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Figure 1. DSM- 5 Diagnosis Specifications

The new DSM-5 diagnostic criteria are in alignment with what is, thus far, known,
or perhaps not known, about ASD, particularly the elimination of subtypes. There have
been repeated studies and discussions as to where the boundaries of previously identified
subtypes lie with findings leading to the unreliability in assigning diagnosis (Grzazinkski,
Huerta & Lord, 2012; Lai, 2013; Ozonoff, 2013). While the subtype diagnosis is not
reliable, the diagnosis of ASD does seem to be consistent. Prior to the release of the
DSM-5, studies were conducted to determine if those identified under Autism disorder,
Asperger’s Syndrome and PDD NOS criteria from DSM-1V would qualify under DSM-5.
Findings indicate that there is close alignment (Grzazinkski, Huerta & Lord, 2012; Lai,

2013; Ozonoff, 2013). To support the transition from subtypes to ASD, the following
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instructive statement is found in the DSM-5. “Individuals with a well-established DSM-
IV diagnosis of AD, Asperger, or PDDNOS should be given the diagnosis of ASD” (P.
51).

In addition to the clinical diagnosis, students (prior to college) may be determined
to be eligible for Special Educations services under the category of autism if they meet
the following criteria under IDEA 2004 (U.S. Department of Education, 2004).

(1) Autism means a developmental disability significantly affecting verbal and

nonverbal communication and social interaction, generally evident before age

three that adversely affects a child's educational performance. Other stereotyped
movements, resistance to environmental change or change in daily routines, and
unusual responses to sensory experiences.

(i) Autism does not apply if a child's educational performance is adversely
affected primarily because the child has an emotional disturbance, as defined in
paragraph (c)(4) of this section.

(ii1) A child who manifests the characteristics of autism after age three could be

identified as having autism if the criteria in paragraph (c)(1)(i) of this section are

satisfied.

An individual may have a medical diagnosis (using DSM 5) and not meet the
educational criteria and vice versa; a student may meet the criteria under IDEA but not
have a medical diagnosis. As noted above, SPED services under IDEA end upon exiting
secondary education, however documentation of such services is one way of providing an
IHE with verification of disability required to receive accommodations. A well-

developed Individual Education Program (IEP) may serve as a blue print for the initial
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accommodations and support services at the IHE (VanBergeijk & Volkmar, 2008). In
addition to the IEP, as part of the transition to postsecondary life, IDEA also mandates
that a Statement of Performance (SOP) be completed during the final year in secondary
education (IDEA1414(c)(5)(B)(ii)). While the SOP must contain a summary of academic
achievement and functional performance, there is no specificity regarding the scope or
depth of the information to be included in the SOP (IDEA1414(c)(5)(B)(i1), 2004;
Association for Higher Education and Disability, 2017; Shaw, Keenan, Madaus &
Banerjee, 2010). As with a well-developed IEP, the SOP, if comprehensive, can serve as
blueprint for an IHE in determining reasonable accommodations if the student qualifies
under the Section 504 and ADA (AHEAD, 2017; Shaw et al., 2010).

Prevalence. It is estimated that there are 1.5 million individuals diagnosed with
ASD in the United States, with 80% being children (“Advanced Futures for Adults with
Autism”, 2015). It is estimated that 50,000 students with ASD will reach adulthood, each
year and be exiting the public education system. This is referred to as the “autism
tsunami” (Sarris, 2014).

The Center for Disease Control (CDC) estimates that 1 in 68 children (4.5 times
as many boys) 1 in 42 as girls, 1 in 189 have been diagnosed with ASD based on data
collected in 2012 at 11 CDC data collection sites (CDC, 2016). CDC data collection
shows there was a continual increase in diagnosis of ASD since their data collection
started in 2000, when the estimate was 1 in 150, until 2010 when the estimate was 1 in
68. The 2012 cycle of data collection indicated a leveling off, with the rate of diagnosis
remaining steady at 1 in 68 (CDC, 2016). (See CDC Identified Prevalence of Autism

Spectrum Disorder Chart 1 below.)
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Table 1. Identified Prevalence of ASD

Identified Prevalence of Autism Spectrum Disorder

ADDM Network 2000 — 2012
Combing Data from All Sites

Surveillance Year Birth Year Number of ADDM  Prevalence per 1,000 This isabout 1 in X
Sites Reporting Children children...

(Range)

2000 1992 6 6.7 1in 150
{4.5-9.9)

2002 1994 14 6.6 1in 150
(3.3-10.6)

2004 1996 8 8.0 1in125
(4.6-9.8)

2006 1998 11 9.0 1in110
(4.2-121)

2008 2000 14 11.3 1in88
(4.8-21.2)

2010 2002 11 14.7 1in68
(5.7-21.9)

2012 2004 1ht 14.6 1in68
(8.2-24.6)

Fombone (2012), who has been studying the prevalence of ASD for more than 20
years, asserts that the “broadening of the concept, the expansion of diagnostic criteria, the
development of services, and improved awareness of the condition have played a major
role in explaining this increase, although it cannot be ruled out that other factors might
have also contributed to that trend” (Singer, 2012).

In addition to the continuing increase in prevalence, there has also been a shift in
the characteristics of individuals being diagnosed with ASD. One such shift, which
directly relates to the need for support in IHEs, is the increase in the percent of
individuals who are diagnosed with ASD and have average to above average intellectual
ability. Since the CDC has been measuring prevalence rates of ASD the rate of

individuals with ASD who do not have the comorbid condition of Intellectual Disability
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has steadily increased (CDC, 2015). Previously, the comorbidity of ASD and intellectual
impairment was estimated to be 70% to 80% (California Department of Developmental
Disability Services, 2007). Recent data from CDC (2015), indicates that 46 % of
individuals diagnosed with ASD have average to above average 1Q (CDC 2015).
Predicament of ASD in day-to-day lives at an IHE. The diagnostic criteria of
ASD are presented above. However, this clinical description does not portray the
predicament of navigating the day-to-day experiences of an IHE with ASD (Wolf,
Thierfeld, Brown & Bork, 2009). What it does indicate is that this disorder is highly
variable in nature, hence, spectrum disorder (APA, 2013). ASD is a very individualized
disorder: no two people are affected in exactly the same way (Gelbar, Smith & Reichow,
2014; Wolf, Thierfeld Brown & Borg, 2009). Each individual manifests different
patterns of strengths and challenges (Roux et al., 2015; Wolf , Thierfeld Brown & Bork,
2009). The diversity among individuals with ASD further increases when other
individual intrinsic factors are considered, that include personality, life experience and
comorbid conditions. It is these intrinsic factors of the student with ASD, in combination
with extrinsic factors at the IHE, and societal influences that contribute to each student’s
day-to-day experience with ASD, or in Shakespeare’s (2014) term, predicament. ASD is
a lifelong neurodevelopmental disorder that is present throughout an individual’s lifespan
(APA, 2013). How ASD symptoms are manifested in an individual changes with age,
experience and situation (APA, 2013; Wolf, Thierfeld Brown and Bork, 2009). The
discussion below presents what is in the literature regarding how the features of ASD—

social communication (ASD diagnostic criteria A), and behavioral patterns and
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restrictions (ASD diagnostic criteria B)—along with other comorbid conditions, impact
students with ASD while attending an IHE.

Based on the highly variable and heterogeneous nature of ASD, for some students
there may be minimal effect on their ability to function in the college environment.

In fact, some students thrive (Wolf, Thierfeld Brown, & Bork, 2009). That is, what made
them different and unable to fit in socially or academically in high school, an intense
focus and preoccupation on a single subject of interest is now what is expected and, in
some cases, admired (Dillon, 2007; Wolf, Thierfeld Brown and Bork, 2009). However, for
many students, ASD adds substantial challenges. For some it has a confounding effect on
all aspects of their experience at an IHE (Adreon & Durocher, 2007; Austin & Valljo
Pena, 2017) including academics, social relationships, and the ability to perform daily
living activities (Adreon & Durocher, 2007; Cullen, 2015; Van Hees, Moyson &
Roeyers, 2015; Wolf, Thierfeld Brown & Bork, 2009).

Academics: A student with ASD can encounter a variety of challenges
academically that are different than their neurotypical peers (Adreon & Durocher, 2007,
VanBergeijk, Klin & Volkmar, 2008). As with all aspects of ASD, academic
performance is highly variable and individual.

Challenges may occur in academics due to the way language is processed by
individuals with ASD (Wolf, Thierfeld Brown & Bork, 2009). That is, students with
ASD “pay attention to the sequence of words rather than processing the meaning
simultaneously. In other words, language is processed in the order in which it comes in,
rather than reorganized and resynthesized. This may account for some of the over-literal

features of AS” (Wolf, Thierfeld Brown & Bork, 2009, p. 21). Students with ASD often
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lack flexibility in language comprehension, which presents difficulty in understanding
sarcasm, figurative language and jokes (APA, 2013; Barnhill, 2014; Longtin, 2014; Wolf,
Thierfeld Brown & Bork, 2009). They may have difficulty understanding the meaning of
lecture material, particularly as more social contextual material or conversation occurs in
the class (Wolf, Thierfeld Brown & Bork, 2009). Language difficulties may also make
understanding assignments, tests and reading difficult (Wolf, Thierfeld Brown & Bork,
2009).

Social skills deficits associated with ASD also can have an impact on academic
performance in class (Cullen, 2015). Students with ASD who have deficits in intuitive
social knowledge, the lack of understanding and knowing how to engage in typical social
behavior for the culture, may encounter difficulty in engaging in class activities (Barnhill,
2014; Dillon, 2007; Schlabach, 2008; Wolf, Thierfeld Brown & Bork, 2009). They may
not know how to address the professor differently than their peers, they may dominate
conversations in class, or have difficulty taking a role of a group member in completing
group projects (Schlabach, 2008; Wolf Thierfeld Brown & Bork, 2009).

The behavior and sensory aspects of ASD, Criterion-B, can also pose challenges in an
academic environment (Schlaback, 2008; VanBergeijk, Klin, & Volkmar, 2008); Wolf,
Thierfeld Brown & Bork, 2009). Repetitive behaviors that individuals with ASD may engage
in such as rocking, finger flicking, chewing on objects and many more, may appear to be
purposeless behaviors or mannerisms (APA, 2013). However, these behaviors serve to reduce
anxiety as well as to enhance focus for some students (Wolf, Thierfeld Brown & Bork, 2009).
The challenge with some of these behaviors in a class setting is they may be distracting to

others and/or drawn negative social attention to the student (Wolf, Thierfeld Brown & Bork,
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2009). Some students with ASD may be hypersensitive to sound, lighting and smells
(VanBergeijk, Klin, & Volkmar, 2008). They may respond to sensory experiences that the
average person is not aware of and unable to easily filter out such as; sound of markers on a
whiteboard, sounds or visual flickering of florescent lights, smells of hygiene products used by
class mates or sounds of heating or air-conditioning (Wolf, Thierfeld Brown & Bork, 2009).
These sensory experiences can be overwhelming and cause the student to lose focus or need to
leave the environment. Students may have excessive adherence to routines and restricted
patterns of behavior, which can result in distress even with small changes in routine or
environment (APA, 2013; Wolf, Thierfeld Brown & Bork, 2009). For example, in the class
environment, they may need to sit in the same seat and experience significant anxiety if the
seat is taken (Wolf, Thierfeld Brown & Bork, 2009).

Although not a part of the diagnosis, a majority of students with ASD have
Executive Function Disorder. This can affect a student’s academic progress in that it affects
a student’s ability to manage time, plan, organize materials and thoughts, and maintain
momentum in completing assignments (APA, 2013, Wolf, Thierfeld Brown & Bork, 2009).

In a class setting students with ASD often expend a tremendous amount of energy
coping with the social communications demands of such an environment (Schlabach,
2008). To manage the energy demands of the class environment and the greater time
needed for understanding what was presented in class, students with ASD often need to
take fewer classes than the neurotypical student (Schlabach, 2008; Wolf, Thierfeld
Brown & Bork, 2009). This prolongs the time it takes for degree completion.

Despite all these challenges, Van Hees, Moyson and Roeyers (2015) found

students with ASD reported strengths associated with their unique way of taking in
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information. They included: strong memory, focus precision and an eye for detail,
dedication, the ability of putting one’s mind to a subject, analytical skills, and remarkable
powers of observation. Students with ASD have also reported that these skills
contributed to their ability to excel in their specific disciplines (Schlabach, 2008; Van
Hees, Moyson & Roeyers, 2015).

Social-student life. Social challenges have been discussed in regard to the completion
of academic work, which is one facet of the social experience at and IHE. The social aspect of
attending and residing at an IHE are vast and complex to navigate. For all students this is a
time of great growth as they are responsible for themselves living away from families and
home for the first time. However, this aspect of the college experience is far more challenging
for students with ASD (Sarris, 2014). Having deficits in social/communication can make
getting simple tasks done very difficult, and for some students without support impossible.
Examples of this may be the need to know how to operate the laundry, how to report
something is broken in a dorm room or learning where services are on campus (Wolf,
Thierfeld Brown & Bork, 2009).

