexibility it provides, particularly given that it only serves as a 

method of analysis; one does not need to adhere to particular data collection methods, 

epistemological frameworks or theoretical perspectives. Since the cognitive interviews were 
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originally proposed as a small exploratory portion of the study these aspects of were not of 

primary focus. In addition, thematic analysis can be used with a variety of types of data and sizes 

of datasets (Braun & Clarke, 2013). Thus, thematic analysis was considered most appropriate to 

maintain the integrity of the research.  

Thematic analysis involves six steps (Braun & Clarke, 2013), which are outlined below. 

The first step is transcription. Following this is the process of “familiarizing” oneself with the 

data, which involved actively reading and engaging with the data and using questions to better 

consider the meaning behind the data (e.g., “How does the parent make sense of their 

experiences?,” “In what different ways do they make sense of the topic discussed?,” and “What 

kind of world is revealed through their account?”). After this, the third step of generating initial 

codes was completed by engaging in selective coding for the purpose of data reduction. The 

particular type of data I was interested in selecting out was specific to instances of participant 

expressions of disparate experiences or perceptions of measure items including content, 

formatting, or wording. After completing the coding process using data-derived codes, they were 

collected and themes were identified by continually collating codes and aggregating them by 

conceptual similarity. Themes and subsequent codes were then reviewed and defined.  

Phase 2  

For Phase 2 analyses, statistical analyses were limited to bivariate correlations, again due 

to sample size, which were completed with SPSS version 28. Bivariate correlations were 

analyzed based on hypothesized associations amongst variables in the originally proposed 

Double ABCX model. These bivariate correlations are supplemented by rich qualitative data 

focused on two areas: 1) lifespan considerations and adaptations of the stress process over time 

for parents of children with ASD, and 2) the alterations in stress by the complex multilayered 
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aspects of a pandemic that directly target core features of ASD. Due to the unexpected 

developments with data collection, the rigorous and accelerated data reduction (RADaR) 

technique was used (Watkins, 2017) in order to utilize and engage in qualitative analyses that 

contributes meaningful data (while acknowledging limitations). This process highlights step-wise 

systematic analysis that facilitates a more accelerated pace in data reduction and subsequent 

manageable data dispersion. This was completed in five steps; first, ensuring that all data 

transcripts were formatted similarly, and placing formatted transcripts into all-inclusive phase 1 

data table where data is further reviewed. Following review of the all-inclusive data table and 

note-taking, an overarching research question was created on the data table, which was 

continually referred back to throughout the coding process. The third step involved creating a 

phase 2 data table, which removed any content that was not of primary interest or not relevant to 

the research question. During this step, specific points of text were highlighted and rows were 

coded using open codes. This was completed as an iterative process by continually creating 

shorter and highly focused data tables by removing irrelevant data and with each phase 

generating more focused codes. By the fourth phase of this iterative process, final themes were 

identified and major codes and quotes that helped to define those themes remained in the final 

data table. Thus, overall, this method is largely similar to processes of thematic analyses noted 

above, however, given the larger amount of qualitative data for Phase 2, this specific RADaR 

technique was utilized to more efficiently organize, reduce, and analyze the data using more 

Microsoft Excel. Although it is particularly advantageous to complete this process in a team, it is 

also noted to be an individual approach to rigorous qualitative data coding/analysis (Watkins, 

2017). 
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Table 4 

Descriptives of Proposed Primary Study Variables (N = 28) 

 M (SD)                Range 

Perceived Social Support  3.49 (1.08) 1.28 – 5 
Future Time Perspective   
   Open 14.64 (3.16) 4 – 20 
   Limited 14.32 (2.65) 8 – 20 
   Ambiguous 10.82 (2.58) 6 – 17 
Burden 20.14 (7.45) 9 – 35 
Satisfaction 21.89 (4.13) 17 – 30 
Avoidant Coping 18.89 (4.04) 12 – 27 
Approach Coping  31.07 (6.21) 20 – 45 
Physical Health 51.15 (7.89) 31.16 – 62.02 
Mental Health 46.47 (8.64) 27.08 – 59.64 
Meaning in Life Presence 26.71 (6.19) 11 – 35 
Meaning in Life Search 20.78 (6.24) 9 – 32 
   Parent Experiences: Childhood Only  1.64 (1.42) 0 – 8  
Parent Stressors: Childhood Only  1.71 (1.51) 0 – 8 
Parent Experiences: Adulthood Only  4.71 (2.34) 0 – 16  
Parent Stressors: Adulthood Only 3.96 (2.31) 0 – 16  
Parent Experiences: Across Lifespan 9.32 (3.52) 0 – 16  
Parent Stressors: Across Lifespan 8.07 (3.84) 0 – 16  

 

 

 

 

 

 

 

 

 



 
 

47 

 

 

RESULTS 

Phase 1  

Through six individual interviews in Phase 1, parents responded to specific questions to 

target remaining areas of uncertainty of the applicability for the population. Specifically, they 

were probed with comprehension, paraphrasing, specific, and general questions (See Appendix B 

for full cognitive interview). One of the specific questions focused on the categorized time frame 

of the item measures (“In your opinion, does the change in time reference in 1-8 from 9-16 make 

sense?”). Table 5 below includes exemplar quotes highlighting consistent patterns of parents 

indicating need/desire for greater distinction between experiences in childhood and adulthood. 

In addition, a general probe about aspects that could improve the measure based on parents’ 

experiences (“What changes would you suggest to make the measure better overall?”) elicited 

another pattern of responses focusing on the inaccuracies of these items posed as being objective 

stressors, and the need to include appraisal of the experience as a stressor (Table 6). Qualitative 

data below is not comprehensive, as the focus of this portion of the study was clarity of the 

measure as well as improvements needed.  
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Table 5 

Common Theme in Cognitive Interview Responses to Specific Probe: Timeframe 

Theme Exemplars 

Distinction between 
experiences in childhood 
and adulthood 
 

“1-8 could have been broken down a little more… maybe a section for 
childhood, teen years, to young adult years.” 

“Easy to answer… but the thoughts I’ve had when he was in childhood vs. 
college are very different.” 

“18 to present time makes sense, but for #1-8… these things have 
changed to much from high school to now… college to now. For example, 
#5 can be seen quite differently in childhood vs adulthood…  You might 
get more valuable information if you split it up to just childhood and just 
adulthood.” 
“Maybe break up the timeframe… for example, for #6, I would say ‘yes’ 
until grade school, but ‘no’ once in middle school. Maybe ask how is your 
stress different now than it was in childhood?” 

“Hard sometimes when it’s overall over time because maybe it happened 
at age 5 but really isn’t an experience anymore.” 

 
Table 6 

Common Theme in Cognitive Interview Responses to General Probe: Stressor Vs. Experience 

Theme Exemplars 
Need to include appraisal 
of the experience as a 
stressor  

“Measure level of stress… if these are things everyone goes through it 
doesn’t speak to how it adds to stress level, especially given SES and 
privilege. Do you find this disruptive to your personal happiness? Does it 
keep you up at night?” 

“If you want to get at what is stressful and how parents perceive that 
stress, use an open-ended question. You might get more nuanced answers 
and ‘yes’ and ‘no’ is hard to get nuance out of that.” 

“In answering these questions I wasn’t thinking about ‘stress’ except for a 
couple.”   

“A couple were a little unclear how to answer (like #6) because there are 
different stages of relief. The word ‘caregiving’ changes over time. It’s 
more stress now… will he lose his job, is he working efficiently? Creates 
more stress than before because it ties into #3 (future planning).” 
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Lastly, Table 7 below outlines other themes that emerged following a general probe about 

aspects that could improve the measure based on parents’ experiences (“What changes would 

you suggest to make the measure better overall?”). Specifically, parents shared stressors they 

have experienced that they felt were missing from the measure. However, one stressor presented 

(#1 listed below) was determined to fall under an existing item (#11; balancing autonomy and 

involvement/support), and another stressor presented (#2 listed below) was determined to fall 

under two potential existing items (#11; balancing autonomy and involvement/support, or #13; 

availability of appropriate adult ASD services). The other two stressors presented (#3 and #4 

listed below), although interesting, were individual experiences and data-derived codes did not 

map onto qualitative patterns in thematic analysis. Thus, these items were not included in the 

adapted measure for the national survey. 

Table 7 

Cognitive Interview Responses to General Probe: Specific Items to Add 

Theme Exemplars 

Autonomy & 
involvement/support  

1. “One thing it doesn’t capture is huge amount of stress from 
navigating boundaries of being a therapist vs. parent. Still feel like I’m 
doing way more than I would like to be doing at this time in my life. 
But without that support from me I don’t know if he’d be successful.” 

