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Abstract 

In an earlier qualitative study featuring interviews with 12 young adults with autism spectrum 

disorder (ASD) and 35 parents of young adults with ASD, participants raised a number of 

school-related issues having impacts lasting into adulthood. These included delays in ASD 

diagnosis; appropriateness of school-based supports and interventions; social isolation at school; 

whether a student was bullied and whether this was addressed; quality of transition support 

provided; and preparation for life after high school in terms of life skills, social skills, and self-

advocacy. The current study will enrich and expand these findings by adding interviews with 

approximately 15 educators from the same geographic area who have worked with children or 

teenagers with ASD. Young adult, parent, and educator interviews will be analyzed together 

using the constant comparative method to identify common or contrasting themes and insights. 

The focus will be on what has gone right (or wrong) for students with ASD during the school 

years, and with what lasting consequences. It is anticipated that findings will illuminate both 

successful school-based practices and urgent problems affecting students with ASD, suggesting 

avenues for future research while empowering individuals with ASD, parents, and educators to 

advocate for change. 

 

Background 

It often seems that there is an artificial line drawn between child- and adult-focused 

autism research. On one side, and receiving the majority of attention, is research directed at the 

years of early assessment and intervention, both in healthcare settings and at school. On the other 

side, and receiving far less consideration, is research on adult outcomes (Volkmar, Reichow, & 

McPartland, 2014; Howlin, 2013). Less explored yet is any link between school-based practices 

or attitudes and adult outcomes for those who went through school with an autism label. The 

purpose of this study is to identify school system-related issues affecting the long-term success 

of students with autism spectrum disorder (ASD) as described by young adults on the autism 

spectrum, their parents, and educators. As such, it links two Organization for Autism Research 

(OAR) areas of interest: "analysis of systems of service delivery" and "adult issues." 

 

Young Adult Outcomes: A Discouraging Picture 

The limited available research on post-high school outcomes demonstrates that young 

adults with ASD are often worse off than those in other disability categories. They are less likely 

to live independently compared with young adults with intellectual, learning, or emotional 

disabilities (Anderson, Shattuck, Cooper, Roux, & Wagner, 2014) or who otherwise use state 

developmental disability services (Hewitt et al., 2017). They are less likely to have ever worked 



for pay and have significantly lower wages than those with other learning or developmental 

disabilities (Roux et al., 2013). When it comes to receiving services, 39.1% receive none at all in 

the first two years after high school (Shattuck, Wagner, Narendorf, Sterzing, & Hensley, 2011). 

Finally, even if highly educated, their quality of life is more compromised than that of equally 

educated adults diagnosed in childhood with psychiatric conditions such as disruptive behavior 

or affective disorders (Barneveld, Swaab, Fagel, van Engeland, & de Sonneville, 2014). 

 

Research Challenges: Adults with ASD 

Perhaps due to the complexity of the problem, there have been limited attempts to 

identify the circumstances underlying these discouraging statistics. First, there is the diversity 

encompassed by the autism spectrum itself. Young adults with ASD differ in terms of cognitive 

ability, level of social functioning, and number and type of co-occurring conditions (e.g., 

seizures, anxiety). They may have been diagnosed at different ages and have different 

intervention histories. At this point, there is no consensus regarding how to categorize them into 

meaningful subgroups. Second, partly because of this diversity, paths at transition are varied and 

difficult to assess. Some may attempt postsecondary education while others try to access 

employment or seek out day services. Which of these end up important to a young adult's daily 

experience is dependent upon many factors, including his or her ASD profile. For a family, 

coordinating services across a web of different organizations is both complicated and confusing. 

Summarizing the situation, Shattuck et al. (2012) stated that existing research "does not reflect 

the demographic or impairment heterogeneity of the population, the range of services that adults 

with autism require to function with purposeful lives in the community, and the need for 

coordination across service systems and sectors" (p. 284). 

 

Our Approach and Previous OAR-Funded Work 

In our previous work, funded by OAR and the A. J. Drexel Autism Institute, we focused 

on understanding what is actually happening as young adults with ASD leave high school and 

begin their adult lives. We conducted in-depth interviews with 35 parents representing 36 young 

adults. (One family had two sons on the spectrum.) In 12 instances, the young adult with ASD 

was also interviewed. We intentionally recruited families with young adults from across the 

autism spectrum. Interviews were openended, avoiding any premature narrowing of topics based 

on researcher assumptions. 