College is a time when there is a great deal of peer relationship building through
shared experiences. Deficits in pragmatics, rules for using language within a social context,
are characteristic of ASD (Adreon & Durocher, 2007; APA, 2013; Austin & Valljo Pena
2017, Wolf, Thierfeld Brown & Bork, 2009). Pragmatics involves verbal and nonverbal
aspects of communication relating to both the input (comprehension) and output (production)
of communication (Adreon & Durocher, 2007; APA, 2013; Wolf, Thierfeld Brown & Bork,
2009). These communication differences make the social aspect of the college experience

very challenging for many students with ASD (Adreon & Durocher, 2007; APA, 2013; Wolf,
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Thierfeld Brown & Bork, 2009). It may manifest as poor eye contact, unusual gestures,
pedantic speech pattern, not engaging in social small talk, or difficulty understanding jokes,
sarcasm, idioms and figures of speech (Adreon & Durocher, 2007; APA 2013; Wolf,
Thierfeld Brown & Bork, 2009). Students with ASD may not know how to communicate
reciprocally, including only talking about one's special interests and not inquiring about
somebody else's interests (Adreon & Durocher, 2007; APA, 2013; Wolf, Thierfeld Brown &
Bork, 2009). This lack of intuitive communication ability may make it appear that students
with ASD are aloof or odd, not interested in social interaction or developing relationships;
which is most often not the case (Adreon & Durocher, 2007; APA, 2013). Many students
with ASD have a desire, often strong, to develop friendships, however their pattern of
communication, lack of understanding of others verbal and non-verbal communication and
difficulty with understanding the feelings of others, or social-emotional reciprocity, present
challenges to developing relationships (Adreon & Durocher, 2007; APA, 2013; Dillon, 2007;
VanBergeijk, Klin, & Volkmar, 2008).

In addition to difficulty in understanding and participating in conversation, students
with ASD may also have difficulty with understanding nonverbal communication and they
often do not understand the rules of behavior (informal and formal) (APA, 2013). These are
rules we all seem to know without being told. We observe, we model, we learn, however, an
individual with ASD must be explicitly taught (VanBergeijk, Klin, & Volkmar, 2008; Wolf,
Thierfeld Brown & Bork, 2009). That is, they may not understand nonverbal body language
or gestures indicating that a conversation is over, or it is time to leave (APA, 2013). Or, they
may not have knowledge of unspoken rules of sharing space with a roommate (Wolf,

Thierfeld Brown & Bork, 2009). Often students with ASD do not know that their behavior is
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different from others. These difficulties with social/communication can result in alienation
and students with ASD being isolated (APA, 2013; Schabach, 2008; Wolf, Thierfeld Brown
& Bork, 2009). They may not know how to seek out friendships. These situations can impact
the emotional well-being of a student (Wolf, Thierfeld Brown & Bork, 2009). Even those
students who have learned the rules for social interactions, may experience emotional distress
due to the effort and anxiety of consciously calculating what is socially intuitive for most
individuals or struggle in novel unpredictable situations (APA, 2013). It can be emotionally
taxing to engage in social situations (Adreon & Durocher, 2007; Walters, 2014). Lack of
social knowledge can also result in students with ASD being taken advantage of, e.g., being
left with a bill at a restaurant (Adreon & Durocher, 2007; VanBergeijk, Klin & Volkmar,
2004; Wolf , Thierfeld Brown & Bork, 2009). Students with ASD may also be taken
advantage of sexually (VanBergeijk, Klin & Volkmar, 2004). They are often very naive in the
area of sexuality and do not know how to negotiate a simple dating situation or how to express
feeling of interest in another individual, let alone, a more complex social situation involving a
sexual relationship (VanBergeijk, Klin & Volkmar, 2004; Wolf Thierfeld Brown & Bork,
2009).

Activities of Daily Living, One of the most difficult and trying areas for any
student, transitioning from high school to college and living away from home, is figuring
out how to spend their time (Schlabach, 2008; Wolf, Thierfeld Brown & Bork, 2009). In
most cases, students are going from a rigid 6 or more hours a day, highly-structured high
school schedule to only having 12-15 hours per week of structured class time. The
student is left to figure out how to structure the rest of his or her time. The student must

identify what needs to be done and when. This includes scheduling time to study, eat,
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sleep, do chores, socialize etc. Many students with ASD may experience profound
deficits in their ability to manage this aspect of college life due to having executive
function disorder and/or constraining routines (Dillon, 2007, Wolf, Thierfeld Brown &
Bork, 2009).

Executive functioning “refers to a set of skills commonly associated with planning
and foresight, organization, synthesizing information, delaying, and initiating activity”
(Wolf, Thierfeld Brown & Bork, 2009, p. 91). While not every student with ASD has
executive functioning, disorder, as many as 80% do (Wertz, 2012). As with other features of
ASD, the extent to which an individual’s daily life is impacted by deficits in Executive
Function is highly individual; it ranges from mild to profound and may relate to some
activities of daily living but not all. As mentioned above, college students must schedule
their time to include all daily/weekly activities. One area that the student with ASD may
have difficulty with involves prioritizing and organizing activities. This becomes more
challenging as new responsibilities are added on to an established routine (Wolf, Thierfeld
Brown & Bork, 2009). These EF deficits may affect the broad level of organizing daily
activities while simultaneously impact the student’s ability to carry out a single task such as,
doing laundry, navigating food service or planning out and managing time for a complex
academic task (Dillon, 2007; Wolf, Thierfeld Brown & Bork, 2009). A student’s ability to
gage the passage of time, or how much time is needed to complete work can also be a feature
of Executive Function disorder. This can result in having many uncompleted assignments
due to spending too much time on one assignment or not allowing enough time to complete

work (Dillon, 2007).
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A student with ASD may have a range of challenges with daily activities due to
the need for structure and routines (Van Hees, Moyson & Roeyers, 2015). This relates to
Criterion B of the ASD diagnosis—unusually restricted and repetitive patterns of
behavior, interests, or activities (APA, 2013). Once a student establishes routines, if he
or she is not able to carry them out, the student may not be able to progress to his or her
next activity. For example, if he or she cannot get in the shower at an established routine
time, they cannot move forward. Or, if there is construction and they cannot take their
usual route to class, they may not go at all. Others may need to go to class very early to
get the seat they prefer (Dillon, 2007). They may have the skills needed but cannot
connect them as in the following case:

With a broken alarm clock, Zosia feared oversleeping for an 8:30 a.m. college

class. Who wouldn't? But his solution was anything but typical; he decided to

sleep in his classroom to make sure he wasn't late. As someone with Asperger's

Syndrome, he lacked a so-called adaptive skill—in this case performing the steps

needed to replace a clock battery—that makes adult life easier (Sarris, p. 201).

Another factor that may influence a student with ASD’s ability to carry out
needed daily activities, including their completion of academic responsibilities at the
college is the presence of comorbid Psychiatric conditions (VanBergeijk, Klin, &
Volkmar, 2008). Comorbid diagnosis is common in young adults with ASD: APA
(2013) reports that about 70% of individuals with ASD have one comorbid mental
disorder, and 40% may have two or more. The most common comorbid conditions

include: Attention Deficit Hyper Activity Disorder, Anxiety, Depression and Turrets
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Syndrome (APA, 2013; Adreon & Durocher, 2007; Brown, 2017; VanBergeijk, Klin, &
Volkmar, 2008).

In order to explain how ASD may affect students while attending an IHE, this
section examined the impact of ASD on separate domains that a student with ASD may
experience, heightened challenges due to a given criterion of ASD and comorbid
conditions. However, it is important to understand that students experience all of these
simultaneously in their day-to-day lives, resulting in increased stress and mental health

issues (VanBergeijk, Klin, & Volkmar, 2008; Van Hees, Moyson & Roeyers, 2015).

Students with ASD attending IHEs: data and support

An estimated 50,000 Americans who have the diagnosis of ASD are exiting
secondary education each year, resulting in what is known as the Autism Tsunami. This
is a time when young adults typically move forward, carving out their path toward
adulthood and independence. However, for individuals who have ASD the terrain is
often too treacherous to create a path. In the 2015 publication National Autism Indicators
Report Transition into Young Adulthood, the outcomes for young adults diagnosed with
ASD exiting the education system is bleak when compared to typically developing peers
and peers with other impairments (Roux, et al., 2015). According to this report, 37% of
individuals with autism were disconnected after exiting secondary education. These
young adults who were in their early 20s had never worked or attended any
postsecondary educational program (Roux, et al., 2015). Sixty-six percent of typically
developing peers went on to attend college compared to 30% of those with ASD.

Tsunami is used to describe this group because there are an overwhelming number of
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individuals hitting the adult service system with a wide range of needs for services and
supports, and our nation is unprepared for the wave. This includes supporting students
with ASD who are capable of college level work. Despite at least a decade of calls for
research on this topic, there is a paucity of empirical studies and data about numbers of
students attending IHEs, how they are, or are not, supported and the outcomes (Roux et
al., 2015; Barnhill 2014; Schlabach, 2008; Smith, 2007). This section will present what
is known about support for students with ASD as they attend IHEs and will include:
enrolment data available about this population, what is currently known about the support
these students need and provisions of support by IHE and family.

Data. Despite currently being grossly under-represented in IHEs, in the past
decade there have been reports of burgeoning numbers of students with ASD attending
IHEs (Barnhill, 2014; Roux, et al., 2015; Smith 2007, Schlabach, 2008, VanBergeijk,
Klin, and Volkmar, 2008; Wolf, Thierfeld Brown & Bork, 2009). There is little to no
statistical data available relating to actual numbers of students with ASD enrolled at IHEs
(Barnhill, 2014; Smith 2007; Schlabach, 2008; Wolf, Thierfeld Brown & Bork, 2009).
One reason for the lack of available data is ASD has been included under psychological
disorders by Disability Services Offices at IHEs. Each condition under that label is not
independently recorded. A second factor is not all students choose to disclose their
disability (Barnhill, 2014, Smith, C, 2007; Schlabach, 2008; Wolf, Thierfeld Brown &
Bork, 2009). As IHEs are developing specific supports for students with ASD, they are
beginning to collect separate data on enrolment and outcomes (Barnhill. 2014). The
increase in students with ASD attending IHEs has been attributed to greater awareness of

ASD which has resulted in more children diagnosed early with this disorder, and
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receiving intervention before, and throughout their K-12 education (Ferrell, 2004; Gelbar,
Smith & Reichow’s, 2014; Schlabach, 2008; VanBergeijk, Klin &Volkmar, 2008). The
number of students with ASD anticipated to seek this postsecondary path is expected to
increase (Ferrell, 2004; Gelbar, Smith, 2007; Smith & Reichow’s, 2014; Schlabach,
2008; VanBergeijk, Klin &Volkmar, 2008).

Student needs. There are enormous variables that must be taken into account
when a student with ASD is heading to an IHE. It is where secondary education meets
higher education, where intrinsic individual attributes meet extrinsic institutional and
societal rules and expectations, and where independence and autonomy as an adult is to
begin. These new experiences may be stressful for all students embarking on the journey
from high school to college, however for students with ASD they are magnified (Adreon
& Durocher, 2007; Auston & Vallajo Pena 2017; Glennon, 2001). As presented in the
previous section, students who experience the predicament of navigating a college
campus with ASD may encounter challenges academically, socially and in completing
acts of daily life (VanBergeijk, Klin, & Volkmar, 2008; Wolf, Thierfeld Brown & Bork,
2009). There is variance in how ASD impacts each student’s ability to successfully
manage college life, as well as the amount of support they require (APA, 2013; Wollf,
Brown & Bork, 2009). However, despite their abilities to complete the rigorous
academic curriculum, many students with ASD will require supports in social,
organizational, and communicative domains in addition to traditional academic
accommodations to successfully meet the academic and social demands of the college
environment (Adreon & Durocher, 2007; Dillon, 2007; Schlaback, 2008; VanBergeijk,

Klin, & Volkmar, 2008, Wolf, Thierfeld Brown & Bork, 2009).
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VanBergeijk, Klin and Volkmar (2008) discuss the need for individualized
student support to occur even before the student arrives at an IHE. They present the
concept of “goodness of fit” in regard to selection of an IHE. They assert that parents
should assist the student in determining “the goodness of fit” in terms of the size of the
university, typical class size and how amenable the IHE is to working with the students
with varying disabilities, including ASD. Once an IHE is selected, students with ASD
will need far more support in the transition process than their typically developing peers
due to the social/communication and behavioral features of ASD (VanBergeijk, Klin &
Volkmar, 2008). They will need to be explicitly taught many skills that others students
have inherent social knowledge of and how to develop new routines (VanBergeijk, Klin
& Volkmar, 2008; Wolf, Thierfeld Brown & Bork, 2009). While the IHEs express the
importance of transitional support, many students do not receive any, others have
supports built into their secondary education and for others the IHEs provide transition
support (Barnhill, 2014; VanBergeijk, Klin & Volkmar, 2008).

IHE Support. Each IHE has its own approach to providing support to students
with disabilities; ASD among them. However, in doing so they all must meet legal
mandates to accommodate.