Autonomy & 
involvement/support 
OR 
Appropriate adult ASD 
services  

2. “No one would provide the services I provide that would help him 
be successful… like access to his email to make sure he doesn’t miss 
any and make sure he’s responding appropriately.” 

 Balance celebrating 
uniqueness & practicalities 

3. “Finding the balance between celebrating who they are vs. trying to 
make them fit into this world. Valuing how he thinks and lives, but 
practicalities of how he lives in the world are a different thing (job 
interviews, staying organized). Hard to strike that balance.” 

Employment disability 
disclosure 

4. “It lacks substantially with questions about employment, like job 
interview process, disclosure of their disability… No one was 
prepared for problems that arose with that. Regardless of your 
disability people have their biases.” 
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Given consistency in themes around differentiating the timeframe and subjective 

endorsement of items as stressors, the measure was adapted and IRB-approved before moving 

forward with the web-based survey (Appendix D). Specifically, questions 1-8 (dichotomous 

options for experiences since childhood to present time) was adapted to include response options 

by timeframe in which parents did have an experience listed (childhood only, adulthood only, 

both childhood and adulthood, neither). Additional items were added to measure stress appraisal, 

also with new timeframe response options as noted above. Dichotomous response options for 

questions 9-16 (experiences since age 18 to present time) remained, but additional items were 

added to measure stress appraisal if the item was endorsed.  

Phase 2  

Results for phase 2 of the study consist of bivariate correlations (Table 8), with 

supplemental qualitative data (Tables 9 - 12). Bivariate correlations were used to examine the 

relationships between variables measured. Additional correlational analyses examined 

relationships between parent stressors experienced (as indicated by counts computed from 

Accumulated Stressors Scale) and primary study variables from the originally proposed model. 

Significant associations included the positive relationship between caregiver burden and amount 

of stressors experienced across the lifespan, r = .629, p < 0.001, as well as a positive relationship 

between income adequacy (where higher numbers indicate less adequacy) and amount of 

stressors experienced across the lifespan, r = .488, p = 0.008. 
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Table 8 

Correlations of the Assessed Variables 

 1 2 3 4 5 6 7 8 9 10 11 

1. Social Support            

2. FTP Open .471*           

3. FTP Limited -.415* -.083          

4. FTP Ambiguous -.220 -.511** .284         

5. Burden -.288 -.430* .316 .537**        

6. Satisfaction -.014 -.063 -.348 -.057 -.493**       

7. Approach Cope .185 .397* .120 .137 .189 -.075      

8. Avoid Cope -.135 -.044 .117 .318 .370 .148 .382*     

9. MIL Presence .470* .370 -.291 -.205 -.252 .182 .415* -.111    

10. MIL Search -.482** -.396* .074 .411* .084 .395* -.068 .397* -.393*   

11. MCS -.005 .042 .163 -.111 -.122 -.171 -.307 -.715** .014 -.271  

12. PCS .252 .173 .062 -.299 -.417* .177 -.149 -.325 -.024 -.180 .127 

Note. FTP = Future Time Perspective, MIL = Meaning in Life, MCS = Mental Component 
Summary, PCS = Physical Component Summary 
* p < 0.05; ** p < 0.01 
 
Qualitative Findings: Stressors 

Following completion of the Accumulated stressors scale, parents were provided with 

two open-ended questions regarding stressors that were not included in the measure, and 

regarding shifts in stress from childhood to adulthood. Following the data reduction process 

(RADaR) I went through four phases engaging in open coding, later followed by focused coding. 
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With emerging patterns at each phase, codes were categorized, and finally, converted into 

themes. Table 9-10 outline the resulting themes and subthemes from this coding process.  

Of note, Braun and Clarke (2013) typically suggest to not use number counts in thematic 

analysis, as the use of numbers in qualitative research is in contrast with the constructivist approach 

used in most qualitative research.  

Table 9 

Themes and Subthemes: Parent Stressors Missing from Accumulated Stressors Scale 

Question: What are other stressors parents of adults with ASD experience that were not 
included in the accumulated stressors measure? 
Themes Subthemes 
  
Others’ Lack of Understanding Family 
 Society 
 Service providers 
  
Child’s Future Quality of Life Relationships 
 Independence 
  
Providing Help Finding a balance 
 Adapting from a distance 
  
Employment Positive traits vs. social deficits  
 Disability disclosure 
  
Adapting to Unexpected Changes Mental health 

 
Others’ Lack of Understanding 

Questioning parents regarding stressors they have experienced that weren’t captured by 

the measure led to one theme highlighting the stress and frustration experienced due to others’ 

lack of understanding regarding the nuances of their child’s ASD diagnosis and functional 

impairments, particularly HFA. This theme encapsulates the stress parents experience as a result 
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of misperceptions or judgements from others. Parents indicated experiencing this from their own 

family members (subtheme): 

“Family members questioned us about decisions we made regarding his independence 
and support.” 
 

Parents also expressed experiencing this from society (subtheme): 

“Because my child is college capable academically with disability supports, so many 
people do not understand the stressors. That, in and of itself, is an additional stressor.” 
 
“My child does not drive which has caused significant stress because the expectations 
and infrastructure in rural areas come with an expectation that adults drive.” 

 

Lastly, parents have experienced this lack of understanding from service providers (subtheme): 

“Expectations from service providers that my young adult should be managing 
communications/paperwork, etc.” 
 

Child’s Future Quality of Life 

Parents indicated a need for questions about their stress related to their desire for their 

child to have a successful and healthy life, but uncertainty in their child’s ability to reach this 

quality of life. Two subthemes emerged, highlighting concerns about their future life specifically 

related to developing meaningful relationships and their ability to obtain and overall level of 

independence: 

“I worry about him making true friends and finding a soulmate. I don't want him to be 
lonely.” 

 
“In general, his overall ability to be successful, live on his own, support himself, find a 
spouse, support a family. These are all things that are stressors to me.” 
 
 

Providing Help 

Many parents expressed the lack of questions surrounding a primary stressor of providing 

help (support, guidance, skills, limits) to their child with ASD, particularly stress with how to 
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find a balance (subtheme) in providing help in a manner that is beneficial to their child 

considering nuanced functional abilities. Some parents described complex stressors in finding 

this balance of providing help while highlighting the emotionality and relationship rifts that can 

accompany this: 

“Feeling guilt over his lack of friendships and peer support. He is my son and I push him 
because I want him to be successful and contribute to society but inside I feel the pain of 
what he goes thru.” 
 
“There is substantial stress caring for a child with ASD often due to the distorted 
perceptions of the child; where the child is battling their need for independence and their 
lack of abilities. This leads to a distorted view of the parent as someone as a barrier. The 
parent becomes the object of blame. It is very challenging to help an individual who does 
not want help, yet needs the help. Many individuals with ASD have mental health and 
emotional issues as a result of the lack of access to the life they feel they should have, yet 
struggle with.” 
 

 
Others described a constant learning process finding the proper balance of when to provide help: 

“Trying to navigate how much or how little parental intervention/help is appropriate has 
been an ongoing stressor throughout his childhood & into adulthood (i.e. how much 
should we help/rescue him vs should we let him "fail" at certain things?).” 

 
In considering the theme of providing help, another subtheme emerged regarding a specific new 

stressor for parents after their child transitions to college or post-secondary education. There is 

stress surrounding the need to learn to adapt in how to provide help from a distance: 

“Helping him find balance in work and personal care - he strives very hard to do well in 
school, has focus issues, and needs time management and stress reduction assistance. 
This is much harder now that he is 4 hours away at college.” 
 

Employment 

A theme of employment emerged as a stressor parents felt wasn’t captured in the current 

measure. Parents expressed concerns related to their child’s ability to obtain employment, 

specifically related to social skills/behaviors despite their strengths/abilities (subtheme) as a 

hard-working individual. Another subtheme emerged regarding parent concerns for their child to 
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disclose their disability, as they are uncertain of the potential negative effects to obtaining 

employment. One parent’s account clearly highlights both areas of stress within this realm of 

employment stress: 

“Concerned that due to social challenges he may have difficulty in interview situations. 
Our son is intelligent, kind, and a superb employee. Knowing whether he should disclose 
that he has ASD is always a difficult decision because we don’t know how it will impact 
his chances of being hired.” 
 

Adapting to Unexpected Changes 

Lastly, some parents identified stressors surrounding the general need to adapt to 

unexpected changes in their child’s mental health (subtheme) and presentation over time, either 

due to a new setting/environment or not, for instance:  

“New problems with depression and anxiety did not surface until he moved away from 
home.” 
 
“Learning to understand his emerging personality, anxiety triggers and mood changes and 
navigating those things has been a lifelong stressor.” 
 

Table 10 

Themes and Subthemes: Difference in Parent Stress in Adulthood vs. Childhood 

Question: How is parent stress different now than it was in childhood? 