Participants were invited to share what they felt was relevant about their experiences 

surrounding transition and young adulthood. They responded with enthusiasm, detailing multiple 

aspects of their current lives and histories. 

Based upon these accounts, we have published both on the barriers students with ASD 

face at college (Anderson & Butt, 2017) and on the challenges families encounter as they seek 

adult services (Anderson & Butt, 2018). We are currently analyzing data on pre-employment and 

employment experiences of these young adults. In every case, the goal is to reveal what is adding 

to or detracting from the success of young adults with ASD as well as to propose solutions that 

address identified barriers. 

 

An Unexpected Insight: The Role of the Schools in Long-term Outcomes 

An additional and unanticipated topic has now emerged from these interviews: the role 

school systems play in long-term outcomes of young adults on the autism spectrum. This extends 

far beyond academic achievement or lack of it. Both young adults and parents spontaneously 



described nonacademic experiences in the schools they felt had contributed to or hindered adult 

success. Some of the topics touched upon such as degree of satisfaction with a school's 

facilitation of transition planning were foreseeable. Others were surprising, reflecting much 

earlier experiences that young adults and families viewed as significant. These ranged from the 

downstream consequences of a delayed diagnosis to under addressed skills (e.g., social skills, life 

skills, coping skills) to trauma resulting from prolonged bullying. For example, the mother of a 

23-year-old worried that the school's practices had negative long-term effects: 

"We spent 12 years -- more actually -- in school. They paid for a special assistant to sit 

next to him the entire time. That really did not help. There has to be a different way to teach 

these kids" That actually taught him to not do things for himself. It did not teach him 

independence. It taught him to be dependent. It was learned helplessness." 

Speaking of her cognitively able son who had psychiatric issues towards the end of high 

school, another mother said: 

"He was so close to being able to get a diploma. If we had had more support from the 

school and understood more" looking in hindsight, I'm sure that if he had special tutoring or 

whatever, he would have been successful in getting a diploma." This mother viewed the school's 

lack of willingness to offer alternatives, to provide support so her son could graduate, as partly 

responsible for her son's floundering in the years since. "All of these things, they're like a 

snowball," she said. "Like a terrible snowball." 

 

What Happens at School: Intersecting Relationships and Systems Impact Outcomes 

It is undeniable that what happens at school has a direct impact on students, families, and 

educators alike. Some school-related issues are individual: a specific teacher's competence or a 

specific family's approach to Individualized Education Program (IEP) meetings. Clearly, such 

individual-level matters can influence student success. For instance, research has demonstrated 

that a reduced sense of teacher personal accomplishment (i.e., burnout) is "negatively and 

directly related to achievement of long-term IEP outcomes for students" (Wong, Ruble, Yu, & 

McGrew, 2017, p. 421). At the same time, such issues do not exist in a vacuum. Individual and 

teacher/student or teacher/family issues influence and are influenced by systemic, organizational 

ones, from the underfunding of special education (Litvinov, 2015) to school climate. The latter 

includes elements such as norms, values, teaching and learning practices, and fragmented vs. 

shared organizational vision (Cohen, McCabe, Michelli, & Pickeral, 2009; Thapa, Cohen, 

Guffey, & Higgins-D'Allesandro, 2013). Such factors can be critical. For example, Hosford and 

O'Sullivan (2016) found teachers felt empowered and capable of effectively facilitating inclusion 

when school climate was positive. 

While young adults with ASD and their families have insights into issues students with 

ASD face at school, educators embedded there surely have a deeper understanding of school-

based dynamics on multiple levels, as well as how these effect both short- and long-term 

outcomes for their students with ASD. It is important to draw upon those insights. 

 

Leveraging Existing Data, Enriching Findings 

We propose to enrich our existing interview data by adding the voices of educators to 

those of parents and young adults. Our aim is to reveal what practices and dynamics within 

school systems educators, families, and young adults view as having a positive or negative long-

term impact on the lives of those with ASD. In qualitative research terms, we will be 

"triangulating" our data (Lincoln & Guba, 1985), that is, including the perspectives of 



stakeholders with different points of view to enhance the credibility of findings. There is good 

reason to expect that adding educators' views will result in richer and more powerful results. 