Mandate to accommodate. As presented earlier in this chapter, Section 504 of the
rehabilitation act, the ADA and its 2008 amendment, ADAAA, are the legal mandates in
the US that provide protection against discrimination based on disability. The Americans
with Disabilities Act (ADA) (Pub. L. 101-336. 42 U.S.C., section 12102) and its 2008
amendment, (ADAAA) (S. 3406 (110th): ADA Amendments Act of 2008, mandate;

IHEs provide “reasonable accommodations” for students with disabilities, who are
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otherwise, qualified. The accommodations must be made to ensure students with
disabilities have equal access to education provided, without altering the essential
elements of the academic programs (Dillon, 2007). ADA does not define “reasonable
accommodations” (Brown, 2017; Smith 2007; VanBergeijk, Klin & Volkmar, 2008).
There is great diversity in what are considered “reasonable accommodations” for students
with ASD at an IHE (Barnhill, 2014; Huges, 2009; Smith, C., 2007). Some institutions
interpret ADA as needing to only provide accommodations in the area of academics,
since that is the chief mission of the IHE (Glennon, 2001; Smith 2007; VanBergeijk, Klin
& Volkmar, 2008). Some advocates assert that “reasonable accommodations” should
apply to all aspects of the college experience (Glennon, 2001; VanBergeijk, Klin &
Volkmar, 2008). Glennon (2001) explains:
The mission of any college or university, however, is not simply academic
advancement. The overall goals of any university experience include developing
skills for adulthood, forming life-long relationships, identifying a vocational
pathway, and/or participating in extracurricular activities. If ADA states that
individuals with a disability cannot be excluded from participation in services,
activities, or programs of a public entity, then all of these activities would need to
be supported (p. 185).
Thus, each institution defines in what way they will accommodate students with ASD.
(Glennon, 2001; Huges, 2009, Smith 2007; VanBergeijk, Klin & Volkmar, 2008).
In order for college students with ASD to receive accommodations they must self-
disclose and present documentation of their disability (Adreon & Durocher, 2007;

Barnhill, 2014; Dillon, 2007; Longtin, 2014; Schlaback, 2008; VanBergeijk, Klin, &
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Volkmar, 2008; Wolf, Thierfeld Brown & Bork, 2009). Typically IHEs have a
Disabilities Services Office that is responsible for arranging for accommodations
(Longtin, 2014). It is there that students must request accommodations and support.
For students who have received special education services, under IDEA, in the K-12
education system, this is a shift from having needs identified and services provided, for
the most part without request, to having to request all accommodations and support; or a
shift from a framework of entitlement, IDEA, to a framework of equal access and
protection from discrimination, ADA/ADAAA, (Van Bergeijk, Klin, & Volkmar, 2008).
Many students with ASD do not request services (Wolf, Thierfeld Brown & Bork, 2009).
There are three primary reasons for students not requesting services. Two of these relate
to the deficit features of ASD—not having the knowledge of how to ascertain
accommodations at an IHE and the lack of communication/self-advocacy skills to do so
(Crawford, 2010; Wolf, Thierfeld Brown & Bork, 2009). A third reason, students choose
not to disclose is to avoid the stigma associated with disability (Barnhill, 2014;
Hammond, 2014; Wolf, Thierfeld-Brown & Bork, 2009).

IHESs provision of accommodations and supports for students with ASD.
Since the early 2000s there have been increased numbers of students with ASD attending
IHEs and requesting accommodations. A study, conducted by Smith (2007), concluded
that students with ASD were accommodated in the same way as students with other
disabilities. Smith asserts that this will not satisfy the needs of this population, and that
with this unique disorder comes the need for unique accommodations to be made on an
individual basis. Smith states, “It is not the disability that must be accommodated but

rather the individual needs of each student” (p. 524). Smith, along with other early
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authors on the topic of students with ASD attending IHEs, expressed the need for
research to discover what types of accommodations and support is needed for these
students to be academically and socially successful (Glennon, 2001; Dillon, 2007,
VanBergeijk, Klin, & Volkmar, 2008). Yet, with the passing of 10 years, there remains a
dearth of scholarly studies on this topic. This is evident by the results of Gelbar, Smith
and Reichow’s (2014) systematic review of peer-reviewed literature pertaining to
supporting individuals with ASD while attending IHEs. Their review yielded 20 articles.
They describe the literature as containing “fragmented descriptions of programs,
experiences, and theoretical suggestions for effective programs” (p. 2599). Since this
review in 2014, a small number of studies on issues and support related to students with
ASD attending IHEs has emerged, among them Barnhill’s (2014) and Brown’s (2017)
studies. Both studies inquired about the types of accommodations and supports provided
at IHEs for students with ASD. Barnhill’s data was collected from IHEs that offered
“structured programs” for students with ASD. Brown’s (2017) study gathered data from
a nationally representative and randomly selected sample of postsecondary institutions.
The data from these studies will be discussed below as it relates to the body of literature
on accommodations and supports provided by IHEs to students with ASD. Research is
still in its exploratory stages. IHE disability professionals based their support largely on
anecdotal accounts and recommendations by other professionals (Morrison, Sansosti &
Hadley, 2009).

Support provided by the IHE directly to students with ASD at IHEs can be
grouped into three categories: academic accommodations, general support and ASD

specific support (Brown, 2017). However, these categories do not have clear boundaries
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due to the diversity in the approach IHEs take in providing services to students with
ASD, and due to lack of consistency in terminology in the literature. In addition to direct
support to students with ASD, IHEs may provide indirect support through educating the
campus community, including faculty, on the predicament of ASD at a college campus
and how they may best support these students (Barnhill, 2014; Wolf Thierfeld Brown &
Bork, 2009). To assist in their provision of support at the IHE, some IHE Disability
Support Professionals interact with family members of the students (Barnhill, 2014;
Crawford, 2010; Wolf Thierfeld Brown & Bork, 2009).

Academic accommodations. Academic accommodations are governed by
provisions of the ADA known as “reasonable accommodations” which refers to the
“change in the work or school environment or in the way things are customarily done that
enables an individual with a disability to enjoy equal opportunities” (42 U.S.C. sec
121001). Both Barnhill (2014) and Brown (2017) found that IHEs provide
accommodations with an academic focus more frequently than accommodations and
other supports with a sensory or social/communication focus. This is in alignment with
prior literature (Dillon, 2007; Smith, C, 2007; VanBergeijk, Klin, & Volkmar, 2008;
Wolf, Thierfeld-Brown & Bork, 2009). Yet, It is the social/communication and
behavioral/sensory features of ASD that often impede functioning at an IHE for students
with ASD (Adreon & Durocher, 2007; Barnhill, 2014: Brown, 2017; Dillon, 2007; Smith,
2007; VanBergeijk, Klin, & Volkmar, 2008; Wolf, Thierfeld Brown & Bork, 2009). That
is not to say that academic accommodations are not important to students with ASD. As
discussed above in the Predicament of ASD and Student Needs sections of this chapter,

students with ASD may need academic accommodations due to the
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social/communication-diagnostic criterion A, restrictive/repetitive behaviors-diagnostic
criteria B, and/or comorbid conditions including executive function disorder, ADHD,
anxiety, depression (APA, 2013; VanBergeijk, Klin, & Volkmar, 2008; Wolf, Thierfeld
Brown & Bork, 2009). It is not simply the provision of an accommodation that makes it
beneficial “for accommodations to be effective, they must fit the students’ functional
limitations (Brown 2014, p. 144)”. Thus, for the accommodations to be beneficial they
must address a functional limitation of the student (Brown, 2017).

Types of academic accommodations, identified in both Barnhill’s (2014) and
Brown’s (2017) studies, being provided for students with ASD include: use of extra time
on tests, alternative testing location, receiving copies of lecture notes (from note taker,
professor or peer), priority registration, and use of technology supports, including audio
recording lectures. These academic accommodations are not unique to students with
ASD. These findings are congruent with prior literature on academic accommodations
(Crawford, 2010; Wolf, Thierfeld Brown & Bork, 2009).

General supports services. Students with ASD may also get needed support
relating to the challenges associated with their ASD through IHE general support services
(Brown, 2017). These services “provide transition, educational, and social support
beyond the level of reasonable accommodations; however, they are programs offered by
institutions to a variety of students (Brown, p. 145).” They may include programs such
as summer transition to college programs, academic supports such as tutoring, peer
mentoring, career counseling and counseling services (Brown, 2017; Barnhill, 2014). At
some IHEs these same types of supports services are offered under ASD-specific services

(Barnhill, 2014).
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ASD-specific support (services). “ASD-specific service refers to any service
specifically designed to support students by targeting the functional limitations associated
with ASD (Brown, 2017, p .145)”. Brown (2017) found 30.5 % of respondents (n=466)
offered ASD-specific support services, 28.3% provided the services free of charge, and
2.2% for an additional fee. Barnhill’s (2014) study of IHEs that offered ASD-specific
support (n=30) found 36.6% of the IHEs did not charge for the ASD specific support
services. The remaining IHEs, 66.3%, charged additional fees for the ASD-specific
services that ranged from $1,050.00 to $17,400.00 above the standard tuition and room
and board, with the average being $6,525.00. This data represents an increase in ASD-
specific support since Smith’s study (2007). Barnhill’s (2014) research revealed that the
professionals working with this population were very committed to the success of
students with ASDs. Professionals also reported that working with this population was
very time intensive (Barnhill, 2014; Schlabach, 2008).

Literature on ASD-specific supports at IHEs present a wide variance on what
specific services are provided, to what degree, and by whom (Barnhill, 2014; Brown,
2017; Gelbar, Smith & Reichow, 2014; Schlabach, 2008). Most frequently mentioned in
the literature are services involving support with living arrangements (most often noted, a
single room), mentoring programs, support groups, transition and support related to
executive functioning (Barnhill, 2014; Brown, 2017; Gelbar, Smith & Reichow, 2014;
Longtin, 2014; Schlabach, 2008).

As part of the transition to an IHE, and to a lesser extent thereafter
communication with families of students with ASD has been reported by some IHE

Disability Service Professionals as an important and valuable piece of the process of
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supporting students (Barnhill, 2014; Crawford, 2010; Dallas, Ramisch & McGowan,
2015; Schlabach, 2008; Shmulsky, Gobbo & Donahue; Wolf, Thierfeld Brown & Bork,
2009). Wolf, Thierfeld Brown and Borg (2009) contend that family involvement with the
ASD population is imperative due to the communication deficits among this population.
Involving family members can help expedite the process of identifying student needs for
accommodations and support, for the Disability Service Personnel, while actively
involving the student, and making the family feel supported. The authors urge that the
partnership should begin before each student arrives on campus to allow information to
be gathered by the Disability Services Professional, about prior support and
accommodations, and to what extent transition services have prepared the student for the
move to the IHE. There is great variance in the approach IHEs employ in involving
families. Some IHEs engage each family individually while others, have a transition
program that gathers student profile information on an individual basis and provides a
group information session for parents (Shmulsky, Gobbo & Donahue, 2015). It is
important to note that IHEs that foster partnerships with families can only do so with the
student’s permission due to the Federal Educational Records Privacy Act (FERPA)
(Shmulsky, Gobbo & Donahue, 2015; Wolf, Thierfeld Brown & Borg, 2009).

IHE next steps in supporting students with ASD. With only a scant amount of
research, and a burgeoning population of individuals with ASD heading for IHEs there is
an immediate need for further research as to how best to support these students as they
prepare for, and attend IHEs (Gelbar, Smith & Reichow, 2014; Morrison, Sansosti &
Hadley, 2009, Shmulsky, Gobbo & Donahue, 2015). Research on this topic is still

largely in its exploratory phase; there is a lack of evidence-based practices for supporting
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students with ASD (Dallas, Ramisch & McGowan, 2015; Gelbar, Smith & Reichow,
2014; Shmulsky, Gobbo & Donahue, 2015).

There is a call for research that will provide a more detailed picture of the
strategies for support and accommodations that promote positive experiences for
individuals with ASD attending IHEs (Dallas, Ramisch & McGowan, 2015; Morrison,
Sansosti & Hadley, 2009). In order to gain a comprehensive view of supports and
services, data should be gathered from all stakeholders involved in supporting students
with ASD while they are attending an IHE (student, family, DSP professionals and other
agencies involved) (Dallas, Ramisch & McGowan, 2015). Emphasis must be placed on
the importance of exploring the perceptions of college students with ASD regarding the
supports and accommodations they find to be most useful (Dallas, Ramisch &
McGowan, 2015; Morrison, Sansosti & Hadley, 2009). This is in keeping with the
concept of “Nothing About Us, Without Us”— a slogan that was employed by disability
activists that asserts the belief that individuals with disabilities should be directly
involved with issues pertaining to them (Dallas, Ramisch & McGowan, 2015). This data
should be from a variety of colleges and universities, and include longitudinal studies
(Dallas, Ramisch & McGowan, 2015; Shmulsky, Gobbo & Donahue, 2015). Data to be
examined should also include student retention and graduation rates, in relation to the
support received, and postgraduate outcomes of students who successfully complete their
degree programs (Barnhill, 2014; Shmulsky, Gobbo & Donahue, 2015).

The intent of future research must be two-fold. First, as presented above to
provide IHE professionals with best practices for supporting students with ASD through

the development of evidence-based practices and models (Barnhill, 2014; Gelbar, Smith
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& Reichow, 2014). Second, it must inform the practice of the K-12 education system
(Gelbar, Smith & Reichow, 2014). This is a critical aspect of this research given that
“Currently, the K-12 system assumes, given the academic achievement of higher-
functioning individuals with ASD, that they will be successful in postsecondary
environments” (Gelbar, Smith & Reichow, 2014, p. 2599). Data on postsecondary
outcomes of individuals with ASD contradict this assumption (Gelbar, Smith & Reichow,
2014; Roux, et al, 2015). In addition to being under represented at IHEs, data indicate
that adolescents and young adults with ASD often experience depression, anxiety, and
loneliness (Gelbar, Smith & Reichow 2014). Thus, research should provide K-12
educators with information on what preparation has been effective toward preparing
students with ASD for attending an IHE, and what still needs to be developed (Gelbar,
Smith & Reichow, 2014).