Themes Subthemes 
  
Concern for Child’s Future Employment & Independence 
 Meaningful relationships 
  
Lack Support Understanding from other parents 
 Post-college 
  
Providing Help Lack of control 
 Lack of reciprocity 
  
Fear of Harm Police  
 Others 
  
Less Stress College transition/support program 
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Concern for Child’s Future 

Questioning parents regarding how their stress is different now (in adulthood) compared 

to previously (during their child’s childhood) highlighted a primary theme of greater attention to 

and concerns for their child’s future, across multiple domains that are considered to encapsulate 

a healthy and successful life, one of which is employment and independence (subtheme):   

“Stress around if he will be able to live independently and hold a good job.” 

“I worry a lot more about his future employment now.” 

“I am now able to leave my adult son alone so I don't have to be with him all of the time. 
When he was young, he constantly had to have eyes on him.  Now the concerns are more 
about whether he will be able to be independent and how to help him become so.” 
 

One parent highlighted concerns of long-term independence (or lack thereof), with less focus on 

employment as parents noted above, but described the particularly heavy emotional turmoil 

when faced with the reality of her child’s long-term dependency and future outcomes: 

“Currently, while some milestones have been met, I believe there is simply an 
expectation that the routine established will continue during the remainder of my child's 
lifetime. It's scary to consider my child's future might depend completely upon my or 
some other entity's pushing my child in a direction. My child struggles horribly making 
logical, rational decisions and maintaining forward momentum and personal motivation 
beyond the boundary of the bedroom. Very worried we've gone as far as we are able ... 
although functionality appears reasonable when my child is submerged within various 
engagements. We have gone from raising the child to worrying the child cannot function 
when left to their "independence" ... never too concerned about the formative years. Now 
- very worried that my child might pass away in a dark room, alone and unnoticed. 
Horrifying.” 

 

Another subtheme emerged regarding parent stress about their child’s ability to obtain 

(and maintain) meaningful relationships both now and in the future, another important life 

domain that is particularly nuanced in the HFA population: 

“I am less concerned my son will be able to live independently and thrive - he is 
extremely high functioning. I worry he won't develop true and meaningful relationships 
like he desires, as he is "awkward" and therefore people naturally avoid.” 
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“Our main concern now is that our son will be able to have a fulfilling social life.  He's 
high functioning, so after graduation he will be living on his own at some point.  Finding 
and keeping friends is something that concerns us a little.” 
 
“Social inclusion for him has become much harder. He grew up in a small community 
where he was included and had many friends- everyone was kind. Now that he is in 
college he is having a really hard time connecting to people and that is heart breaking and 
terribly stressful for me.” 
 

Lack Support 

A theme of parents having a lack of support is a stressor in adulthood, which includes 

lack of support and understanding from other parents with adult children without ASD. One 

parent highlights how this lack of support from other parents is a continuance of this type of 

stressor since childhood, leading to further removal/separation from other parents: 

“People no longer tell me that I'm "crazy" thinking my child could read when he "can't 
even talk" and just "accept that he has a disability and will never be in a typical school." 
Now, people are saying "What's the big deal? He's in college." I can't talk to the other 
parents whose kids are in college because our experiences are so different. 
 

Other parents note this being a new stressor they haven’t encountered to the full extent yet, but 

are aware of this lack of support after their child has completed college (subtheme): 

“There is nothing to fall back on. We are pretty much on our own. No family support, no 
school support once the adult child exits the Transition program.” 
 

Providing Help 

Some parents highlighted the differences and added stress caused by trying to provide 

help to their child in adulthood while they are away at college, and the specific ways in which 

their child’s transition into adulthood provides parents with novel experiences where they lack 

control (subtheme):  
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“It’s greater now because he is an adult and makes his own choices whereas before as 
parents we had control over what he could and couldn’t do. That control gave us security 
to lead him in more positive directions.” 
 
“Distance makes it harder to really know daily what he is struggling with and being able 
to help him. We have great communication, but I can't just go see him at a moment's  
notice when he REALLY needs it. It is tougher teaching him coping skills from a 
distance.” 
 
An additional subtheme emerged, focusing on parent’s accumulated stress with the lack 

of reciprocity or appreciation they have experienced over time while consistently trying to 

provide their child the help that is needed. This subtheme highlights cumulative effects of 

providing help to a child who does not want or appreciate parent sacrifices made: 

“As our son has grown, he has become more and more angry and depressed with the 
battle to be independent, and the knowledge that he requires the support of others. The 
natural need for independence and need for romantic companionship do not disappear 
with a diagnosis of ASD. We battle every day with how to navigate living with an adult 
who does not appreciate our help and support, yet is unable to live independently. It is a 
challenge to continue to be an advocate for an individual who does not appreciate the 
time and energy involved in advocacy and care, after a lifetime of strong dedication, love, 
support, advocacy, medical & therapeutic interventions, loss of earned income from 
leaving my job, and marriage stress.” 
 

Fear of Harm 

Parents described a stressor of more recent onset, regarding their fear of potential harm 

of their child with ASD. The quotes below highlight one parents fear in particular related to 

police, which is likely reflective of the sociopolitical climate and current events: 

“I now have to fear how legal authorities/police mishandle and misunderstand young 
adult males with ASD and act before investigating.” 
 

Another parent shared this concern in relation to other individuals in society, particularly now 

that their child is distanced in another environment: 

“My stress during childhood was about making sure he had all the resources and 
accommodations he needed. My stress now that he is away at college is that he will be 
taken advantage of, hurt, make poor decisions, etc.” 
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Less Stress 

Lastly, some parents reported experiencing less stress during their child’s adulthood 

compared to childhood, specifically related to their experiences with services and support 

received through their respective college transition/support programs: 

“He is understanding his diagnosis more and can live on his own. [His support program] 
is a huge stress relief.” 
 
“My college aged daughter has support of a special program at her college. They have 
made a tremendous difference in her life, as well as ours. [The support program] at [her 
university] is fantastic!” 
 

Qualitative Findings: COVID-19 

At the end of the survey, parents were provided with two open-ended questions regarding 

how COVID-19 has affected parents generally, and what unique challenges or concerns COVID-

19 has created for their children. Following the data reduction process (RADaR), I went through 

four phases engaging in open coding, later followed by focused coding. With emerging patterns 

at each phase, codes were categorized, and finally, converted into themes. Tables 11-12 outline 

the resulting themes and subthemes from this coding process. 

Table 11 

Themes and Subthemes: Effect of COVID-19 on Parents 

Question: How has COVID-19 affected parents? 
Themes Subthemes 
  
Losses Death of loved ones 
 Healthy habits & activities 
 Freedoms 
  
Emotional Toll Stress/Anxiety 
 Isolation 
 Divisiveness & Conflicts 
  
Occupational Toll Hospital 
 Teacher 
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Losses 

When questioning parents regarding how the COVID-19 pandemic has affected them 

personally, four themes emerged, with a primary one being losses they have experienced, with a 

few parents noting experiencing the deaths of family members (sister, father-in-law, extended 

family) as an area of loss. Other parents noted being “less active” and decreased healthy habits, 

such as this parent: 

“With less time at the office, I have gotten less exercise and eat less nutritiously at 
lunch.” 

 
Another parent expressed stress surrounding their feelings of losing freedoms: 
 

“Created a sense of anxiety due to freedoms disappearing--freedom of speech, freedom of 
assembly, freedom of religion, freedom to not wear a masks that don't work, freedom to 
have a job without consenting to an experimental vaccine.” 
 

Emotional Toll 

Understandably, parents expressed similar experiences of the pandemic overall taking an 

emotional toll on them, with multiple parents simply stating “general anxiety,” and “feeling 

isolated,” and other parents highlighting the emotional toll related to divisiveness and negative 

interpersonal interactions related to the pandemic specifically: 

“The divisiveness & ‘ugliness’ in the news, on social media & in the public has taken a 
toll on me. 
 
“A coworker purposely coughed in my face.” 

Occupational Toll 

Some parents shared having a particularly difficult experience during the pandemic due 

to their job, which created additional stress for these parents who work in hospitals and in 

schools: 

“I work in a hospital and it’s been very exhausting and emotionally draining.” 
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“I teach, and it has been absolute chaos, followed by heroic adaptation, followed by 
realizing that society doesn't  value any of what we have done or still do for children. 
Often we are treated like we are the cause of all the problems, and students have returned 
with great deficits in behavior and learning. It is a dumpster fire. I don't  have adequate 
time for myself or my own children's  needs because I'm  supposed to fix everyone else's  
problems without support.” 
 