First, previous literature has captured strong educator opinions on issues affecting students with 

ASD in the short term. These include challenges faced by students with ASD at school 

(Kucharczyk et al., 2015; Hedges et al., 2014) and what is needed to make inclusion work (Able, 

Sreckovic, Schultz, Garwood, & Sherman, 2015; Sansosti & Sansosti, 2012). 

Second, many of the concerns raised by parents and young adults in our interviews have 

been echoed by educators enrolled in our university's graduate program in Autism Studies. We 

have long been exposed to the heartfelt views of general and special education teachers, 

guidance counselors, and school-based therapists (e.g., OTs, SLPs) on issues affecting children 

and teenagers with ASD during the school years and beyond. It is reasonable to anticipate that 

educators recruited for research will likewise be able to describe what is going well or poorly in 

the schools for students on the autism spectrum. 

What is unique about the proposed study is the intention to add the perspectives of 

educators to those of parents and young adults with an emphasis on long-term outcomes, not just 

performance during the current school year or readiness for graduation/transition. As school 

system insiders, educators will be able to describe what enables or constrains them from 

providing services students with ASD need, and with what enduring consequences. Our ultimate 

aim is to illuminate what school practices, policies, or attitudes may contribute to or detract from 

the lifelong success of young adults on the autism spectrum. 

 

A Qualified Research Team 

Drs. Anderson and McNicholas share a passion for research dedicated to improving the 

lives of those with disabilities. Dr. Anderson, a previous OAR grant awardee, has focused her 

research on what is happening to young adults with ASD post high school, with recent 

publications on challenges faced at college (Anderson & Butt, 2017) and accessing services 

(Anderson, Lupfer, & Shattuck, 2018; Anderson & Butt, 2018). As the Director of the Towson 

University Post Baccalaureate Certificate Program in Autism Studies, she teaches educators 

interested in autism and is constantly exposed to issues occurring in the schools. The same can 

be said of Dr. McNicholas whose past research has focused on peer victimization of children 

with disabilities at school. Both are experienced qualitative researchers, with complementary 

backgrounds in the social sciences/clinical family therapy (Dr. Anderson) and psychology/health 

promotion (Dr. McNicholas). Both are sensitive interviewers and keen observers who can make 

meaningful connections between individual, family, and larger social systems. They will be 

supported by Towson University with the qualitative software (Atlas.ti) and general office 

infrastructure (e.g., computers, printers, supplies) they need to conduct this effort. 

 

Methodology 

We propose herein to build upon an existing project based upon interviews with parents 

of young adults with ASD and, in some cases, the young adult him- or herself. The overall 

project is solidly in the qualitative realm: it is inductive and exploratory, using the first-hand 

accounts of participants to note overarching experiences and themes with regard to a number of 

subjects (e.g., postsecondary education, adult services). It is an approach well suited to 

addressing topics that have been little investigated because it permits a first look at what is 

happening to certain groups in certain circumstances and illuminates common challenges or 

strengths. Furthermore, we take a grounded theory approach. Our intent is not just to bring the 



authentic experiences of interviewed individuals to light, but to consider whether collective 

themes are emerging, to compare and contrast different groups' views and challenges, and to 

make connections between these and larger social forces. According to Charmaz (2005), 

grounded theory can be used "to analyze relationships between human agency and social 

structure that pose theoretical and practical concerns in social justice studies" (p. 508). It should 

be stated here that questions involving people with disabilities in general and ASD in particular 

we do indeed view as social justice issues. A grounded theory approach is intended to explain 

what is happening, imply solutions to problems, and generate hypotheses to inform future 

research. 

For a family to take part in the original study, their young adult had to have a current 

ASD diagnosis and have left high school within the last 15 years. Thirty-five families 

representing 36 young adults, all from Maryland or Washington DC, were recruited through mid-

Atlantic autism advocacy and community organizations. In some instances, families learned of 

the study from acquaintances who had participated and decided to participate as well. In-depth 

interviews lasting about 90 minutes were conducted with one or both parents. When couples 

participated, they were interviewed together. When a young adult with ASD wished to 

participate, he or she was interviewed separately. Most interviews took place in families' homes. 

These were unstructured so that participants could explain whatever they liked about their 

journey with autism, but with an emphasis on what had happened as the end of high school 

approached and then passed. A typical question was: "What has it been like for your 

son/daughter since he/she left high school?" 