Role of Family in Supporting Students with ASD as They Attend IHEs. As
with other aspects of support for students with ASD as they attend a four-year IHE, there
is a dearth of data on the role of family in supporting their family member with ASD, as
he/she attends an THE (Dallas, Ramisch & McGowan, 2015). The literature does not
hold any studies, or studies in part, that have specific inquiry into the role of family
supporting students with ASD as they attend an IHE (Dallas, Ramisch & McGowan,
2015). However, family/parent support has emerged as themes in a number of qualitative
studies that inquired about topics relating to students with ASD planning for or in
attendance at [HEs (Dallas, Ramisch and McGowan, 2015). What has consistently
emerged in the themes is: parents are most often the family members providing the

support and parental support is reported to be valued, often reported as what made it
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possible for students to succeed, and wanted by the students and IHEs (Barnhill, 2014:
Crawford, 2010; Mitchell & Beresford, 2014; Schlabach, 2008; Shmulsky, Gobbo &
Donahue, 2015). The support provided by parents is reported to be in nonacademic areas
(Barnhill, 2014; Crawford, 2010; Mitchell & Beresford, 2014; Schlabach, 2008;
Shmulsky, Gobbo & Donahue, 2015). There are several areas of parental support that
appeared repeatedly. They include: coordinator/advocate, emotional supporter, social
interpreter, and daily living activities supporter (Barnhill, 2014; Mitchell & Beresford,
2014; Schlabach, 2008; Shmulsky, Gobbo & Donahue, 2015).

The coordinating/advocate role is most predominant during the planning for and
initial attendance at IHEs (Barnhill, 2014; Mitchell & Beresford, 2014; Schlabach, 2008;
Shmulsky, Gobbo & Donahue, 2015; Szentmiklosi, 2009). This role includes assisting in
identifying IHEs to visit, setting up the visit, communicating on behalf of the student in
soliciting services from IHE disability services programs, and, as discussed above,
communicating with the disability services personnel about the student’s needs (Barnhill,
2014; Michell & Beresford 2014; Schlabach, 2008; Shmulsky, Gobbo & Donahue;
Szentmiklosi, 2009; Wolf, Thierfeld Brown & Bork, 2009). This role often lessens as the
student becomes more accustomed to their new environment (Barnhill, 2014; Shmulsky,
Gobbo & Donahue, 2015). Michell and Beresford (2014) report, based on student
response, that during the transition phase, parents often re-provided information gathered
regarding the transition in a simpler manner and at a time when they were able to process
the information. That is, the transition process was often overwhelming to the student

and parents know how and when to reintroduce the information.
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Emotional supporter and helping daily living activities were reported to be
ongoing roles the parents had throughout the child’s attendance at an IHE (Michell &
Beresford 2014; Schlabach, 2008; Shmulsky, Gobbo & Donahue; Szentmiklosi; 2009;
Wolf, Thierfeld Brown & Bork, 2009). Students reported that they valued their parents’
emotional support because it was “on-tap”’; the support was available when needed and
their parents understood their individual needs, and how autism impacted their life
(Michell & Beresford, 2014). Ongoing support with daily living activities may include
helping with chores, laundry, most frequently noted, and scheduling doctor appointments.

Dallas, Ramisch, and McGowan (2015) warn that while family involvement is
reported as positive to student success, there is no data to support this belief. The authors
state it is unclear whether or not family members should be involved in postsecondary
educational settings, what potential roles would be, or if family member involvement
would be beneficial for students with ASD (p.142). They go on to recommend that
research be conducted regarding the role of parents in relation to positive outcomes for

students attending IHEs.

Summary

This chapter presented a literature review that identifies intrinsic and extrinsic
factors that relate to support needs and experience, of students with the predicament of
Autism Spectrum Disorder (ASD), while attending a four-year institution of higher
education (IHE). The extrinsic factors are presented in the first section. History of
disability is presented including the legal mandates for accommodation and models and

theory of the phenomena of disability. Section two, discussed the intrinsic nature of
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ASD. This included clinical definition, in-depth discussion of this impairment from a
clinical standpoint including prevalence data. It also examines the predicament of ASD
as it relates to a student at an IHE. The final section discusses the issues relating to

support for students with ASD while attending an IHE.
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Chapter 3: Methodology

Introduction

The purpose of this case study was to gain an in-depth understanding of the ways
in which a student with Autism Spectrum Disorder (ASD) is supported while attending a
four-year Institution of Higher Education (IHE), with the intent to inform further
research, and effect the practice of service providers who work with students with ASD
during transition to, and while attending IHEs. As described in Chapter 2, Literature
Review, there is a dearth of information on the topic of support for students with ASD
attending IHEs. This study was exploratory in nature since it sought to gain information
about a topic for which there is little known data (Patton, 2002).

Qualitative methodology was used in this study. Qualitative methodology is
concerned with “understanding the meaning people have constructed, that is, how people
make sense of their world and the experiences they have in the world” (Merriam, 2009, p.
12). In this methodology the researcher is the primary instrument of data collection and
analysis, inductive investigation strategies are used, and the end product of the study is a
thick rich description (Merriam, 2009; Patton, 2002). Qualitative findings are derived
primarily from in-depth open-ended interviews, direct observation and written documents
(Patton 2002).

The selection of a qualitative methodology was twofold. First, as Patton (2002)
asserts, “when little is known about the nature of a phenomenon, qualitative inquiry is a

reasonable beginning point for research” (p.193). Second, the function of a qualitative
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inquiry is to gain a deep understanding of a phenomenon “from the standpoint of those
who lived it" (Merriam & Associates, 2002, p. 142). Thus, qualitative methodology
provided the means to gain in-depth information about the phenomenon of support
experienced by a student with ASD as he attended a four-year IHE in a real-life context.

The following questions guided this study’s design, data collection, and analysis.
The overarching research question that has guided this study is: In what ways is a student
with Autism Spectrum Disorder supported while he attends a four-year institution of
higher Education? In order to gain a comprehensive perspective of the support the
student with Autism Spectrum Disorder received while attending a four-year institution
of higher education the following sub-questions were explored.

1. In what ways is a student with Autism Spectrum Disorder supported by the

four-year institution of higher education he is attending?

2. In what ways is a student with Autism Spectrum Disorder supported by his

family while attending a four-year Institution of Higher Education?

3. How does a student with Autism Spectrum Disorder experience support while

attending a four-year Institution of Higher Education.

This chapter will present the design of the study. This section will include a
description of the case and methodology used in case selection. This will be followed by
a description of data collection, data analysis, theoretical lenses used in the study,
researcher bias, credibility and consistency practices employed study assumptions and

limitations.
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Study Design

This study used a qualitative instrumental case study design. “Case study is an in-
depth description and analysis of a bounded system” (Merriam, 2009, p. 40). The focus
is on “what” is to be studied, the bounded system. The aim in focusing on single
phenomena, the case, is “to uncover the interaction of significant factors characteristic of
the phenomenon. The case study focuses on holistic description and explanation”
(Merriam, , 2009, p. 43). In this study, the phenomenon, “the what” is the ways in which
a student with ASD was supported as he attended a four-year IHE. This study is an
instrumental case study since the focus of the analysis is gaining an in-depth
understanding of a specific phenomenon and the specific case plays a supporting role
(Merriam, 2009).

Case study was determined to be the most appropriate approach for this study
since it provided means of gaining the data required to answer the study questions
through its inherent nature to investigate real-life “complex social units consisting of
multiple variables of potential importance in understanding the phenomenon” (Merriam,
2009, p. 50). A second reason case study was selected was for the important role it can
play in advancing a field’s knowledge base (Merriam, 2009). That is, the results of a
case study are a rich and holistic account of a phenomenon, which “offers insights and
illuminates meanings that expand its readers’ experiences. These insights can be
construed as tentative hypotheses that help structure future research” (Merriam, 2009, p.
51). This feature of case study allowed the intended function of this study—to inform

further research, and affect the practice of service providers—to be carried out.
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The Case. In this study the bounded system, the “case” is comprised of data
derived from the student attending a four-year IHE who has ASD, professionals from the
office for Disability Services Office at the IHE who work with the student, and the
student’s mother (see figure 3.1). This case design followed the recommendation of
Dallas, Ramisch and McGowan (2015) that data be gathered from multiple stakeholders
in order to gain a comprehensive view of supports and services received by students with
ASD as they attend an IHE. Using a qualitative case design allowed not only for a
comprehensive view of services, but a deep understanding of the ways in which a student
who has ASD is supported as they attend a four-year IHE through multiple perspectives.
The student is at the center of the case, this is in keeping with the concept of “Nothing
About Us, Without Us”—the belief that, individuals with disabilities should be directly

involved with issues pertaining to them (Dallas, Ramisch and McGowan, 2015).

Figure 2. Case Structure

Student attending a
4-year IHE who has
ASD
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Case Criteria. In order to identify a case that would provide answers to the study
questions, essential case criteria were developed to guide the case selection process.
These criteria directly reflect the purpose of the study and guide the researcher to an
“information-rich” sample (Merriam, 2009). The essential criteria set forth for this study
were 1) the student had to have a diagnosis of ASD that was verified by and received
support from the Disability Services at the four-year I[HE the student was attending at the
time of the study, 2) the student was currently living in or had lived in campus housing,
3) the student was willing to participate in a multi-interview study and 4) the student
agreed to sign releases that would allow the researcher to interview professional(s) from
Disability Services at the IHE the student was attending, and a family member who could
provide insight and understanding as to the student’s support needs. Once this criterion
was met then the professional at the IHE and the family member would also need to
consent to participate.

Case Selection. Intensity sampling, a type of purposeful sampling, was used in
the selection of the case. Purposeful sampling is the deliberate selection of a sample
based on its likeliness to be information-rich with respect to the purpose of the study
(Patton, 2002). Intensity sampling is a type of purposeful sampling that is used in
selection of a case that manifests the phenomenon intensely, but not extremely (Patton,
2002).

Case selection process: The following steps were taken in selecting the case for
this study. First, directors of Disability Services at four-year IHEs that were classified as
moderately or highly residential for undergraduate students were contacted via email.

This correspondence served two purposes. First, it would be to gain consent from the
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Director, should a student be selected from their IHE they, or other disability service
professionals at the IHE, would be willing and able to participate in in-depth interviews
regarding support for the student. Second, was to gain their assistance in actively passing
on information to students that they serve who have ASD about participating in the study.
This was of critical importance. It was from the only IHE that met with students to share
the invitation to participate in the study (See Appendix A. invitation letter), rather than
merely passing on the information, that the student was selected from (here after referred
to by the pseudonym of Northern Coastal University (NCU). Support in this process was
essential since these types of tasks are often an area in which ASD impairs functioning,
as it is primarily defined as impairment with deficits in social/communication. Only,
IHEs that were moderately or highly residential were selected since one of the essential
criteria to be met in the selection process was the student was currently living in or had
lived in campus housing. The method of selecting the IHEs to contact was of
convenience to the researcher (convenience sampling). Hence, the IHEs closest in
proximity to the researcher’s home were contacted first and expanded out until a case was
selected.

The second step in the case selection process was to meet face-to-face with the
student who was a potential study participant. The intent of this initial meeting was to
share information with the student about the study, and gain information about the
student to determine if they met the essential criteria for the study and would be an
intense case. This researcher used the Student Consent form to guide the conversation
about the study (see Appendix B). This researcher determined the student met the

essential criteria: 1) student attending a four-year IHE has ASD, 2) has lived in campus
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housing since he was a freshman, 3) old enough and willing to sign the consent to
participate, and 4) allow the researcher to interview Disability Service personnel at the
IHE he was attending, and a family member. Despite the offer of time to decide whether
to participate (refers to the essential ethical principle of research stated in the Nuremberg
Code) human participants freely volunteer to participate in the research (Steidman, 2006).
The student indicated that he wanted to participate in the study at the time of the initial
meeting. He signed his consent. His consent included allowing me to interview and, if
pertinent, copy documents from Disability Services personnel he worked closely with and
a family member. The student—will be referred to by the pseudonym Nathan—
identified two staff at the Disability Services office at the IHE at which he was in
attendance that he works closely with, and his mother as those to contact. Nathan felt
that both the director and assistant director, hereafter referred to as David and Richard
respectively, were both important in his support and felt that both should be interviewed.
Thus, the third and final step in selecting this case was to gain consent to
participate from Director of Disability Services at NCU (pseudonym David), Assistant
Director of Disability Services at NCU (pseudonym Richard), and Nathan’s mother, who
has been given the pseudonym Sandy. As with Nathan, the consent forms (see Appendix
B) were used as a guide for the conversation about this study with David, Richard, and
Sandy. All agreed to participate. Meeting with David and Richard was face-to-face. The
introductory contact with Sandy was over the phone to accommodate her schedule,
because she lived a distance from myself. The consent was mailed to Sandy prior to the

phone appointment. In agreement to participate, Sandy sent the signed consent back me.
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Data Collection

Gaining an in-depth understanding of the support that Nathan experienced as he
attended a four-year IHE was the intent of the data collection. To accomplish this
purpose, data was drawn from multiple sources of information. In-depth interviews were
the primary source of data. Observations during the interviews, field notes and copies of
documents from Nathan’s file at the Disability Service Office were also part of the data
collected. Using a qualitative case study design, the intent was to not simply gather data
about the acts of support, but to gain an understanding of the context; how Nathan
viewed support as he attended a four-year IHE and the role others played. Patton asserts,
“People’s behavior becomes meaningful and understandable when placed in the context
of their lives and the lives of those around them. Without context there is little possibility
of exploring the meaning of an experience” (Patton, 1989). (as cited in Seidman 2006, p.
17).