Table 12 

Themes and Subthemes: Effect of COVID-19 on Adults with Autism 

Question: What are unique challenges or concerns for your child due to COVID-19? 
Themes Subthemes 
  
Increased Social Deficits Loss of social opportunities 

Forming habits 
  
Emotional Toll Anxiety 
 Rigidity 
  
Health Vaccine beliefs 

 

Increased Social Deficits 

When questioning parents regarding how the COVID-19 pandemic has affected their 

child with ASD, parents expressed new challenges and concerns for their child as a result of the 

pandemic effects. Four themes emerged, with a primary one being their child’s increased social 

deficits, largely related to the limits of social experiences:  

“My ASD son went away to college the fall of 2020. He already struggled with making 
connections with people, and COVID has made that even harder for him.” 
 
“He has not had enough social opportunities due to COVID.” 
 

Within this realm, some parents expressed how the pandemic and social restrictions have led to 

behavior that has reinforced existing social isolation and led to concern for this behavior being 

further reinforced as a habit: 
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“My son has become even more reclusive. This has been a battle to get him back out and 
involved in the world.” 
 
“Concern that my ASD child will form a new "habit" of staying away from others and 
shutting himself away in the name of social distancing.” 
 

 
Emotional Toll 

The emotional toll the pandemic has taken on these adults with ASD include increased 

anxiety and general emotional deterioration related to the social losses noted above. For 

example, some parents noted: 

“My son's anxiety levels were much higher than before. He was very worried every time 
someone coughed. He was also worried about losing anyone close to him.” 
 
“Covid quarantines and remote learning made my child feel extremely isolated.” 

A subtheme of the emotional toll highlights the exacerbation of difficulties already experienced 

by some with ASD, specifically, rigidity in thinking:  

“He is very rules oriented and it has always been a challenge to teach him moderation. He 
has a strong sense of responsibility and COVID has been a real stressor to him.  Finding 
ways to encourage him and talk him down off the ledge has been a challenge sometimes.” 
 
“He has had big emotions about people not following the rules.” 
 
“Just worried because she is so black and white that others will make fun others or she 
will say the wrong thing to the wrong person and get hurt.” 
 

Health 

Lastly, parents encountered some difficult challenges related to their children’s health as 

it relates to their beliefs regarding bodily autonomy, specifically the COVID-19 vaccine: 

 
“After receiving the first two doses, he refused to get the booster.  He's worried about 
what might be in it that could cause long-term harm.” 

 
“He is against vaccines so when he got covid had to be hospitalized for IV fluids.” 
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DISCUSSION 

The current study provides areas of new insight and developments regarding novel 

measure development, and illumination of how the circumstances, needs, and stressors of parents 

of adults with ASD change with age.  

Phase 1: Cognitive Interviews 

In considering Phase 1 of the study, parents of adults with ASD who have completed 

college provided personal expertise to facilitate adaptations to the Accumulated Stressors scale. 

Consistent feedback highlighted: 1) the need to delineate a specific timeframe for parents to 

endorse experiences, as the experience in parenting a child with ASD is extremely variable and 

there are different weights placed on certain experiences at certain times, and 2) the need to ask 

about experiences as a stressor, as parents noted that despite the literature, some of the 

experiences to endorse were not a stressor for them. Adaptations to the measure per feedback 

from cognitive interviews with six parents was fruitful, as in Phase 2, completion of the measure 

with 28 parents demonstrated similar patterns.   

During cognitive interviews parents were asked about specific experiences/stressors they 

have had that were not included in the measure that they considered necessary to include for this 

population of parents (see table 6). One stressor was considered to be covered in measurement 

item #11 (Balancing their autonomy and my involvement/support), and another stressor was 

considered to be covered by either measurement item #11 (Balancing their autonomy and my 

involvement/support), or measurement item #13 (Appropriate ASD adult services and/or 

interventions are available), and thus were not added to the measure prior to survey 
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dissemination. However, qualitative findings from open-ended survey questions in Phase 2 

highlighted that other parents similarly felt this concept was not captured (see table 8; Providing 

help/Finding a balance). 

Selective coding also highlighted two other stressors that were noted as items to include 

based on cognitive interviews (see table 6), but were not incorporated into the measure prior to 

survey dissemination as these stressors were based on one parent report, which respectively, did 

not map onto other themes. Based on qualitative findings from the Phase 2 survey, similar 

themes arose surrounding suggestions for inclusion of an item focused on nuanced concerns with 

employment (disability disclosure, maintenance of stable job, related social aspects). The final 

suggestion of an item from a parent during cognitive interviews regarding balance of celebrating 

child’s uniqueness while being practical in life expectations was not similarly indicated 

throughout qualitative coding from survey responses, and thus may be that other parents who 

have similar experiences conceptualized this under measurement item #11 again (Balancing their 

autonomy and my involvement/support), or a stressor encapsulated by this different potential  

theme was simply not obtained in open-ended survey questions given the sample size. Notably, 

best practices in developing and validating a scale should range from about 5-15 cognitive 

interviews in two to three “rounds,” which may be until saturation or when there are minimal 

new insights (Beatty & Willis, 2007; Willis, 2005). Although this process was not completed in 

the current study (as was not the originally proposed focus), the two primary qualitative themes 

that emerged regarding proposed timeframe and appraisal of stressors proved to be important and 

common experiences, given the response patterns in Phase 2 with 28 parents. Findings from both 

Phase 1 and Phase 2 in conjunction provide implications for future measure development, and 

the necessity of such a measure.   
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Phase 2: Survey Responses Focused on Accumulated Stressors and Bivariate Correlations 

Overall, in analyzing themes that emerged from qualitative survey responses regarding 

parent stressors, many of the items could be considered to fall into existing categories/items 

present in the measure. Notably, similar themes emerged in response to two separate questions 

regarding parent stressors (what parents felt was missing from the Accumulated Stressors scale 

and how parents stress is different now in adulthood versus in childhood). Parents expressed how 

their current stress in adulthood is more focused on concern for their child’s future (theme) and 

indicated that concern for their child’s future quality of life (theme) was not accurately captured 

in the measure as it currently stands.  However, these indicated themes could be considered to 

fall into existing categories/items already present in the measure. For example, the themes of 

stressors surrounding child’s future quality of life (specifically considering employment and 

independence) could be captured by two existing items: 1) Considered who will provide care 

when you are no longer able to, and 2) Considered your child’s future in terms of residence, 

employment, and general lifestyle. Thus, there are aspects that were not captured by the two 

items, which perhaps could be the vague/broad domain coverage in the items.  

Another similar theme emerged across the two qualitative questions regarding missing 

items from the Accumulated Stressors measure and differences in stress during adulthood versus 

childhood, with a focus on others’ lack of understanding of their child with ASD and parents’ 

unique stressors, and parents indicating a lack of support from others as a result. This was not a 

theme that emerged during measure development or cognitive interviews, but was revealed from 

the 28 survey responses. Item #7 was presumed to measure this in the measure (Social isolation, 

or exclusion, or loss of social supports), but the themes that emerged from qualitative responses 

seem to provide a more unique aspect than just perception or loss of social support, as these 
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qualitative responses highlight interactions that may tap more into judgment, stigma, or 

expectations, that are important and specific types of stressors this population of parents face.  

A third and final overlapping theme emerged across the two qualitative questions focused 

on parent stressors: providing help, which consistently encompassed stress regarding finding a 

balance to provide help, particularly in adulthood where there is distance between the parent and 

child, as well as an altered (lessened) level of control for parents, which are new experiences for 

the dyad overall. Within this realm, some parents expressed substantial, and quite different 

emotions as it relates to the “push-pull” relationship of providing help where they feel it’s 

needed. For example, one parent noted feelings of guilt because of their child’s lack of 

friendships, and although they push their child in this area in order to help them with social 

functioning and relationships in the long-term, they also describe internalizing the pain their 

child experiences as a result from their push to help. On the other hand, another parent expressed 

substantial frustration, emotional burnout, and consistent conflict as it relates to providing 

necessary help and advocacy that is not appreciated by the child, and in fact, the parent is further 

blamed regarding the child’s problems and lack of independence. These three overlapping 

themes and subthemes across the two qualitative questions focused on parent stressors highlight 

areas of improvement and further refinement of the Accumulated Stressors Scale. Inclusion of 

open-ended questions on the measure provided rich data unattainable through quantitative 

methods. Although the small sample size limits abilities to make claims or analyze the data from 

a mixed methods standpoint, there is substantial data indicating the need for a measure of stress 

specifically for parents of adult with ASD.  