Much of the autism spectrum was represented. Indeed, in our recent paper on services 

and young adults with ASD, we described the subgroups that emerged from this sample 

(Anderson & Butt, 2018, p 4). Avoiding the use of problematic terms like "low- or high-

functioning" we based each on three elements: 1) level of support needed, 2) cognitive ability, 

and 3) common life-affecting challenges that went beyond "just autism." The five resulting 

groups were: 

• VSS-ID/I: Requires very substantial support; has intellectual disability (ID) plus 

intense, interfering behaviors (e.g., elopement, aggression); these were sometimes linked 

to a psychiatric issue such as obsessive compulsive disorder (OCD) (n = 5) 

• VSS-CA/I: Requires very substantial support; cognitively able (CA) but with intensive 

current psychiatric needs; may be in 24/7 residential psychiatric treatment, a group home 

with special support, or in parent's home with severe psychiatric issues (n = 

3) 

• SS-ID: Requires substantial support; ID with few interfering behaviors (n = 9) 

• SS-CA/NP: Requires substantial support; CA with neuropsychiatric issues from 

learning disabilities to anxiety (n = 16; 6 have a history of inpatient hospitalization or 

suicidality) 

• S-CA: Requires support; CA with no reported neuropsychiatric issues (n = 3) 

 

Capturing the diversity of the spectrum has permitted a nuanced, in-depth exploration of 

what is happening to young adults with ASD post high school with regard to services, and should 

likewise provide insights into school-based issues that families and young adults with ASD 

believe have effects that last into adulthood. Families have already shared their thoughts on this. 

We now propose to add the insights of educators who have worked with children, teens, or 



young adults with ASD. This will enrich analysis of existing data on this topic by including a 

third group's perspectives on it, as will be discussed under "A Word About Rigor," below. 

As before, regional autism advocacy organizations and professional networks will be 

asked to spread word of the study to educators who may qualify to participate. To take part, a 

person will need to be a general educator, special educator, or guidance counselor who has 

worked with a student on the autism spectrum during the past 5 years. The intent is to insure that 

these individuals have had regular contact with students with ASD, not occasional encounters. 

Indeed, we decided not to pursue those with intermittent roles (e.g., school psychologists, IEP 

chairs) or who may have less training or understanding of students' needs (e.g. 

paraprofessionals). The insight of such groups is unlikely to be suitable, especially alongside 

those of young adults with ASD and their families. In addition participants will have to be (or 

have been) employed by a public school or non-public school (NPS) funded by the public school 

system. They will also have to be fluent speakers of English (so we are certain we understand 

what they have to say). Those who are or have been employed by a private (i.e., family-funded) 

school will not be eligible to participate. Note that there is no requirement that students have 

certain ASD characteristics or be at a certain level of functioning. As with the earlier study, our 

intention is to cast a wide net with regard to the diversity of the autism spectrum. 

Based on past experience, and for the purposes of budgeting, we estimate that we will 

achieve "saturation" (Corbin & Strauss, 2015, p. 139)"”the point in a qualitative study where no 

new themes are emerging with 15 educator interviews. Of course, if saturation is not achieved at 

that point, we will continue to recruit until it is. (PI compensation will be reduced as needed to 

cover additional participant "thank you" gift cards, mileage to interviews, etc.) 

Typical questions for this group will be: 

• "What has it been like for you to teach children, teens, or young adults on the 

autism spectrum? What has been rewarding? What has been a challenge?" 

• "What has gone very well for your students on the autism spectrum at school? 

What are you proud of? What has not gone as well? What has contributed to good vs. 

poor experiences or outcomes in the short and long term? 

Once again, participants will be interviewed wherever is most comfortable for them: in their 

home, a private meeting room in a public library, or other private space. Considering that some 

of the topics covered may be quite sensitive, educators will be encouraged not to be interviewed 

at their workplace. They will receive a $25 "thank you" gift card for sharing their insights with 

us. Interviews will be digitally recorded. Consent documents will explain to participants that all 

they share is confidential; that there are mechanisms in place to keep their information secure; 

and that any quote that might be used in an eventual publication will be de-identified, that is, 

pseudonyms will be used and any other identifying information altered. 