The in-depth open-ended interview was employed in this study. This interview
style allows the freedom to “build a conversation within a particular subject, to word
questions spontaneously, and to establish a conversational style but with the focus of a
particular topic” (Patton 2002, p. 343). The three-stage interview approach for
conducting in-depth interviews, presented by Seidman (2006) was used as a guide in
developing the interview structure for this study. This model was selected for its
intended outcome of gaining a rich understanding of the topic of study through deep
exploration of the context in which it was experienced (Seidman, 2006). The first stage,
establishes the context of the participant’s experience, the second guides the participant

to reconstruct the details of their experience within the context it occurred, and the third
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has the participant reflect on the meaning their experience holds for them (Seidman,
2006).

A total of seven interviews were conducted—three with Nathan, two with David
and Richard, and two with Sandy. Each interview lasted approximately 90 minutes. This
data collection spanned a six-month period of time. Since data collection is emergent in
case study research, careful consideration was given to the order that the interviews
occurred (Merriam, 2009). The order allowed for data to emerge within respondent
interviews, and across case respondents. That is Nathan, the focus of the study, was
interviewed first establishing context of support. Then David and Richard, and Sandy’s
first interviews were used to establish context and reconstruct the experience of support.
This was followed by Nathan’s second interview—reconstruction experience of support.
At this point all respondents were at the third stage, reflection on the meaning of the
experience of support. There was no prescribed order for this final level of interviews to
take place, thus they were conducted based on availability of respondents; Nathan, David
and Richard, and the final interview was with Sandy. In order to preserve the exact
words of the respondents, all interviews were audio recorded. This is the most common
and accurate method of data collection during interviews (Merriam, 2009; Patton 2002).
Field notes were recorded immediately after each interview as recommended by
Merriam. (2009). As a final step at the end of one interview and in preparation for the
next interview, as Merriam (2009) recommends, verbatim transcription of the interview
was completed, prior to conducting the next interview. Merriam (2009) asserts that this
step provides another means of generating insights about what is going on in the data. It

allows you to plan for subsequent interviews according to what is emerging in the data.
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This study was exploratory in nature, thus, it is important to allow for the emergence of
data and to conduct preliminary analysis as the data was being collected (Merriam, 2009).

The above described data collection is summarized below in Table 2. Data Collection.

Table 2. Data Collection

Phase | Interview 1

1 Nathan:
Establish context
-Conduct interview
-Write field notes
-Transcription of interview
-Revise interview guides

Phase | Interview 2 Interview 3
2 David and Richard Sandy
Establish context & Establish context &
reconstruction reconstruction
-Conduct interview -Conduct interview
-Documents from file -Write field notes
-Write field notes -Transcription of interview

-Transcription of interview | -Revise interview guides
-Revise interview guides
Phase | Interview 4:

3 Nathan
Reconstruction
-Write field notes
-Transcription of interview
-Revise interview guides

Phase | Interview 5 Interview 6 Interview 7
4 Nathan David and Richard Sandy
Reflection Reflection Reflection
-Write field notes -Write field notes -Write field notes
-Transcription of interview | -Transcription of interview | -Transcription of
-Revise interview guides -Revise interview guides interview

During the design phase of this study, an interview guide was created for each of
the seven interviews. Interview guides contained the content to be explored during each
interview. When using interview guides the inquiry is not limited to, or by, the interview

guides. “This format allows the researcher to respond to the situation at hand, to the
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emerging worldview of the respondent, and to new ideas on the topic” (Merriam, 2009, p.
90). In following Merriam’s (2009) data collection procedures, prior to each interview,
the guide for the interview was reviewed, and adjustments were noted based on prior data

collection and transcript review.

Data Analysis

One attribute that sets qualitative research apart from traditional, positivistic,
research is initial analysis occurs as a recursive and dynamic interplay with data
collection (Merriam, 2009). In this study, as noted above in the data collection section,
this process allowed for the emergence of data to guide the future data collection.
However, the intense data analysis process began once all the interviews were completed
and the last field note was written, and the raw data—recordings, transcripts, field notes
and documents—were gathered and organized for ease of use (Merriam, 2009; Patton,
2002). Merriam’s (2009) inductive and comparative data analysis process, and the
detailed description of the coding process presented by Saldafia (2016) were followed in
analyzing this study’s data. The data analysis described below yielded a case profile and
thematic analysis presented in the following chapter, Chapter 4 Findings.

Coding. The inductive process of coding was used to identify themes in the data.
Coding is the critical process used in qualitative research to move from data collected, to
the explanation of its meaning (Saldafia, 2016). It is the process of sorting and
organizing data. A code is a “word or short phrase that symbolically assigns a
summative, salient, essence-capturing, and/or evocative attribute for a portion of

language” (Merriam, 2009, p. 176).
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Oral, open, and In Vivo Coding were used in first-cycle coding. Oral coding is
repeatedly listening to the interview audio recordings over several days to gain intimate
knowledge of their contents (Saldafia, 2016). Oral Coding allows the researcher to stay
as close to the participant lived-experience through hearing his/her words in his/her own
voice: the researcher is “deeply embedded in the literal voices of participants, allowing
nuanced inferences and interpretations of vocal tones, rates, subtexts, and the like
(Saldana, 2016, p. 74). Open coding is an open-ended approach to coding data, that is,
the researcher does not have any predetermined codes or categories when starting data
analysis (Saldafia, 2016). Open coding allowed for the unknown to emerge in that this
study is exploratory in nature. In Vivo Coding, the final approach used, a word or short
phrase from the document being analyzed, as the codes (Seldafia, 2016). This approach
was selected due to the desire to capture the respondents’ exact words.

Second-cycle coding was the next step. In this cycle Pattern Coding was used.
“Pattern Coding develops the ‘meta code’—the category label that identifies similarly
coded data. Pattern Codes not only organize the corpus but attempt to attribute meaning
to that organization” (Saldafia, 2016, p. 236). Through this process this researcher was
able to reduce the codes and categories identified in first-cycle coding categories to the

six themes presented in the following chapter.

Crafting the case profile. The case profile was crafted between the first-cycle
and second-cycle coding. Thus, in addition to assigning codes during the first-cycle,
passages of interest, relating to the construction of Nathan’s profile were highlighted.

This was not a separate process from the coding, but integrated as the data corpus was
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mined multiple times. The marked passages were compiled into one document in
chronological order. The critical passages were identified with the intent to present a
deep, richly descriptive, holistic portrayal of Nathan’s support with the context necessary
to understand the case and afford the reader to vicariously experience the case (Patton,

2002).

Theoretical lenses

There are two interconnected lenses that have been used in the analysis of this
study. First, as evident by the methodology employed in this study, is constructivism.
This, the broader lens of the study guided the research practices from design to
interpretation. Constructivism postulates that “reality is socially constructed, that is,
there is no single, observable reality. Rather, there are multiple realities, or
interpretations, of a single event. Researchers do not “find knowledge, they construct it”
(Merriam, 2009, p. 8-9). Using the constructivist paradigm, the researchers seek to gain a
deep, rich understanding of how people interpret their experiences, and construct their
worlds. It seeks to find what meanings people attribute to their experiences (Merriam,
2009).

The second lens, The Interactional Model of Disability, is a more focused lens
relating to the specific area of study. The Interactional Model conceptualizes disability as
“a complex and multifactorial phenomenon that results from the interplay of individual
factors that relate to impairment and social factors. Disability is “the outcome of the
interaction between individual and contextual factors—which includes impairment,

personality, individual attitudes, environment, policy, and culture” (Shakespeare, 2006, p.
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58). The Interactional Model of Disability takes into account the inherent nature of
impairment in a natural and matter-a-fact approach. It is intrinsic factors a person brings
in combination with the societal culture, both broad and specific to the situation that
constructs the experience of disability (Shakespeare, 2006, 2013). This lens was used
through all phases of this study, to view the interplay of different factors that contributed
to the ways in which Nathan was supported while attending a four-year IHE, and how he

experienced support.

Role of the Researcher

The researcher is the primary instrument in data gathering, analysis and
interpretation process in qualitative research. The use of a human instrument allows for
infinite adaptability in identifying and targeting information, unlike physical instruments,
which can only measure particular factors (Patton, 2002; Merriam, 2009). This means
that data are mediated through this human instrument through all phases of data
collection and analysis. For this reason, it is important that the researcher identify his or
her interest in the subject and examine it to make sure that the interest does not infuse
bias, or prejudice (Seidman, 2006).

Researcher Bias. It is important for the researcher to put fourth their background
and what their experience and beliefs they hold as the instrument of the research. Thus, I
have over 30 years of experience working with, and developing support services for,
individuals of all ages who have impairments. A majority of my experience has been in
the not-for-profit social service delivery system for individuals approaching and in their

adult years. However, my most recent experience is as a Special Education Resource
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Specialist in Title One public schools, serving students in kindergarten through eighth
grade. Through these experiences I have learned the value of varying points of view
when developing support, and the important roles different individuals play in the life of
a person with impairment. Perhaps, most importantly, and often overlooked, is the
perception and experience of the person with the impairment. In the early 80s, as the
disability rights movement was under way, a slogan was used: ”Not about us without us”.
I believe that this was and should continue to be practiced when developing ways for
individuals with impairments to gain access to services and be supported. For these
reasons, the student, Nathan, is the primary component of this case study.

My philosophical frame is in alignment with the interactional model of disability.
I have found through my experience as a service developer and provider, a researcher and
of having impairment and resulting predicament of disability, there are many
compounding, inherent and external factors that lead to the experience of disability. It is
not a static event. I bring to the study an understanding of the experience of disability.
While I have a personal understanding of disability, I am limited in that my
understanding of ASD is from a professional perspective, as the nature of my impairment
is visual.

Finally, through my professional experience I have gained rich knowledge from
parents of children with impairments. This coupled with my own experience of being a

parent of a student with learning disabilities provides me with a foundational

understanding of parental experience.
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Data Credibility and Consistency

Credibility. To reduce researcher bias and maximize credibility, “the
correspondence between research and the real world” (Merriam 2009, p. 214), in this
study, triangulation and reflexivity were used to ensure credible results.

Triangulation is “using multiple sources of data means comparing and cross-
checking data collected through observations at different times or in different places, or
interview data collected from people with different perspectives or from follow-up
interviews with the same people” (Merriam, 2009, p. 216). This study utilized
triangulation in two ways. First, the three-step interview process used with participants
enhances the accomplishment of credibility through placing the participant’s comments
in context and the use of multiple interviews, over time allows for a means of evaluating
the internal consistency of individual responses (Seidman, 2006). Second, was the use of
multiple sources of data, which allowed for corroboration data through the convergence
of multiple sources of data (Mariam, 2009; Patton, 2002).

Reflexivity is critical self-reflection as researcher, human instrument (Merriam,
2009). The researcher must share his/her biases, to provide the reader understanding of
how the researcher’s values and expectations influence the study (Merriam, 2009; Patton,
2002). Researcher Bias is presented above.

Consistency. Consistency refers to “whether the results are consistent with the
data collected” (Merriam, 2009, p. 221). That is, given the data collected, the results
make sense, or are the results consistent with the data collected (Merriam, 2009). The
triangulation and reflexivity strategies discussed above, also are strategies that strengthen

the consistency of a study. Thus, triangulation and reflexivity were used in an effort to
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maximize consistency in the study. Also, used was researcher journaling, or an audit

trail.

Assumption
The following are the assumptions of the study. First, it is assumed that the study
participants responded honestly and to the best of their ability. It is assumed that the

student has been accurately diagnosed with ASD thus, meeting the criteria for the study.

Limitations

The following are the identified limitations of this study. The first limitation of
this study is that potential participants were limited to those who self-identify as having
ASD and request services from the Disability Service at the four-year institution of
higher learning they are attending. One of the biggest obstacles to serving students with
ASD in postsecondary education is the lack of students identifying themselves to
Disability Services (stated by Dr. Thierfeld Brown during a phone conversation (October
16, 2014). Many students choose to ”pass.” Passing is the act of people concealing their
impairments to avoid the stigma of disability and to pass as normal. ASD does not
manifest physical attributes that can easily identify the individual as having this
impairment. It is what is referred to as a ’hidden disability.” Thus, based on the criteria
of this study, the participant must be a student receiving Disability Services form the
IHE. There were students at the institutions selected for this study who have ASD and
would not have been considered for this study.

A second limitation identified in this study is an inherent quality that is known to

the researcher who selects case study research, is that it is limited to analytic
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generalization. As Yin states, “case studies, like experiments, are generalizable to
theoretical propositions and not to populations or universes (analytic generalization) and

not to enumerate frequencies (statistical generalization)” (2009).

Summary

Presented in this chapter is the methodological process for this case study. The
case was described as an exploratory instrumental design. The case is comprised of data
derived from interviews with Nathan, a student attending a four-year IHE who has ASD,
David and Richard, professionals at NCU Disability Services at the IHE, and Sandy, the
student’s mother. The three-phase in-depth interview approach was used in this study to
gain a deep and rich understanding of the ways in which a student with ASD was
supported as he/she attended a four-year IHE was presented. Data was analyzed through
coding and the process of crafting the case profile was described. The two theoretical
lenses that guided this study, constructivism and interactional model of disability, study
data credibility and consistency, and study assumptions and limitations were provided.