Although implications cannot be drawn from significant bivariate correlations due to 

sample size, interesting patterns of correlations should nonetheless be addressed. Specifically, 
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perceptions of social support were positively related to presence of meaning in life and open 

future time perspective, yet negatively related to search for meaning in life and limited future 

time perspective. Perceived social support is imperative for caregiver well-being (Cohen, 2004), 

and the quality and type of support for parents of adults with ASD is particularly important 

(Marsack & Samuel, 2017; Smith et al., 2012). The current findings demonstrate potential 

implications for the impacts social supports may have on parents’ sense of (versus search for) 

meaning in life. Interestingly, relations among the multidimensional variable of future time 

perspective appear to follow a pattern opposite to what was expected when considering 

theoretical underpinnings of SST. Specifically, in addition to associations noted above, an open 

future time perspective related positively to approach coping and negatively to burden and search 

for meaning in life. Following SST, it was presumed that an open future time perspective would 

likely show fewer positive or minimal positive relationships with healthy factors (satisfaction, 

approach coping, presence of meaning in life), and greater relationship with poorer health factors 

(burden, avoidant coping, search for meaning in life). Alternatively, an ambiguous future time 

perspective was positively associated with burden and search for meaning in life. This is to be 

expected when conceptualizing ambiguity as uncertainty of future time remaining, particularly 

considering parents of adults with HFA. There are heightened uncertainties and worries related 

to their child’s future when they are no longer able to provide care (Dudley et al., 2019), and 

many parents have not made long-term care plans (Van Bourgondien et al., 2014). Other 

qualitative research has shown ways in which some parents “lived one day at a time” to avoid 

thinking about the future while also taking a position of passive acceptance and hopelessness 

about future care services (Pryce et al., 2017). Thus, an ambiguous future time perspective may 



 
 

68 

relate to increased stress and ‘‘unfinished business’’ (Smith et al., 1995) that accompanies the 

looming need to engage in future planning for a loved one with a developmental disability. 

Considering coping strategies, an approach coping perspective was positively related to 

presence of meaning in life and avoidant coping. The latter relation may reflect the fact that 

some parents are generally more active in engaging in a wide range of coping methods overall, 

including both approach and avoidant strategies. Avoidant coping was positively related to 

search for meaning in life, and strongly negatively related to overall mental health. These 

associations reflect similar patterns with research showing use of disengagement and distraction 

related to increased maladjustment overtime, and use of cognitive reframing related to better 

outcomes for mothers of children with ASD (Benson, 2014). Lastly, as expected, caregiver 

burden showed a negative relation with both caregiver satisfaction and physical health, whereas 

caregiver satisfaction showed a small but significant relation to search for meaning in life.  

Implications and Future Directions 

Findings from the current study may be applied to developing and validating an adapted 

Accumulated Stressors measure in the future, specifically with the adaptation of domains beyond 

the four from the originally proposed measure (future planning, self-care/social support, 

transition into young adulthood, services/unmet needs). For example, “future planning” may be 

considered to be adapted into a broader domain (e.g., “the future”) while adding more specific 

questions of stressors within this area based on parent responses from the current study (i.e., 

child’s future meaningful relationships, level of independence, employment, isolation, etc.). As 

noted above, the items as they exist on the current measure may be overly vague, such that 

parents provided qualitative accounts of stressors they felt weren’t captured in the items as they 

existed. Further delineating overarching domains with more specified items as they relate to 
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subthemes that were revealed would be a beneficial adaptation and future direction for measure 

development. Additionally, findings indicate that appraisal of the experiences as stressors or not 

was important, and may suggest a future adaptation to measure level of stress appraisal. 

Although there are clear themes that have emerged regarding parent stress, there are nuances of 

experiences (and other factors such as SES, resources, etc.) amongst these parents. Appraisal of 

an experience as a stressor without severity of stress felt won’t capture the heterogeneity in this 

population of parents.  

This is further demonstrated by the fact that overlapping themes emerged in areas of  

future employment, level of independence, development of meaningful relationships, lack of 

understanding from others, and providing help to their child with ASD, while at the same time 

the qualitative findings emphasize the heterogeneity of experiences and stressors in this 

population, which may be a result of ASD severity (even within a HFA population), resources, 

and cultural factors. In order to develop a valid measure it would likely be necessary to complete 

cognitive interviews in focus groups, going through multiple rounds with parent participants 

from college transition and support programs. Pooling from a variety of colleges and programs 

(e.g., community colleges, universities) with a variety of relevant factors (e.g., cost of program, 

geographic region/area) would provide the necessary level of heterogeneity for the measure 

development process. For example, one parent indicated a newfound fear of harm for her child at 

the hands of police and their potential mishandling or misunderstanding the presentation of a 

male adult with ASD, likely brought on by 1) increased coverage of police excessive use of force 

and 2) specifically, the murder of Elijah McClain by police. There are important cultural aspects 

necessary to address (race, SES, rural vs. urban residence) to ensure generalizability across such 

a heterogeneous sample. Overall, a valid measure of parent accumulated stressors would then be 
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beneficial to use in these college transition and support programs to get a better understanding of 

the needs of parents overtime, and where or how to allocate respective assistance or resources.  

Again, the inclusion of open-ended questions provided meaningful data, but it is 

unfortunate that data collection did not yield a large enough sample size, as many of the themes 

parents highlight may seem relevant to quantitative measures (perceived social support, burden, 

future time perspective). Inclusion of such themes may have allowed a more integrated analysis 

and ability to supplement proposed relationships in the Double ABCX Model. Although 

implications are limited due to this, qualitative themes generally reveal the substantial and 

ongoing stressors parents face in adulthood and as they continue to age, and quantitative findings 

suggest important relationships between supports and internal mechanisms with other factors that 

may impact emotional/mental health outcomes for parents of adults with HFA. For instance, 

perceptions of social support are positively related to a presence of meaning in life, and less of a 

search for meaning in life. Research shows relations between meaning in life, increased 

psychological and physical health, effective coping, and decreased stress (Hooker et al., 2018; 

Sherman & Simonton, 2012). Qualitative themes from the current study regarding a lack of 

support/understanding from others (and the additional stress this adds) highlights the need for 

specific social interventions (e.g., peer groups, peer support specialists) with fellow parents who 

have an adult child with ASD. For example, a peer support intervention for caregivers and adults 

with developmental disabilities that was focused on future planning significantly decreased 

caregiver burden and contributed to completion of specific future planning goals (Heller & 

Caldwell, 2006). 

Additionally, caregiver burden was negatively related to overall physical well-being, and 

positively related to an ambiguous future time perspective. Although there is more research to be 
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done on ambiguity in future time perspective, it has been noted to have a negative relation with 

life satisfaction and optimism (Brothers et al., 2014). Targeting caregiver burden for these 

parents will necessitate a reduction in stressors experienced which some parents noted was 

achieved with the help of their child’s college transition/support program. Thus, greater services 

provided to parents through these programs (including the addition of peer support interventions 

noted above), or referrals to mental health providers with knowledge and experience about ASD, 

problem-solving therapy or other forms of cognitive behavioral therapy may assist parents to 

reduce aspects of burden and focus on future goals/planning as it relates to their own life, along 

with future planning for their child with ASD. Overall, the current study provides a springboard 

for studies on measure development as well as studies assessing specific lifespan considerations 

for parents of adults with ASD. In the future, a mixed methods design would likely provide 

additional quality and content to the data, given the unique and nuanced aspects that resulted 

from the current qualitative data. 

Limitations 

The main limitations relate to participant recruitment and methodological integrity of the 

qualitative analysis. Unfortunately, cultural diversity is a common limitation in the research and 

literature surrounding ASD and parent/familial processes (Hall et al., 2017). The current study 

was no exception, as the study sample primarily consisted of parents who identified as White, 

well-educated, and financially well-off, thus, limiting the generalizability of findings. Given the 

specific population of focus (parents of adults with HFA during the transition into young 

adulthood) recruiting through college transition/support programs was considered to be the best 

way to reach a large number of these parents. However, some of these programs were contracted 

with the universities’ office of disability services. It is possible that that subset of programs may 
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not have any involvement, or even ability, to contact students’ parents. In addition, based on 

email responses from a few program directors, it is clear that there is a high demand for research 

participants with this specific population, given statements of being overwhelmed with outside 

research requests. It would be beneficial to all (directors, children, parents, researchers) to 

develop a consortium with collaborative projects and data sharing in order to reduce participant 

burden and enhance research efforts. This is an important consideration given future directions 

noted above regarding further measure development based on the current study. Following the 

cognitive interview process, survey administration with the appropriate sample size is necessary 

for proper scale development, with a common rule of thumb being a 10:1 ratio of respondents to 

items (Nunnally, 1978). Others (Guadagnoli & Velicer, 1988) have noted a minimum sample of 

300 to 450 is necessary to psychometrically identify pattern comparability.  