 

Evaluation 

Project data will consist of answers to a brief pre-interview questionnaire and deidentified 

interview transcripts. The questionnaire will provide information regarding a participant's role in 

the schools, grade level(s) taught, years working with students with ASD, and other relevant 

details, including demographics (e.g., educator age, gender). (See "Study Support Material" for a 

copy of the Educator Pre-interview Questionnaire and Sample Interview Questions.) In 

accordance with our grounded theory approach (Corbin & Strauss, 2015), interviews will next be 

analyzed using the constant comparative method (Glaser, 1965; Boeije, 2002). Both investigators 

will use Atlas.ti software to begin a detailed examination of interview transcripts. This software 



permits us to load all such transcripts into a common system, marking passages with similar 

content in a process called "coding." 

This process takes place on several levels, in an iterative fashion. One is perpetually 

questioning emerging codes, themes, and categories as more interviews are added. The first four 

interviews may hint at certain themes, for example, while the fifth adds entire new dimensions 

that force the researchers to rethink those initial schemas. As more and more interviews are 

reviewed, an ever more complex and complete picture emerges. The first stage is "Open 

Coding," where both researchers independently mark transcripts with preliminary codes. For 

example, we might notice in reviewing the transcripts that several participants mentioned lack of 

support from school administrators for a teacher trying to help a student with ASD. We would 

then develop a code "Lacks Admin Support" and independently mark every passage in the 

transcripts that reflects such a situation. If we differ in the code(s) we have assigned to a passage, 

we will debate this until an agreement on the most appropriate code(s) is reached. It is at this 

early stage that we will also add school-focused young adult and parent material from earlier 

interviews. (One advantage of the Atlas.ti software is it permits us to ask the system to create a 

document from all young adult and parent passages already marked with a code "School Issues," 

in this case.) We anticipate that some codes will belong to young adults alone, some to parents 

alone, some to educators alone, and others to all groups. 

At the same time we are undertaking this, we will also be discussing possible connections 

between codes, a parallel process called "Axial Coding." For example, we may begin to suspect 

relationships between certain codes, or certain codes may begin to cluster into larger topics or 

themes. Perhaps educators who report they lack administrative support also say they don't have 

adequate resources, or they have been silenced when they wanted to tell a parent they'd noticed 

"red flags" for ASD. A number of codes may begin to coalesce into a theme, perhaps "Negative 

School Climate." We will constantly revise these as additional material is incorporated - hence 

the term "constant comparative method." Finally, in a process called "Selective Coding," we will 

begin to make sense of these themes, putting them into context within the larger reality of which 

our participants' experiences are a part. This is where the "theorizing" happens, as we propose 

that certain groups face certain challenges, or that certain practices have certain likely outcomes - 

all questions open to further study. Of greatest interest will be school-based practices, policies, 

and attitudes that appear to be helping or hurting students with ASD in the long-term. 

Though this approach may sound simple, in practice it is a painstaking and labor 

intensive process demanding deep engagement by researchers who have been made privy to the 

fears, worries, suffering, hopes, and triumphs of the participants. Moreover, it demands an ability 

to tie all of these elements to larger systems and processes, and to find the patterns in masses of 

textual data. It is as though each small experience of each participant is a piece of glass in a 

kaleidoscope. We assign colors ("codes") to those pieces, adding ever more, and turning the 

barrel again and again until the most compelling pattern emerges. This is a very specific skill, 

and one we have demonstrated in previous research and publications. 

 

A Word about Rigor 

A number of approaches will be incorporated to increase the study's rigor or, as it is 

called in qualitative research, "trustworthiness" (Lincoln & Guba, 1985). To achieve "credibility" 

which is akin to internal validity in the quantitative realm, we will follow some of their key 

recommendations. First, we will perform "member checking," that is participants will be asked to 

review the transcript of their interview to verify that it matches what they believe they said and 



meant. If they object to what a transcriber heard and typed, we will make corrections. Second, 

we will "analyze negative cases," persistently questioning whether material fits emerging themes 

and refining these with each interview. We provided an example of this in our paper on adult 

services: "Based on early interviews it was hypothesized that individuals with ID would find 

existing service systems more compatible with their needs than CA individuals. Then cases arose 

where a young adult with ID had difficulty accessing services, forcing both emergent themes and 

the hypotheses undergirding them to evolve." (Anderson & Butt, 2018, p. 3) 

Third, the addition of educators' voices to those of young adults with ASD and their 

parents will permit us to "triangulate" our data. The aim here is to confirm that more than one 

group is reporting an issue. For example, if all groups report issues with delays in obtaining an 

ASD diagnosis and then receiving appropriate supports at school, credibility is enhanced. Fourth, 

knowledgeable colleagues will be asked to review and critique the analysis and findings in order 

to identify any bias,” a practice known as "peer debriefing." "Transferability," which is parallel 

to external validity in the qualitative realm, will be achieved by providing a "thick" description 

of our participants and their settings. Though no universal claims about young adults with ASD, 

their families, and teachers can be made based on qualitative data from a certain locale, 

providing informative details about the context in which findings were discovered will help other 

researchers gauge to what extent they may apply in another setting. 