The results of this study will be presented in the following chapter as a profile and

rich description of the themes.
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Chapter 4: Findings

Introduction

The findings in a qualitative case study contain rich, thick description, to allow
the reader to vicariously experience the phenomena under study. That is to allow the
reader to experience something they would not otherwise encounter (Merriam, 2009).
Presented in this chapter are the findings that emerged through analysis of the raw case
data. The data that comprised this case, bounded system, include: verbatim transcripts of
seven interviews: three interviews with Nathan, student; two interviews conducted jointly
with David and Richard, Director and Assistant Director of Disabilities Services at North
Coast University (NCU) respectively; and two interviews with Sandy, the mother of
Nathan—and copies of documents in Nathan’s file at the Disabilities Service Office that
verify and describe Nathan’s disability and needed accommodations. The names of case
participants and the university are pseudonyms assigned by the researcher to preserve the
anonymity of case participants.

The purpose of this case study was to gain an in-depth understanding of the ways
in which Nathan, a student with Autism Spectrum Disorder (ASD), was supported while
attending NCU. The intent in conducting this study was to add to the scant body of
knowledge on this topic, to inform further research, and to influence the practice of

service providers who work with students with ASD and attending [HEs.
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The constructivist lens was one of two lenses used in the analysis of the data.
Constructivist view reality is socially constructed. Using this paradigm during data
analysis allowed for the emergence of meaning, to gain a deep rich understanding of how
Nathan, David, Richard and Sandy interpret the experiences of Nathan’s support. Using
this lens during data analysis, this researcher co-constructed, with the respondents, the
experience of support. Researchers do not “find” knowledge, they construct it (Merriam,
2009, p. 8-9).

The second lens, Interactional Model of Disability put forth by Shakespeare
(2006, 2013) was the theoretical lens that was used in analyzing the data regarding
disability. This model identifies disability as an interaction between individual and
structural factors. Shakespeare explains:

The experience of a disabled person results from the relationship between factors

intrinsic to the individual, and extrinsic factors arising from the wider context in

which she finds herself. Among the intrinsic factors are issues such as: the nature
and severity of her impairment, her own attitudes to it, her personal qualities and
abilities, and her personality. The contextual factors influence these intrinsic
factors: impairment may be caused by poverty or war; personality may be
influenced by upbringing and culture, etc. Among the contextual factors are: the
attitudes and reactions of others, the extent to which the environment is enabling
or disabling, and wider cultural, social and economic issues relevant to disability

in that society” (2014, p. 74).
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Hence, in-depth interview approach used in this study not only provided the
context sought to gain a deep understanding of Nathan’s lived experience of support, it
also provided the context to understand his disability.

This chapter will present the findings of this analysis. First, a case profile will be

presented, and then the themes that emerged.

Case Profile

Nathan is the primary character in this story. Interactions, interpretations and
experiences with David, Richard and Sandy are interwoven into the story to provide the
deep texture and contextual descriptions. Information about Nathan’s early years, before
attending NCU, provides important contextual information relating to understanding of
his experience of support while attending NCU.

Background context. Nathan, at the time he was interviewed was 21 years old
and in his third of anticipated 5 years at NCU, to earn a Bachelor of Science degree in
computer engineering. NCU is a small liberal arts university in the northwestern United
States.

Road from Birth to College. Nathan’s father was in the military. As a result,
his early years were spent moving between Germany and the United States. When
Nathan was in fourth grade his family moved to the Northwestern United States, and
settled in that location (dad would go out on assignments). Nathan remained there until
he moved to college, and returns home during summers. His home, while not in the same

town as NCU, is nearby. Nathan’s immediate family consists of his mom and sister to
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whom he is close, but states with sadness in his voice, in regard to his relationship with
his dad:

He wouldn’t really make a connection. So, I eventually had to try to make the

connection with him. And it didn’t really work. My dad never understood. Like,

he never really understood. He just thought like you know “you’re just screwing
up you know just be normal, be normal.”

ASD identification and effects. Sandy, who was 26 years of age when Nathan
was born, shared that there were communication and behavioral events in Nathan’s early
development that were related to ASD, and “a lot of challenges that I did not know until
later on had to do with autism.” She shared that Nathan only spoke very few words until
he was 4 years of age. Sandy stated, “He wasn’t talking. He was having tantrums from
18 months until he started verbalizing....Once he began verbalizing we were ok.” Sandy
also recounted that when Nathan was young, he didn’t like to go anywhere:

Transitioning was a real challenge. I would just have to sit down like on the edge

of a curb and wait for him because he was like a little octopus when trying to get

him into a car. He was all hands and feet grabbing on to the side of the car so he
would not have to go into the car seat. I just couldn’t do it. I just couldn’t
struggle with him, I had a baby, his sister, with me. So we’d just wait him out
until he got into the car.

Sandy’s oral animation in telling of this event, and the laugh that accompanied
this story, told perhaps even more than the words. It said in hindsight it’s funny; a

release of I got through that, but at the time required a great amount of patience. I have
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heard this in the voices of many parents, including myself. Sandy has been very
committed to Nathan’s success as a student and person and often put his needs first.

Other behavioral features of ASD that Nathan exhibited were compulsive hand
washing, fear of germs, not wanting to be around people, not wanting to be hugged or
touched. He was very particular about his things. He had collections of things and would
get frustrated if things weren’t organized the way he wanted, yet he was not able to
organize them himself.

Nathan’s early education was riddled with challenges due to both the inherent
features of his impairment, and the extrinsic environmental responses to him. Nathan
went through special education testing while on the military base in Germany. He was
identified as needing speech services, and since he had anxiety issues, he was identified
as emotionally impaired. Challenges including teachers saying he was not learning
anything and Nathan shutting down in a chaotic third grade. The third grade class was so
chaotic Sandy left a substitute-teaching job to home school Nathan. This got him caught
up and ready for fourth grade in the US, where he returned to the classroom.

Once in school in the community where Nathan’s family had decided to settle,
school was good for 2 years: he had good teachers. During this time Nathan was in
general education and received Special Education Speech services. “Then in sixth grade
his teacher wanted him out! He got really good grades, but she focused on him. It was a
really horrible situation. It was traumatic for all of us hearing the things that were said to
him,” Sandy stated. She explained that after sending six letters to the district’s
superintendent with no resolve, she finely wrote to the Office of Civil Rights (OCR).

The district was found guilty of harassment, and failure to meet the districts offer of a
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free and appropriate public education (FAPE). The outcome of this process was Nathan
was moved to another school in the district and it was recommended to have Nathan
tested by a local agency to determine if he had ASD. This testing resulted in a diagnosis
of high functioning autism. Sandy explained that the diagnosis did not really change
things. “I already had found ways to accommodate my son, beyond the professionals.
They had me going in all different directions. And some of them were really incredibly
backwards.”

Nathan went through high school with a 504 plan. High school was a positive
experience. Nathan got the needed academic support, including continued help from his
mom. He excelled academically. He continued to have some struggle to develop social
relationships. And, at times, as Sandy shared this was further complicated beyond his
autism due to being biracial, Caucasian and African American.

When asked about his early experiences regarding his diagnosis of ASD. Nathan
recounted,

I found out maybe officially in fourth grade....I just remember I got tested

because I was struggling in class, and my mom noticed I would obsess over

problems. Instead of skipping one I didn’t know, moving on, I would just stay on
that one, I don’t know for 3 hours, and just stare at it until I completed it. So, she
could tell that’s not normal.... I had always been different than from the other
kids. I'd see this guy who specialized in helping with autism. He'd tell me, this
isn't normal. Why don't you do this instead? I would think why would I do that
when I can play video games? I used to use video games a lot to not feel bad. It

was really hard. I didn't want to recognize it. I wanted to assume it was normal
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to not go anywhere, staying home playing video games, and not having any

friends to talk to or play with. But, eventually I could see he was right. I didn't

want to feel like that anymore. I didn't want to feel different. I wanted to have
the same interactions as the next guy. I have always felt kind of bad about it. In
fact it makes me feel sad just thinking about it.

Nathan’s voice became quieter and solemn as he shared his experience.

Nathan also explained how the social deficit features of ASD impacted his school
experience. In looking back he could now identify how some of these issues impacted
others. He explained he didn’t understand how people felt when he was young. Things
were concrete. Questions provided answers. He gave the following example.

I had teachers that would say I was disrespectful of their authority, or I was being

rude when I was asking serious questions. For example, a teacher may say my

husband left me, and I asked, why? He doesn't like you anymore?
While Nathan has come to learn more about social norms, and why such questions would
have bothered others, other situations still remain a mystery to him, such as the situation
with his sixth grade teacher. He recalled:

There was one teacher who hated me so much because I got As. 1 feel like they

thought I was annoying. So, me getting As, putting out the effort to do good,

made them hate me? I don't know. It has been a really hard experience. I had to
leave my elementary school because the teacher discriminated against me.
Nathan also struggled with other students not following rules. He would get very upset if

peers tried to get answers from him.
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IHE experience. When it was time to select a college, Nathan and Sandy visited
many [HEs on the west coast, some far, some near. Nathan was in search for an IHE that
met his academic interests and an environment that was comfortable for him given his
ASD. NCU rose to the top of Nathan’s list. Sandy, knew Nathan wanted to go to NCU,
however, was not sure if they could afford a private college. Nathan felt comfortable at
NCU because of the smaller classes, fewer people on campus, and he liked the fact that
he would be able to get in touch with professors one-on-one. Nathan explained:

I didn’t feel like, just one little pebble amongst a bunch of rocks all around me.

All the other schools had this thing that made me feel overwhelmed—the

classroom size and the competitiveness. Some schools weed out all the weak

links as soon as possible. I wasn’t ok with that. It sounded really bad.

Nathan and Sandy visited the Disability Services office at each IHE they visited.
However, the Disability Services were not a determining factor in selecting an IHE.

Nathan at NCU. Nathan received a full academic scholarship and was able to
attend NCU. Transitioning into the college held many new experiences for Nathan, as for
all young adults forging towards independence. However, for Nathan these experiences
were more intense due to having ASD. At times this made some of what most students
roll through, huge anxiety-laden experiences, particularly in his freshman year. As
Nathan put it, “freshman year it was so difficult. It was so scary. It was overwhelming,
just freaking out so much.” Nathan had a strong support system to help him get through
the difficult times and develop the skills needed to independently navigate situations that

would arise in the future. This support consisted of Nathan’s mother, Sandy, and David
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and Richard from the Disability Services office at NCU, working in tandem, along with
his faculty advisor and counselor.

Disability Services at NCU. Despite its small Disability Services department, the
support Nathan received from NCU Disability Services was comprehensive in meeting
Nathan’s needs associated with ASD. Support went far beyond academic
accommodations. Social communication, and sensory needs associated with Nathan’s
ASD were addressed in all facets of his college experience. Nathan found that David and
Richard were extremely dedicated professionals that were invested in his success. As
Nathan put it, “I really lucked out!” David and Richard are very dedicated professionals.
They are willing to go far above and beyond to meet the needs of students, and be
supportive of faculty and staff in their interactions with students with disabilities. They
are very much in sync with each other’s thinking. David has worked as Director of
Disability Services since 2007. Richard came aboard as a graduate assistant in 2011
while completing his master’s. His position evolved into an assistant director position as
the demand for services grew about a year prior to this study.

NCU in accordance with the provisions of the American’s with Disabilities Act
requires documentation of disability by an appropriate and qualified professional who can
verify and is capable of describing the condition when determining a student’s eligibility
for accommodations. Nathan’s psychological report indicated he has a diagnosis of high
functioning autism, generalized anxiety disorder, Turret’s and an auditory processing
disorder. The psychologist report also stated:

He has difficulty concentrating and focusing. His anxiety and autism negatively

impact his interactions with others. When sleep is good and student has ample
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time to complete academic tasks, the student can function very well. Single living
arrangement would optimize the student’s ability to sleep, manage his anxiety and
function well. Has significant test anxiety requires additional time to process
information and respond to test items.
It was upon this document that Nathan was afforded accommodations and access to the
Disability Services at NCU.

The summer prior to Nathan starting at NCU Sandy was in contact with David
numerous times to figure out what kind of accommodations would be available to
Nathan. The first step was the arrangement of what would become a critical physical
accommodation for Nathan enabling him to take part in the full college experience
including living on campus—a single room. David stated this was a common
accommodation for students with ASD. “If a student on the spectrum wants a single
room, we do everything we can to make that happen.” A second step was arranging for
Nathan and Sandy to come during the summer and view his room and residence hall so
that he could begin adjusting to where he would be living. Viewing an exact room was
typically not allowed by NCU, but in Nathan’s case deemed necessary. David and
Richard had planned to start meeting with Nathan and make him feel comfortable during
orientation and prior to classes starting. David recalled:

It was a delicate hand-off and I would say mom was very anxious. She was

looking for a source that she could rely on for some of the problem solving and a

place where she could help encourage him to go when he was having challenges

and have that trust and faith in the place as opposed to just sending him

somewhere that would he not get support and kind of backfire. She needed to
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find a resource or a connection to replace her, or she wouldn’t feel comfortable

with fully stepping out of the equation, so he could fully experience college as a

college student.

Richard added, in regard to providing support immediately upon Nathans arrival
to campus, “I think that is what possibly created the level of comfort for both the student
and his mom.”