There may be limitations in recruitment related to the COVID-19 pandemic. As parents 

noted in qualitative responses, they are not alone in experiencing the ongoing effects of anxiety, 

isolation, stress, and increased areas of concern for their child with ASD also as a result of 

COVID-19. Parents are juggling greater demands caring for themselves and their children, and 

completing online surveys regarding stress and other aspects of their lives may not be a highly 

desirable experience. Although I cannot make proven claims about this, it is an important factor 

to note regarding recruitment difficulties. Notably, one program director reported that they 

shared the survey with approximately 70 parents, and survey responses revealed only 3 parents 

from this program participated. Another program director confirmed they shared the survey to 

parents of their program, and although it is unknown how many parents it was sent to, survey 

responses revealed that no parents from that program participated in the study. In order to obtain 

the needed sample size for proper data analysis it may be beneficial to include compensation or 
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chance of compensation (i.e., gift card) to increase participant engagement. Even though 

COVID-19 may have influenced participation, some individuals may be more interested or 

willing to participate despite those factors if there is a chance of monetary compensation. 

Additionally, collecting data over a number of years through college transition and support 

programs would also address data collection flaws in the current study. Data collection for Phase 

2 was collected over the course of four months, which proved to be an inadequate length of time.  

Lastly, there are issues of methodological rigor, including important aspects of fidelity to 

subject matter and utility in achieving research goals (Levitt et al., 2018). Given the shift in 

analytic plan from quantitative to qualitative analysis, data reduction processes were completed 

based on perspectives of a single researcher. Although completing coding through multiple 

phases of an iterative process was intended to increase perspective management, researcher bias 

in coding and analysis structure exists. Development of a stable perspective and work to limit the 

effect of a singular perspective on the data could be appropriately addressed by using multiple 

coders and developing interrater reliability and consensus on coding themes and subthemes 

through each phase of coding. In addition, although qualitative findings are grounded in evidence 

(using quotes, excerpts, or descriptions of researcher engagement in data collection; Levitt et al., 

2018), thematic analysis using selective and data-derived coding facilitated a reduction of the 

data for specific expressions of disparate experiences or perceptions of measure items including 

content, formatting, or wording (Phase 1), and responses to four specific open-ended questions in 

Phase 2 regarding the Accumulated Stressors Scale and impacts of the COVID-19 pandemic. 

Although thematic analysis was deemed the best approach to maintain the fidelity and utility in 

achieving research goals in the circumstances, this reductive method (particularly RADaR) limits 

the potential richness of the data that may be implicative of other important caregiving aspects 
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that were not deemed to fit into the research question at hand. Supplemental checks could 

strengthen the current research findings by obtaining participant feedback on findings of themes 

and subthemes. Although there are multiple examples of checks added to qualitative analysis to 

better support claims per the Journal Article Reporting Standards (JARS) for qualitative research 

(Levitt et al., 2018), utilizing participant feedback for the findings would nicely integrate into 

future processes of more cognitive interviews and measure development initiatives.  
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APPENDIX A 
ACCUMULATED STRESSORS SCALE (PHASE 1)  

 

Below are possible experiences related to parenting an individual with ASD. Please indicate if 

you have (“YES”) or have not (“NO”) experienced these. 

 
Please answer questions 1-8 considering experiences across time (since childhood to  
present time). 

 YES 
1 

NO 
2 

Future Planning: Childhood to Current 
1. Considered who will provide care when you are no longer able to   

2. Considered your child’s future in terms of residence, employment, and 
general lifestyle 

  

3. Actively engaged in future planning decisions (including but not limited 
to guardianship, letter of intent, financial planning, etc.) 

  

4. Lack adequate or understandable information about future planning   

Self-Care and Social Support: Childhood to Current 
5. Involvement in your own personal activities/events less than desired due 

to aspects of caregiving (e.g., hobbies, clubs) 
  

6. Unable to obtain relief from caregiving   

7. Time spent with family and/or friends less than desired due to aspects of 
caregiving 

  

8. Social exclusion or loss of social supports   

 
Please answer questions 9-16 only considering experiences you have had since your child 
with ASD entered adulthood (age 18 to present time). 

 YES 
1 

NO 
2 

Aspects of Young Adulthood Transition: Current 
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9. Navigating new entitlement system/services   

10. Loss of entitlements/services   

11. Balancing autonomy and involvement/support   

12. Determining appropriate living situation   

Services and Unmet Needs: Current 
13. Appropriate ASD adult services and/or interventions are available   

14. More services for my adult are needed (including but not limited to 
employment services, day programs, etc.) 

  

15. Unable to obtain desired services due to adult’s level of functioning   

16. Lack of social outlets for my adult child   
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APPENDIX B 
COGNITIVE INTERVIEW  

 
ID: _____ Date: _______  Start Time: ______ Stop Time: ______Interview Recorded:  Y  N 
 
Thank you for participating in this cognitive interview! Your feedback and insights will help to  
ensure that items on this survey are meaningful to the population of parents of adults with autism 
before the survey is actually administered, and will allow me to modify, clarify, or augment 
questions in order to fit with my objectives. The purpose of this interview is to find out what you 
think about one survey measure related to accumulated stressors for parents of adults with 
autism. It is estimated that this will take 30 minutes to one hour. 
 
As you recall, I will be audio recording the interview. Do I have your permission to do so? 
 

If YES, start the recorder and review the consent form to the participant. 
 

If NO, review the consent form to the participant. If they are still unwilling to be audio 
  recorded inform them of this requirement and thank them for their time. 

 
Now we will review the informed consent… Do you have any questions? 
I will need to obtain verbal consent whether you agree or do not agree to participate in the 
current study. 
 
Before we start the survey, I have some brief questions about you and your child with autism. 
 
1. What is your age? 

____ 40-49 ____ 50-59 ____ 60-69 ____ 70-79 ____ 80-89 ____ 90-99 
 

2. With which race do you identify? (Select all that apply) 
____ African American or Black ____ American Indian or Alaska Native  
____ Asian or Asian American ____ Hispanic or Latinx ____ Middle Eastern   
____ Pacific Islander ____ White or Caucasian ____ A race not listed, specify: __________ 
____ Prefer not to respond 
 

3. With which gender do you identify? (Select all that apply) 
____ Woman ____ Man ____ Transgender ____ Non-binary  
____ Genderqueer or gender nonconforming ____ An identity not listed, specify: _________ 
____ Prefer not to respond 

These next questions are about your child with autism. 



 
 

92 

1. What is their age? ____ 
 

2. With which race do they identify? (Select all that apply) 
____ African American or Black ____ American Indian or Alaska Native  
____ Asian or Asian American ____ Hispanic or Latinx ____ Middle Eastern   
____ Pacific Islander ____ White or Caucasian ____ A race not listed, specify: __________ 
____ Prefer not to respond 
 

3. With which gender do they identify? (Select all that apply) 
____ Woman ____ Man ____ Transgender ____ Non-binary 
____ Genderqueer or gender nonconforming ____ An identity not listed, specify: _________ 
____ Don’t know/Prefer not to respond 
 

4. What is their primary diagnosis? ________________________________ 
 

5. What was the age of their diagnosis? _____ 
 

6. What other diagnoses do they have from a medical and/or mental health professional? 
__________________________________________________________________________ 

 
Now you will complete a 16-item measure that is intended to measure potential accumulated 
stressors faced by parents of adults with autism. After you complete the measure, I have some 
specific questions for you to answer, and then we will make sure to discuss other thoughts you 
have outside of my specific questions.  
 

If ZOOM, I am going to share my screen for you to see the survey (in Qualtrics). Please 
read the instructions and each question aloud. Please say your response aloud to each 
question and I will click the response you indicate. Although we will be addressing 
specific questions of mine as well as all of your other thoughts after you complete the 
whole survey, feel free to say anything you’re thinking throughout. I will be taking notes 
throughout this whole process. What questions do you have before we begin? 
 
If PHONE, I am going to email you the Qualtrics survey right now so that you have the 
survey in front of you to complete. Please read the instructions and each question aloud. 
Please say your response aloud to each question so that I can indicate your responses on 
my end. Although we will be addressing specific questions of mine as well as all of your 
other thoughts after you complete the whole survey, feel free to say anything you’re 
thinking throughout. I will be taking notes throughout this whole process. When you 
complete the survey don’t click submit, because we will want to keep the survey on the 
screen to talk through afterwards. What questions do you have before we begin? 
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Parent Accumulated Stressors 

Below are possible experiences related to parenting an individual with ASD. Please indicate if 
you have (“YES”) or have not (“NO”) experienced these. 
 
Please answer questions 1-8 considering experiences across time (since childhood to  
present time). 

 YES 
1 

NO 
2 

Future Planning: Childhood to Current 
17. Considered who will provide care when you are no longer able to   

18. Considered your child’s future in terms of residence, employment, and 
general lifestyle 

  

19. Actively engaged in future planning decisions (including but not limited 
to guardianship, letter of intent, financial planning, etc.) 