 

Outcome Recommendations 

There is a stark lack of knowledge about autism-focused practices and attitudes in the 

schools, let alone the consequences of these as students with ASD grow, graduate, and go on to 

live their adult lives. It is essential to determine if there are key school system-based issues 

associated with positive or negative outcomes for students with ASD and their families not just 

in the short-term, but also in the long-term. This is not only important to future research and 

policy, but also to advocacy. 

Thanks to OAR's previous support, we already possess rich accounts of school-based 

issues from both parents and young adults with ASD. Adding the experiences of educators 

shepherding such students through school is also important. What they need, what frustrations 

they face, and how empowered they feel will influence to what extent they are able to support 

students with ASD and their families. Moreover, as insiders they likely possess insights not 

available to young adults and families. 

Prior to conducting the study, its findings cannot be determined. Nevertheless, there are a 

number of reasons to anticipate that meaningful findings will result. The existing literature on the 

education of children and teenagers with ASD demonstrates that teachers interviewed in private 

settings are willing to share sensitive truths about what occurs at school. Meanwhile, the insights 

of educator graduate students studying autism at our university, and the young adult and parent 

interviews already conducted, lead us to believe we will be able to identify essential school-

based issues affecting adult outcomes, many of which will be immediately actionable. Topics 

raised by young adults and parents, as well as our educator graduate students, include: 

1. School-based issues that delay an ASD diagnosis and/or lead to lost opportunities for 

intervention. As a place full of individuals trained in child development, and where children 

spend most of their non-family time, schools should play a major role in identifying signs of 

ASD. We have heard repeated accounts of delays in diagnosis, refusal to accept diagnoses made 

by medical and mental health professionals, and use of a narrow "educational diagnosis" that 

declares "no educational impact" means "not ASD as far as the school is concerned." (This 



especially effects cognitively able students with ASD, even if they have major life-affecting 

behavioral and social challenges.) There have also been reports from educators of pressure not to 

mention signs of ASD because "this county already has too many of those." Anticipated 

Recommendation: It is important to illuminate any school-based issues that delay diagnosis, with 

an emphasis on the consequences of that delay throughout the school years and into adulthood. 

An understanding that these issues are occurring regularly, and are not just one family's or 

educator's experience, will empower families and dedicated educators to argue on behalf of a 

child in a specific case and to fight for change more generally. 

2. School focus on the wrong skills to the detriment of adult functioning. Frustration has 

been expressed that the attention paid to academic and life, coping, self-advocacy, or social skills 

is often out of balance for both the cognitively able and those with ID. Students may therefore 

arrive at adulthood ill prepared for next steps. Some have expressed concern about one-on-one 

aides who do too much for students, resulting in long-term dependency. Anticipated 

Recommendation: A serious examination of the balance of academic, life, coping, self-advocacy, 

and social skills instruction students with ASD receive is called for. Shining a light on gaps and 

imbalances with impacts lasting into adulthood is the first step in ameliorating these. 

3. School-based practices that lead to unaddressed social isolation and bullying. One of 

the chief worries expressed by young adults, parents, and educators alike is the small amount of 

attention paid to nurturing friendships and integrating children with ASD into the life of the 

school. This is not only a failure of the principle of inclusion, but has dire consequence: a lack of 

friends and social isolation puts a child with ASD at high risk for peer victimization. When that 

bullying occurs, it has lasting impacts, adding to the struggles of young adults with ASD. 

Anticipated Recommendation: In order to challenge typical school practices it is important to 

highlight the lasting effects on children with ASD when insufficient effort is made to integrate 

them into the life of the school, nurture peer relationships, and prevent or address bullying. 