Academics-ASD impact and support. Features of Nathan’s ASD have presented
him with challenges and strengths in his academic pursuits. As part of the standard
intake process, David and Richard reviewed prior academic accommodations used by
Nathan, and worked with Nathan to determine what would be carried over and used at
NCU. David explained, “The first semester is essentially a trial and error period”.
Nathan’s Initial academic accommodations included extra time on quizzes and exams
(time and one half in an environment with reduced distractions), permission to record
lectures, be provided guidelines and instruction for complex assignments in advance to
allow additional time for completion. Over the 3 years, Nathan’s accommodations have
remained fairly consistent. Some additions included, provide copies of the professors
notes or lecture outlines if appropriate and available, a note taker for certain classes and
his extra time for quizzes and tests was increased to double time. However, Nathan,
David and Richard all concurred that the primary accommodation that Nathan
consistently uses is the double time on test and quizzes, in a reduced distraction
environment. Nathan also explained, “When I am taking a test, I bring a watch so that I

am seeing how many minutes I am actually spending, because I can't feel time.*
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A letter is sent to each of Nathan’s professors informing them of his
accommodations at the beginning of each semester, along with information that may
assist them in working with students with ASD.

In addition to its impact on test taking, Nathan has had other time-related
challenges. Much like when he was little, Nathan would perseverate on his Math
homework when he started at NCU. Robert explained, that for many students, Nathan
included, part of the transition coming from high school, where you have a consistent
schedule, is learning to manage time and an inconsistent daily schedule. David
explained:

He would sit down and spend too much time on one subject—calculus homework,

six hours, then he would be overwhelmed because he had other homework. So,

whereas other students we help getting started, we helped Nathan to get finished.

Time Management was one of the areas that Richard coached Nathan on. Nathan
learned to create a strict schedule for completing homework, which would not allow him
to work too long on one topic. It also, included helping Nathan to seek out additional
resources through the engineering program, sooner rather than trying to do it on his own
when he needed additional assistance. Nathan reported that this approach was needed
and very helpful at first however; at this time he only has to rely on a strict schedule
when he has a very demanding schedule for work completion.

Another impact of issues relating to time was identifying an appropriate workload
each semester. Nathan could not manage the same load of classes that was typically

completed each semester by students in the Engineering Program. Nathan stated
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Richard helped me realize a more realistic goal for classes. I can’t handle five
classes at once, really a lot of pressure. It’s too much, especially if they have
laboratories. I like learning and taking my time so less units is more ideal, so [
can actually focus on the subjects.

The Engineering Program at NCU is a four-year program. With the guidance
Richard provided on course-load, Nathan set forth a plan for completing the program in 5
years. This was not a concern for Nathan since at many universities Engineering is a
five-year program. Also, his scholarship covered 5 years.

During class lectures, Nathan’s auditory processing deficit and difficulty with
social interactions at times pose challenges. When there is not enough visual support
along with oral lecture, Nathan at times records lectures, or requests a note taker. The
latter is rare. Nathan discussed how his uncertainty as to when to interject questions and
when not to interrupt is difficult for him, and distracts him from the lecture. He explains
with great frustration, yet with humor:

Timing, when to ask a question and when not to interrupt. It’s so nerve-racking.

It disrupts my learning because I obsess about the question. It is hard for me to

focus on what is he talking about right now because I don't want to forget the

question. It is really hard, especially when it is a really big question, and I really
want that answer. That happens so often it's not even funny. I hate that!

Nathan does rely on going and talking to professors during their office hours to
“get help.” However, initially Nathan needed some coaching to be able to send emails to

teachers and in some cases support in how to approach them.
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In terms of sensory aspects of ASD impacting Nathan’s academic experience, things
in the environment can be distracting to him, and cause him to lose focus during tests. This is
why he requires a reduced distraction environment for testing. He also is at times bothered by
florescent lighting, and may wear sunglasses in class.

While ASD has resulted in need for accommodations, and to take more time to
complete the program, it also has some features that Nathan feels helps him excel in
academics, and specifically computer programing. He is a straight A student. Nathan
explained how his ASD aided in his academic success:

My autism gives me patience. I can look at something for a very long time, where

some people will just give up. I have more endurance to work harder than other

people... I am able to program things that people don’t think about... I use it

for learning programing, memorizing the little things. That’s something that is

really cool about somebody on the spectrum if they like something they know it

better than anyone else. They become the best. And that is what I try to do. I
don’t want to just be an engineer. I want to be one of the best engineers.

As will be discussed below, Nathan at times has difficulty with relations and
socializing, however this is not the case during academic endeavors. Other students
value his skills. Nathan stated, “I am able to engage people by working in groups and I
can coordinate things.” He reports as long as it is related to academics, “I am fine
communicating.”

Social Communication, student life -ASD impact and support. Nathan
possesses a great amount of self-awareness about his social communication deficits. And

has worked extremely hard to not let them hold him back. Nathan stated, “I think I have
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worked harder at socializing than anyone else, because I knew I had a problem.” Despite
his awareness and efforts to improve, Nathan faced many challenges related to his social

communication characteristics associated with his ASD, while at NCU. These situations
where at times very overwhelming, to Nathan however, they also provided opportunities

for him to further grow and develop his skills.

Freshmen year presented huge challenges for Nathan in the area of interactions
with others. David and Richard, anticipated these types of challenges based on intake
information provided in his verification of disability paperwork, speaking with Nathan’s
mom, and Nathan’s self-report. David stated, “We knew we really needed to create a
rapport and attempt to create this welcoming environment, so that he would at least come
here and let us know he is having a challenge.” Challenges ranged from not knowing
how to interact with peers, academic issues, and issues of activities of daily living.
However, it was the inability to know how and who to speak with that complicated the
events. Richard had weekly coaching appointments with Nathan. This allowed for him
to address issues that were of immediate concern, and work toward the development of a
trusting relationship in which Nathan would feel comfortable coming directly to Richard,
or David. When Nathan started at NCU, he would tell mom about problems, and mom
would call David or Richard. In time the shift did occur.

Nathan expressed a strong desire to have typical peer interactions throughout the
interviews. Attaining this at NCU has posed many challenges. Freshman year was the
worst socially for Nathan. He wouldn’t go out very much, and would stay in his room
and play video games, much like when he was younger. Sophomore year brought more

opportunities for socialization. Nathan shared, “sophomore year was a little better. The
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whole dorm floor was nothing but engineers. It was our own little community. It was
really fun.” Fellow engineers are the easiest peers for Nathan to communicate with since
they share interests, and workload...He could relate to them. Nathan’s academic
strengths served as a conduit of social interaction in the dorm. Students would go to
Nathan’s room for help. Nathan said in a proud manner, “I would show them all these
problems on my white board.” However, as with all social interaction for Nathan, he had
limits on how much he could handle, so at times he did not respond to the knocks on his
door.

In regard to outside of the dorm socialization Nathan explained,

I don’t really go out and have a good time. Or, what other people identify as a

good time. Parties, dances, stuff like that.... I have gone to parties, they are

overwhelming and it is just uncomfortable for me. I usually just go there and
watch strangers have a good time. While I'm standing awkwardly pretending to
enjoy the drink in my hand, yah, woof, this is so fun!
He further explained typical events like basketball games were not appealing to him
either. He stated, “I would rather be working on homework and stuff. But it makes me
feel bad that I don’t interact with people like the next guy.”

Nathan continued to pursue finding a social niche at the end of sophomore year,
as he felt isolated; he did not know a range of people. He desired greater connection to
people. Nathan explored a variety of fraternities and joined the professional Engineering
fraternity since he could connect with the members through mutual interests. Nathan

explained,
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The fraternity helps. I joined because it forces me to go to social events. Which
is nice sometimes, and other times it’s not nice at all. Like when there are back-
to-back-to-back mandatory events....There is no time to recover. I have limits...
I am forcing myself to do things that scare me or make me feel insecure. It
becomes overwhelming. It takes energy. It takes a lot of energy to be able to
have social interactions. I only have a certain amount of energy. It is physical,
like a muscle and it gets strained sometimes.
Nathan chooses not to disclose that he has autism to the fraternity. This has created many
challenges, for he does not explain why he is not at all the events, or able to maintain
socialization through the events. In fact, Nathan does not disclose his ASD to any peers.
In addition to the one-to-one coaching that supported Nathan through many
different social predicaments, he was also in the first cohort of students with ASD to
participate in a social group. The social group is a partnership with the counseling center
and Disability Services. This group has weekly meetings for students to have discussions
around specific topics relating to socialization related to ASD. Nathan has also accessed
the services from counseling department. And above all, Nathan’s mom has been a huge
emotional support, and has assisted him by initially being the communication link
between himself and Disability Services and being available by phone to talk to 24/7.
Activities of daily living ASD impact and support. Nathan experienced
challenges due to behavioral features of ASD, and his anxiety disorder, particularly in his
freshman year. These challenges manifested in predictable areas such as the predicament
of being in a shared living space of the dorm, and unpredicted tasks related to attending

college. It was the later that caused Nathan in his words to “freak out.”
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From the combined perspectives of Nathan, David, Richard and Sandy, “freak
out” meant, a situation arose, particularly something that was new to the college
experience, or due to being in a new environment, and became a huge obstacle to moving
in any direction. Nathan was stuck! He was consumed by the situation, paralyzed,
unable to move in any direction, and not knowing what to do.

One example that occurred during Nathan’s first semester at NCU is as follows.
The window for class scheduling for spring semester opened. Nathan was not used to
having to select his own classes. As he explained, “In high school it was easier. They
tell you, you have to take this, and you get to choose this. You don’t get a lot of choice.”
Choosing classes seemed to come out of the blue for Nathan he was overwhelmed with
anxiety.

I didn’t expect to have to choose my classes before my classes were even

finished: I was thinking of my testing. I was freaked out, how could I think of my

classes while I am already in classes? It was really bad.... I was so freaked out

there were so many options,” Nathan expressed, still with a sense of stress in his
voice as he recalled. Nathan contacted Sandy when he was “freaking out.” Sandy, not
knowing how to advise him, contacted Richard. Nathan recalled that Richard came over
to his dorm room. He helped Nathan both with the scheduling, and the more immediate
need, the anxiety Nathan was experiencing. Having had that experience and several
semesters behind him Nathan stated, with comfort,

Now I work with my advisor, we know what kind of class load I like. I’ve

learned from experience that I am kind of in the hang of it and my advisor knows
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me now. And we are able to get things going. But, freshman year it was so

difficult it was so scary it was overwhelming just freaking out so much.

This situation was one of several that all respondents independently brought up with
presentation that it was a very intense situation for Nathan.

A more predictable area of challenge for Nathan was regarding the shared living
space of the dorm. As noted above, Nathan was afforded the opportunity to have a single
room. This resolved a host of potential barriers that could have prevented Nathan from
being successful in living in a dorm, and his desire for gaining the full experience of
college. With those issues behind him, Sandy stated, “The bathroom was going to be the
biggest challenge for him.... He had issues about things touching things and getting
germy.” Since this was a predictable area of concern Sandy developed a system that
would prevent anything from touching the ground. Sandy explained,

I sewed elastic onto every towel and washcloth, and Baugh camping hooks that

would hook on to the shower pole so that nothing would touch the floor or get

knocked down on the floor.... He had a sink in his bedroom. It was an old, single
with a sink. Which I think helped tremendously. I am not sure how he got over
using the restroom because, I just, that kid would hold until he would come home
when he was in high school. So, somehow he got past that in college.
Having the insights into challenges that ASD may present, Richard provided support in
this area. Nathan shared that Richard had acquainted him with a variety of restrooms on
campus, so should he not feel comfortable using the restroom at his dorm, he would have
other options. Thus, with the support of Sandy and disability services, David and

Richard, despite in Nathan’s words, “It was pretty bad freshmen year, living in the dorm,
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it was horrible.... it was so disgusting.”: Nathan was able to remain in the dorm for his
freshmen and sophomore years. For his third year Nathan chose to move into an NCU
apartment, still on campus. Students were required to move out of the dorms in their
third year. He lives by himself and has his parrot for companionship. Nathan likes living
in the campus apartments since he is still on the meal plan and there are still rules about
residents’ behavior, governed by NCU.

Reflection. Nathan in reflection on how his experience has been at NCU states,
“Academically it has been going great, fantastic!” He is a straight A student. In regard
to social life:

Honestly, I think it would have been worse at a bigger school. Way worse. [

probably would have felt more isolated at a bigger school. My social life hasn’t

been as bad as I thought it would be. I have a group of engineer friends. But,
there are still times when I think I don’t really fit in around here, especially with
the fraternity, Nathan stated.
Nathan also is very grateful for the support he receives, and does not think he could have
gotten this far without it. He depicts a tower.

My mom is the slab or the land. I wouldn’t have been able to build anything

without her.... David and Richard, I see them as structure, the support beams.

They are the foundation, helping me build the tower. They are solid. Because

without them, I don’t think I would have been able to get this far. David and

Richard helped me to get to the point where I don’t need their help as much

anymore. I am able to build some levels myself. My advisor is like the tools
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to build the structure; how I want to build my tower, the schematic. She helps me

get the blueprints out nicely- where do I want my life to go.

Themes

This section will present the themes that emerged relating to Nathans experience
of support at a four-year IHE. The data from all seven interviews, field notes, and
documents; that is the entire data corpus for this study, were analyzed as a unit through
the process of coding (see chapter 3 for details on coding process). Six themes emerged
from this process: ubiquity of disclosure, proactive early nonacademic support is
imperative, coaching from freak-out to function, support from mom invisible, but
essential, individualized approach by dedicated professionals, and textures of Nathan’s
autism.