  

20. Lack adequate or understandable information about future planning   

Self-Care and Social Support: Childhood to Current 
21. Involvement in your own personal activities/events less than desired due 

to aspects of caregiving (e.g., hobbies, clubs) 
  

22. Unable to obtain relief from caregiving   

23. Time spent with family and/or friends less than desired due to aspects of 
caregiving 

  

24. Social exclusion or loss of social supports   

 
Please answer questions 9-16 only considering experiences you have had since your child 
with ASD entered adulthood (age 18 to present time). 

 YES 
1 

NO 
2 

Aspects of Young Adulthood Transition: Current 
25. Navigating new entitlement system/services   

26. Loss of entitlements/services   

27. Balancing autonomy and involvement/support   

28. Determining appropriate living situation   

Services and Unmet Needs: Current 
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29. Appropriate ASD adult services and/or interventions are available   

30. More services for my adult are needed (including but not limited to 
employment services, day programs, etc.) 

  

31. Unable to obtain desired services due to adult’s level of functioning   

32. Lack of social outlets for my adult child   

 
Notes/Observations during survey completion: 

•  
 
 
 
After participant completes the survey and you have all responses: 
Great! I’m eager to hear your thoughts and any questions you may have. First, I have some 
questions for you. Let’s start specifically with items 1-8 (ensure visible on your/their screen). 
 
Questions 1-8 
 

Probes Response 
Paraphrasing Cognitive Probes  
Can you repeat the instructions for questions 1-8 in 
your own words? 

 

* Can you tell me in your own words what question 
___ was asking? 

 

Comprehension/Interpretation Cognitive Probes  
What does “actively engaged in” mean to you? 
 

 

* How do you understand the word/phrase ______?  
 

 

General Cognitive Probes   
Were these questions easy or hard to answer? 
 

 

* How did you arrive at ____ answer?  
 

 

* I noticed that you hesitated on number ___. Tell me 
what you were thinking.  
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* Tell me more about ____.  
 

 

* Potential probes to use depending on comments, hesitation, nonverbal indications of confusion 
throughout survey completion  
 
Questions 9-16 
 

Probes Response 
Paraphrasing Cognitive Probes  
Can you repeat the instructions for questions 9-16 in 
your own words? 

 

* Can you tell me in your own words what question 
___ was asking?  

 

Comprehension/Interpretation Cognitive Probes  
What does “entitlement/services” mean to you? 
 

 

* How do you understand the word/phrase ______?  
 

 

Specific Cognitive Probes  
How did you arrive at your answer of ___ for #16? 
 

 

* Did you have any trouble with the opposite 
directionality of #13? 
 

 

General Cognitive Probes   
Were these questions easy or hard to answer? 
 

 

* How did you arrive at ____ answer?  
 

 

* I noticed that you hesitated on number ___. Tell me 
what you were thinking.  
 

 

* Tell me more about ____.  
 

 

* Potential probes to use depending on comments, hesitation, nonverbal indications of confusion 
throughout survey completion  
 
Full Measure (Questions 1-16) 
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Probes Response 
Paraphrasing Cognitive Probes  
Can you repeat the general purpose of the measure in 
your own words? 
 

 

Specific Cognitive Probes  
In your opinion, does the change in time reference in  
1-8 from 9-16 make sense? 
 

 

General Cognitive Probes   
What changes would you suggest to make the measure 
better overall (wording, format, add/remove item, etc.)? 
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APPENDIX C 
ASD COLLEGE TRANSITION/SUPPORT PROGRAMS CONTACTED  

 

1. Autism Spectrum Disorders College Transition and Support Program (UA-ACTS) 
The University of Alabama 
 

2. Autism Support Program 
University of Arkansas  
 

3. The College Link Program 
California State University  
 

4. Comprehensive Autism Program (CAP) 
Golden West College   

 
5. Spectrum Scholars  

University of Delaware   
 

6. Access Plus  
Nova Southeastern University  

 
7. Transition to Healthiness, Resourcefulness, Independence, Vocation, and Education 

(THRIVE)  
University of North Florida   
 

8. Argos for Autism Program   
University of West Florida   
 

9. The Raven Scholars Program  
University of Idaho   
 

10. Students with Autism Transitional Education Program (STEP) 
Eastern Illinois University 
 

11. Transition Autism Program (TAP) 
Harper College 

 
12. The Autism Program at Ancilla College (APAC) 

Ancilla College  
 

13. Autism Resources for Career and Higher Education (ARCH) 
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Loras College  
 

14. Kelly Autism Program (KAP) 
Western Kentucky University 
 

15. Bridge to Independence  
Nicholls State University  
 

 
16. College Supports Program (CSP)  

Eastern Michigan University   
  

17. Autism Liaison Services  
Mississippi State University 

 
18. COMPASS Program 

Fairleigh Dickinson University (Metro Campus & Florham Campus)  
 
19. ENHANCE Program 

Ramapo College of New Jersey   
 

20. College Support Program (CSP) 
Rutgers University 
 

21. College Autism Transition Support (CATS) Program  
Daemen College  

 
22. Pathways And Connections (PAC) Program  

Manhattanville College   
 

23. Cornerstone Program  
Purchase College, SUNY   

 
24. Spectrum Support Program  

Rochester Institute of Technology 
 

25. ASD Affinity Program  
Defiance College 
 

26. Autism Spectrum Peer Coaching Team (ASPeCT) 
Ohio University 
 

27. Autism College Experience (ACE!) 
The Ohio State University  

 
28. Raiders on the Autism Spectrum Excelling (RASE) 
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Wright State University 
 

29. X-Path Program  
Xavier University  

 
30. Neill-Wint Center for Neurodiversity  

University of Science and Arts of Oklahoma 
 
31. Drexel Autism Support Program (DASP) 

Drexel University 
 

32. College Success Program (CSP) 
Eastern University 
 

33. Boro Autism Support Initiative for Success (BASIS) Program  
Edinboro University 
 

34. Labyrinth Center  
Indiana University of Pennsylvania  
 

35. My Place  
Kutztown University   
 

36. Autism Initiative at Mercyhurst (AIM) Program 
Mercyhurst University 

 
37. Autism Transitions for Learning Achievement and Support (ATLAS) 

Slippery Rock University   
 
38. Kinney Center ASPIRE Program 

St. Joseph’s University   
 

39. Dub-C Autism Program (D-CAP) 
West Chester University 
 

40. Spectrum Program  
Clemson University 
 

41. Strong Program  
Dakota State University  

 
42. Full Spectrum Learning (FSL) Program 

Austin Peay State University 
 
43. Mosaic  
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University of Tennessee Chattanooga   
 

44. Connecting to College (CtC) Program  
University of Houston-Clear Lake  
 

45. Mason Autism Support Initiative (MASI) 
George Mason University  
 

 
46. College Program for Students with Autism Spectrum Disorder  

Marshall University 
 

47. On Your Marq  
Marquette University 
 

48. SNC ASD Support Program  
St. Norbert College 
 

49. Student Opportunities for Career, Independent Living, and Academic Life (SOCIAL 
Gators) 
University of Florida 
 

50. BUILD Program 
University of Indianapolis 
 

51. Activate Program  
Merrimack College   
 

52. Mentoring, Organization, and Social Support for Autism/All Inclusion on Campus 
(MOSSAIC) Program  
University of Montana  
 

53. NYU Connections ASD Program 
New York University  
 

54. Supported Academics and Independent Living Services (SAILS) 
Seattle Central College 
 

55. Project CASE 
Tech University   
 

56. Autism Services Center 
Western Michigan University 

 
57. Bridges to Adelphi Program  
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Adelphi University 
 

58. College Access Navigators (CAN) 
Willamette University 
 

59. Neurodiversity Navigators  
Bellevue College  
 

60. BOND Program 
Michigan State University   
 

61. PLUS Program  
Muskingum University  
 

62. Pathfinders Program  
University of Tulsa 

 
63. College Assistance Program (CAP) 

Iona College 
 

64. Autism Advocates Program & Partnering for Achievement and Learning Success (PALS) 
Kent State University  

 
65. Oasis Program 

Pace University 
 

66. Social Interaction Group Network for ALL (SIGNA) 
University of Maryland 
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APPENDIX D 
ACCUMULATED STRESSORS SCALE (PHASE 2)  

 
Below are possible experiences related to parenting an individual with ASD. 
  
Have you EVER experienced these things (since your child’s childhood to present time)?  
 
Please indicate "yes" if you have, or "no" if you have not experienced these. Select both "yes" 
options IF you have had this experience during BOTH timeframes. 
 