4. School-based practices that result in inadequate or unfulfilled IEPs or transition plans. 

Many have expressed disappointment with poorly designed or incompletely implemented IEPs 

and transition plans. Some plans are poorly crafted, focusing on the wrong things; others are 

excellent on paper but not carried out. Whether a student is directed at the wrong goals or 

making no progress on the right ones, time and opportunity are lost. Like delayed diagnosis or 

unaddressed skills deficits, with which this topic overlaps, inadequacies in these processes have 

lasting effects. Anticipated Recommendation: Documenting where IEP or transition plan 

processes have gone wrong, and with what long-term consequences, has the potential to guide 

efforts at reform. 

Our intention is to highlight which practices, attitudes, and beliefs in schools have an 

enduring effect on outcomes for students with ASD and what can be done to improve the 

situation. We hope to convey this information not only to other researchers who can further 

investigate identified issues, but also to young adults, families, and educators on the front lines of 

change. Within our findings, two important concepts will certainly appear. First: these 

experiences are not individual, but collective. Second, taking a longer view is essential; 

outcomes must be part of the conversation as discussed by researcher David Mandell (2014) in a 

presentation to the Autism Science Foundation, Why Autism Interventions Fail in School. He 

pointed out that individual parents fighting individual battles are unlikely to bring about systemic 

change: "If we do this due process hearing by due process hearing, we will never get it done." He 

also noted that even class action lawsuits have focused overwhelmingly on identification, 

assessment, and monitoring, not outcomes. 



 

Practical Relevance 

The study is uniquely configured to explore not just how school practices affect a child 

with ASD in the moment, but long after school exit. Such matters are of critical importance to 

individuals with ASD and their families. Life at school is a major part of any child or teen with 

ASD's existence. Parents are likewise affected by how school is going for their child with ASD. 

This is especially the case when it is going poorly and they must deal with a distressed child or 

teen and the strain of advocating at a school where a lone parent may face half a dozen school 

representatives across the IEP table. If issues are unresolved, they will also have to cope with 

eventual outcomes such as impaired functioning due to a delayed diagnosis and years of missed 

intervention; anxiety and social reticence made worse by bullying; and under addressed social 

skills and their consequences at college or in the work place. 

Our hope is that our eventual findings will encourage families and educators alike to take 

a long-range view, empowering them to heighten the importance of current practices by being 

able to link them with adult outcomes. We have noticed that when educators enrolled in our 

Autism Studies graduate program learn about the dearth of adult services, and how poorly some 

young adults with ASD fare after high school's end, they are shocked. This shifts their 

perspective entirely, making them think about what they want for their students in adulthood 

even if their students are 4 years old. We hope to encourage such a shift as well as build 

awareness that most issues go beyond one individual child's case. 

The practical information we hope the study will convey parallels key anticipated 

findings: 

• School-based issues or practices that delay an ASD diagnosis and/or lead to lost 

opportunities for intervention. Being able to describe adult impacts will assist families 

and teachers advocating that a child be expeditiously diagnosed and receive needed 

interventions as soon as possible. 

• School focus on the wrong skills to the detriment of adult functioning. Being 

able to point to the abiding effects of this in adulthood will arm advocates arguing for 

changes to the academic program and IEP goals of students with ASD who are missing 

indispensable skills (e.g. social skills training). 

• School-based practices that lead to unaddressed social isolation and bullying. 

Knowledge of the lingering effects of such issues will empower those worried about a 

child's isolation and victimization to insist on rapid action to integrate the child into the life of 

the school and protect him or her from bullying. 

• School-based practices that result in inadequate or unfulfilled IEPs or transition 

plans. Evidence of long-term challenges caused by lost opportunities for building on 

strengths, ameliorating weaknesses, and creating well-designed plans, annually and at 

transition, will help advocates insist on meaningful goals or plans, faithfully fulfilled. 

• Success stories that highlight school practices or attitudes that have positive 

short- and long-term outcomes for students with ASD. These should be identified and 

described so that such success can be replicated. 

To us it is crucial that any findings resulting from the proposed effort are shared in a 

family-friendly and useable way with the autism community, educators, school administrators, 

and those responsible for school policy. After publication of a paper on young adults with ASD 

at college, Dr. Anderson (2018) wrote a blog for Higher Education Today that presented the gist 

of the article in a format useful for individuals with ASD and their families as well as university 



faculty and administrators. When this study's findings come to fruition, we will seek similar 

opportunities to insure that they reach the people who can benefit from them the most. 
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