 
Yes- During their 

childhood/adolescence 
(before age 18)  

Yes- During their 
adulthood (age 18 to 

present time) 
No  

1. Considered who will provide 
care when you are no longer able to ▢  ▢  ▢  

2. Considered your child’s future in 
terms of residence, employment, 

and general lifestyle 
▢  ▢  ▢  

3. Actively engaged in future 
planning decisions (including but 

not limited to guardianship, letter of 
intent, financial planning, etc.)  

▢  ▢  ▢  

4. Lacked adequate or 
understandable information about 

future planning 
▢  ▢  ▢  

5. Involvement in your own 
personal activities/events (e.g., 

hobbies, clubs) less than desired 
due to aspects of caregiving 

▢  ▢  ▢  

6. Unable to obtain relief from 
aspects of caregiving ▢  ▢  ▢  

7. Time spent with family and/or 
friends less than desired due to 

aspects of caregiving 
▢  ▢  ▢  

8. Social isolation, or exclusion, or 
loss of social supports ▢  ▢  ▢  
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Item 1 
[If childhood/adolescence only] 
 
Q1 You indicated considering who will provide care when you are no longer able to when your 
child was under 18. Was this a stressor? 

o Yes  

o No  
 
[If adulthood only] 
 
Q1 You indicated considering who will provide care when you are no longer able to when your 
child was an adult. Is this a stressor? 

o Yes   

o No   
 
[If both childhood and adulthood] 
 
Q1 You indicated considering who will provide care when you are no longer able to when your 
child was under 18 and during adulthood. Has this been 

o A stressor only during childhood/adolescence 

o A stressor only during adulthood 

o A stressor both during childhood/adolescence and adulthood 

o Not a stressor in either childhood/adolescence or adulthood 
 
Item 2 
[If childhood/adolescence only] 
 
Q2 You indicated considering your child’s future in terms of residence, employment, and general 
lifestyle when your child was under 18. Was this a stressor? 

o Yes  

o No  
 
[If adulthood only] 
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Q2 You indicated considering your child’s future in terms of residence, employment, and general 
lifestyle when your child was an adult. Is this a stressor? 

o Yes  

o No  
 
[If both childhood and adulthood] 
 
Q2 You indicated considering your child’s future in terms of residence, employment, and general 
lifestyle when your child was under 18 and during adulthood. Has this been 

o A stressor only during childhood/adolescence 

o A stressor only during adulthood 

o A stressor both during childhood/adolescence and adulthood 

o Not a stressor in either childhood/adolescence or adulthood 
 
Item 3 
[If childhood/adolescence only] 
 
Q3 You indicated actively engaging in future planning decisions (including but not limited to 
guardianship, letter of intent, financial planning, etc.) when your child was under 18. Was this a 
stressor? 

o Yes  

o No  
 
[If adulthood only] 
 
Q3 You indicated actively engaging in future planning decisions (including but not limited to 
guardianship, letter of intent, financial planning, etc.) when your child was an adult. Is this a 
stressor? 

o Yes  

o No  
 
[If both childhood and adulthood] 
 



 
 

105 

Q3 You indicated actively engaging in future planning decisions (including but not limited to 
guardianship, letter of intent, financial planning, etc.) when your child was under 18 and during 
adulthood. Has this been 

o A stressor only during childhood/adolescence 

o A stressor only during adulthood 

o A stressor both during childhood/adolescence and adulthood 

o Not a stressor in either childhood/adolescence or adulthood 
 
Item 4 
[If childhood/adolescence only] 
 
Q4 You indicated lacking adequate or understandable information about future planning when 
your child was under 18. Was this a stressor? 

o Yes  

o No  
 
[If adulthood only] 
Q4 You indicated lacking adequate or understandable information about future planning when 
your child was an adult. Is this a stressor? 

o Yes  

o No  
 

[If both childhood and adulthood] 
 
Q4 You indicated lacking adequate or understandable information about future planning  when 
your child was under 18 and during adulthood. Has this been 

o A stressor only during childhood/adolescence 

o A stressor only during adulthood 

o A stressor both during childhood/adolescence and adulthood 

o Not a stressor in either childhood/adolescence or adulthood 
 
Item 5 
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[If childhood/adolescence only] 
 
Q5 You indicated involvement in your own personal activities/events (e.g., hobbies, clubs) less 
than desired due to aspects of caregiving when your child was under 18. Was this a stressor? 

o Yes  

o No  
 
[If adulthood only] 
 
Q5 You indicated involvement in your own personal activities/events (e.g., hobbies, clubs) less 
than desired due to aspects of caregiving when your child was an adult. Is this a stressor? 

o Yes  

o No  
 
[If both childhood and adulthood] 
 
Q5 You indicated involvement in your own personal activities/events (e.g., hobbies, clubs) less 
than desired due to aspects of caregiving  when your child was under 18 and during adulthood. 
Has this been 

o A stressor only during childhood/adolescence 

o A stressor only during adulthood 

o A stressor both during childhood/adolescence and adulthood 

o Not a stressor in either childhood/adolescence or adulthood 
 
Item 6 
[If childhood/adolescence only] 
 
Q6 You indicated being unable to obtain relief from aspects of caregiving when your child was 
under 18. Was this a stressor? 

o Yes  

o No  
 
[If adulthood only] 
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Q6 You indicated being unable to obtain relief from aspects of caregiving when your child was 
an adult. Is this a stressor? 

o Yes  

o No  
 
[If both childhood and adulthood] 
Q6 You indicated being unable to obtain relief from aspects of caregiving  when your child was 
under 18 and during adulthood. Has this been 

o A stressor only during childhood/adolescence 

o A stressor only during adulthood 

o A stressor both during childhood/adolescence and adulthood 

o Not a stressor in either childhood/adolescence or adulthood 
 

Item 7 
[If childhood/adolescence only] 
 
Q7 You indicated time spent with family and/or friends less than desired due to aspects of 
caregiving when your child was under 18. Was this a stressor? 

o Yes  

o No  
 
[If adulthood only] 
 
Q7 You indicated time spent with family and/or friends less than desired due to aspects of 
caregiving when your child was an adult. Is this a stressor? 

o Yes  

o No  
 
[If both childhood and adulthood] 
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Q7 You indicated time spent with family and/or friends less than desired due to aspects of 
caregiving   when your child was under 18 and during adulthood. Has this been 

o A stressor only during childhood/adolescence 

o A stressor only during adulthood 

o A stressor both during childhood/adolescence and adulthood 

o Not a stressor in either childhood/adolescence or adulthood 
 
Item 8 
[If childhood/adolescence only] 
 
Q8 You indicated experiencing social isolation, or exclusion, or loss of social supports when 
your child was under 18. Was this a stressor? 

o Yes  

o No  
 
[If adulthood only] 
 
Q8 You indicated experiencing social isolation, or exclusion, or loss of social supports when 
your child was an adult. Is this a stressor? 

o Yes  

o No  
 
[If both childhood and adulthood] 
Q8 You indicated experiencing social isolation, or exclusion, or loss of social supports  when 
your child was under 18 and during adulthood. Has this been 

o A stressor only during childhood/adolescence 

o A stressor only during adulthood 

o A stressor both during childhood/adolescence and adulthood 

o Not a stressor in either childhood/adolescence or adulthood 
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Below are possible experiences related to parenting an individual with ASD.   
 
Have you experienced these things since your child with ASD entered adulthood (age 18 to 
present time)? 
 
Please indicate "yes" if you have, or "no" if you have not experienced these. 
  

 Yes  No 

1. Navigating new systems/services for adults (e.g., 
vocational rehab, supported employment, mental 

health, disability services, other agencies) o  o  
2. Loss of entitlements, services, or resources  o  o  

3. Balancing their autonomy and my 
involvement/support o  o  

4. Determining appropriate living situation o  o  
5. Appropriate adult ASD services and/or 

interventions are not available o  o  
6. More services for my adult are needed 

(including but not limited to employment, mental 
health, life skills services, day programs, etc.)  o  o  

7. Unable to obtain desired services due to adult’s 
level of functioning o  o  

8. Lack of social outlets for my adult child  o  o  
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You indicated you have experienced the following at some point during your child's adulthood 
(age 18 to present time). Of these experiences you have had, please select all experiences that 
were stressors for you: 

▢ Navigating new systems/services for adults (e.g., vocational rehab, supported 
employment, mental health, disability services, other agencies) (1)  

▢ Loss of entitlements, services, or resources (2)  

▢ Balancing their autonomy and my involvement/support (3)  

▢ Determining appropriate living situation (4)  

▢ Appropriate adult ASD services and/or interventions are not available (5)  

▢ More services for my adult are needed (including but not limited to employment, mental 
health, life skills services, day programs, etc.) (6)  

▢ Unable to obtain desired services due to adult’s level of functioning (7)  

▢ Lack of social outlets for my adult child (8)  
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APPENDIX E 

IRB APPROVAL LETTERS 
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