Ubiquity of disclosure. The issue of disclosure is a ubiquitous part of Nathan’s
experience as a college student who has ASD. It is the interplay between Nathan’s
perceptions of himself, his desired life outcome - intrinsic factors, and the reactions of
those in his environment and the more global societal view of ASD - extrinsic factors that
shape Nathan’s determination of to whom he discloses he has ASD.

Nathan does not disclose he has ASD to his peers at NCU. Among the reasons
for this decision are current cultural responses to autism an invisible mental impairment,
past experiences of discrimination and his desire to be treated the same as anyone else.

Nathan feels there is a lack of acceptance of individuals with ASD by society,
particularly young people. He explained, “Right now ‘autistic’ is being used as a

synonym for stupid.” The phrase, ‘what are you autistic,” is commonly used in a
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derogatory manner in our society. He has encountered this in everyday conversation, on
line communities such as Reddit, and even in the movie 2/ Jump Street. Nathan felt
when it comes to hidden disabilities, that even though his peers were open to other forms
of diversity, they do not understand, or have tolerance for mental health impairments.
They’re less sensitive than they are toward other issues of diversity like homosexuality.
“They don’t get the invisible disabilities, no! The physical disabilities, yah!”

Sandy shared that Nathan keeps his ASD hidden, although it, in some situations
would make things easier if he did disclose his disability, particularly in regards to
challenges he is going through with his fraternity. However, she respects his decision.
She stated,

He feels like society especially young people classify autism as some type of

mental retardation. Like, something’s wrong with you if you have it. He doesn’t

want people at the college to know he is a disability student... he is afraid it’s
going to change the way that, um his peers view him. It will make him un-
dateable — chuckle!
Even if he is faced with negative consequences and extreme stress Nathan will not
disclose. Nathan’s mother conveyed the following situation that occurred with Nathan’s
fraternity.

Nathan had a problem with the fraternity. He did not want to expose his

disability; they didn’t know he had a disability. But the things that they didn’t

like about him were all connected to the disability. It was a very sensitive
situation, because he was being penalized because of some things that weren’t fair

and so he could have used his disability to have an easy out, claiming this is why.
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Nathan said, "I should not be treated like this. I should not have to tell them what
my disability is. I am going to just ride this one out, and what happens,
happens.” He got through that and he is still in the fraternity, but after that event

it wasn’t the same. I think it kind of scarred him a little bit. He is still in it, but I

can’t say he wants to continue.

David and Richard also encouraged Nathan to talk, and presented the option of
sharing with the fraternity board in confidence, but Nathan was adamant about not
disclosing that he had ASD to anyone in the fraternity because he did not believe it would
stay confidential. David stated,

If he had gone to the leadership team and said, I want to share with you, I don’t

feel comfortable sharing this. This needs to stay here with you guys. I have

autism. And they are going to be wow! No way! I had no idea. That is
empowering for both parties. And on the broader picture for the disability
movement we need allies, and people need to get on board for making cultural
change. Denying some of those opportunities could be personally harmful and
harmful for the greater system.
David and Richard explained that nondisclosure is a theme shared by many college
students with ASD.

When asked why he did not disclose his autism to peers, Nathan responded,

I don’t share with my peers that [ have a disability, because I don’t want people to

see me as this thing, rather than who I am. I don’t want to feel like less of a

person because of it. I don’t want other people to make me feel like less of a

person or different because of it. I want people to treat me the way they would
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treat any other person, with respect and without pity. Not, oh you poor thing you
weren’t born with common sense of social interactions; oh man, here let me go
out with you so that you feel better. I don’t want people to pity me at all. I want
them to just look at me as any person.... I try very hard to act normal. In the
process of trying to act normal, I have a mask on trying to be like someone else,
pretending.
Nathan explained that:
I have trained myself to be able to overcome the things an autistic kid would have
problems with: like eye contact, being able to talk, have conversations. So it’s
kind of like hiding in a way; forcing myself to do things that scare me or make me
feel insecure. It becomes overwhelming...it takes energy.
Nathan explained how he worked on developing these skills. “So, I started looking at
movies—what do I do different than them? I would notice when I walked I don’t move
my hands back and forth like they do.” Nathan practiced typical body movements until
they became automatic. As Nathan got older he continued to develop social skills that
were not inherent to him through taking acting classes. The acting classes taught him
how to read emotions better through developing an understanding of the characters.
Nathan shared there are no exceptions to his nondisclosure with peers, even
romantic partners. Nathan used dating as an example to convey the challenges, and
discrimination he has of having ASD, and being black. He states that the prior relates to
him, his need to develop awareness, the social skill. And the latter is due to social

barriers. “So I have both problems. Once I overcome the socializing, can you overcome
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my skin color and I have a lot of unsuccessful attempts socializing.” Sandy provided her
understanding of Nathan’s feeling of dual discrimination.

The dating thing bothers him. He is bothered that he is biracial. He is bothered

about being different as far as the autism. And that he doesn’t seem to know how

to connect with people, like you know, a dating relationship....telling me when he
talks to girls, they consider him black, or their parents would consider him black.

They can’t date him. So he hasn’t found anyone that like he fits in. He doesn’t

connect with a lot of African Americans because his culture was more in a white

area culture-wise. So I see how he is disconnected to a lot of people. 1 don’t
think that this is a terrible area, or that we have huge racism going on, but I do
feel he feels disconnected and that he feels the dating pool is very limited. That’s
one of the fears he has on top of someone finding out about his autism. That’s
gonna put another mark on him.

While Nathan reports that there are no exceptions with disclosure to peers, there is
one exception to Nathan’s nondisclosure. Nathan is very focused on his academic
success. He states, “I don’t want to just be an engineer, [ want to be one of the best
engineers.” To achieve this end, and get the support that would allow him to do his best,
he had to go through the formal process of disclosing his disability to Disability Services
at NCU. To receive accommodations under 504 of the Rehabilitation Act and ADA, it is
the student’s responsibility to request accommodations, and provide verification of the
disability from a qualified professional. Nathan with his mother’s assistance took the

needed steps to apply for accommodations prior to the start of school.
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David expressed that the Disability Services office was the one safe place for
Nathan to open-up about his disability.

Because we represent disability, and we have that rapport with him, what tends

to come out in sessions here are things related to his disability. This is the safe

place he can do that. He doesn’t do that anywhere else on campus. This is where

he lets his guard down. We can see it; he can be with the same people over the

social group where he lets his guard down and he talks about all of this. You put

him with the same people outside of that room, it’s gone! He has the guard right

back up. When he is here that is what comes out the most, because this is where

he can process disability.

In regard to accessing support from the Disability Services Nathan stated
“I mean without the support system I don’t think I can function as well as I want to. |
might become a B student. That sucks for me. That’s like an F.” He stated, “Initially I
didn’t really like getting support, but I know without them I can’t do it.” Nathan does not
have any concerns about disclosing to his professors that he has a disability and he stated,
“I talk to them in the office hours, every single one of them... they understand because
they have worked to be teachers for one, so they have experience teaching kids who are
different than other kids.” To exemplify the type of support most professors provide,
Nathan described a situation he observed with another student with a disability:

He was freaking out because he couldn’t take a test on time. He thought he was

going to take the test. And he was oh, I am going to fail, oh my gosh, oh my gosh

and no one could calm him down. So, they called the professor. The professor
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went out of the class—stopped teaching the class—came all the way over to the

disability center to calm the kid down, to tell him everything is going to be ok.
While Nathan needs, and is willing to use the support, it comes with the risk, the stress of
is disability being disclosed. This is exemplified in his discussion of using a note taker.

I have gotten some really good notes from note takers. Sometimes my notes are

as good as theirs, but it is nice to have them in case I missed something. So it’s

good. I just feel nervous asking because; oh, someone in the class needs notes.

Makes me feel kind of nervous.

Nathan also chose to disclose his disability in one other situation, this study. He
did so with caution. David shared that Nathan cane to him after first meeting to discuss
the study, David said, “He just needed to know that working with you was going to be
safe.”. Once assured that that it was safe to interact with this researcher, and the intent of
the study was to help others. David shared, “He is letting you into his little secret world.”

Proactive early nonacademic support is imperative. Nathan, David, Richard,
and Sandy, each acknowledged that without the early extensive nonacademic support
Nathan received, he would not have gotten where he was academically, or in his ability to
manage his day-to-day life while at NCU. This support was imperative to his success.
David and Richard discussed that this is not uncommon and is why they have developed
a system for identifying student needs early on and providing nonacademic support.

NCU Disability Services, David and Richard, recognize the need to begin support
service for students with ASD as soon as possible, often even before the student begins

attending NCU. Supporting students with ASD is a twofold approach, academic
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accommodations and nonacademic support. It is the latter that NCU provides the most
intense focus on for students with ASD. David explained very passionately,
We spend a lot more time on nonacademic issues, where a lot of the other groups
it is primarily academics....I found working with students on the spectrum it’s
almost never an academic issue, but on the surface it appears an academic
issue....It’s usually a nonacademic issue that can ruin academics. And so if we
were only in the business of making sure they had accommodations in their
classes, we would miss the real underlying things that are making the grades slip.
NCU Disability Services values early contact with students who have ASD and
their family. They are proactive in initiating this interaction. David stated,
The foundation for providing services is establishing rapport. From the beginning
what we try to create is a supportive welcoming relationship with the student
and the family, to help ease the transition. We encourage them to come in the
summer before they start and we meet with them in person to start creating the
sense that we are the support team here at college.
This early contact begins the interaction process with the student. Richard explained,
“The sooner we start having the opportunity to interact with the student, the more
connected and comfortable they will be with coming to us for assistance.” While the goal
is to have the students be able to come to NCU Disability Services for support and
guidance, it is a process to transition the student from their existing support system to the
supports at NCU Disability Services. The Family is an important part of this transition.
Richard stated, “I think most parents don’t really realize how important transition

planning is....The sooner they make contact with us, the sooner we can start having the
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opportunity to interact with the student.” David explains the value of early family
communication:

Often times the family can provide more insight than we are able to get just from

interviews with the student, at the beginning. So family involvement is critical at

the beginning to get a better understanding of what are the specific needs of the
student. On a case-by-case basis we try to evaluate what is going to help this
individual student succeed.... We usually start by asking what does the current
support structure look like and figure out how we can begin to replicate that, if at
all possible.

For Nathan, early family contact was certainly critical. Nathan’s mother began
working with David about 6 weeks prior to the start of school. She had many concerns
about the transition to college and communicated often. She inquired about what services
were available and what support could be provided. David recalled,

She was looking for a source that she could rely on for some of the problem

solving and a place where she could help encourage Nathan to go when he

was having challenges and have that trust and faith in the place as opposed

to just sending him somewhere that would not get support and kind of

backfire, because she knew that wouldn’t work.

Richard added, “I think mom needed to find a resource or a connection to replace her or
she wouldn’t feel comfortable with fully stepping out of the equation so he could fully
experience college as a college student.”

Much was learned through this early communication with Sandy and Nathan.

David and Richard learned that Sandy was Nathan’s primary support. She understood
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him and would process things for him to understand and be able to function. Thus, the
transition of support would be from mom to NCU Disability Services. Through
information gathered from mom, intake information completed by Nathan, and
documentation relating to his diagnosis and accommodation needs, David explained, it
became evident that,

It was a delicate hand off and I would say mom was probably very anxious

and was going to have a difficult time letting go and passing the torch on to

the institution in some ways. Because I think she had a very hands-on day-to-

day fully involved approach in providing support.

Though early contact with Mom and Nathan, David and Richard determined the support
services they would offer Nathan. They felt he would benefit from participating in the
full offerings they had for students with ASD—Social support group, coaching, working
with counseling center and academic accommodations. Nathan would be among the first
cohort to have services include a social skills support group. They planned to begin
meeting with him during orientation prior to classes starting.

This early communication led to the arrangement for Nathan to have a single
dorm room, which was very important to Nathan’s success in living on campus, and in
turn his academic success. In arranging this physical support, single room, and the visit
to see it during the summer, Disability Services Office had to educate, and gain the
support of housing, to arrange the room, and, more out of the ordinary, the visit to his
particular room.

Nathan reflected on his early contact with NCU Disability Services. He recalled,

“My mom made sure I knew where to go and who to talk to if I had problems.”
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However, initially he did not feel comfortable going directly to David or Richard so he
explained, “ My mom would communicate with them when I had a problem and I
wouldn’t go to them.” Nathan did not like communicating through his mother. David
stated,

But it worked.... I still don’t think he liked it. Because it goes back to the, oh I

got autism I have to have my mom to call and.... But at the same point he didn’t

have the comfort level to communicate.... He felt comfortable sharing it with
mom. So we really worked with him around being more comfortable asking us
for help and that started to happen.

Upon arriving on campus Nathan began receiving nonacademic support
immediately. Richard was the primary support provider through Disability Services. He
had regular weekly scheduled appointments to develop a rapport with him and for
coaching. This is a proactive step NCU Disability services takes for students with
autism. David and Richard explained they schedule weekly coaching appointments for
students transitioning. It is a standing schedule. David stated this is because “the first
time away from home is nothing to be taken lightly. The anxiety just skyrockets with this
population,” David said. “There are so many new things they must figure out.”

The product of Nathan receiving comprehensive nonacademic support was
Nathan gradually increased his ability to communicate directly with NCU Disability
Services, transferring some support from mom to NCU during his first year. He was also

able to remain on campus, and excelled academically.
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Throughout this process of transitioning support from mom to NCU, Sandy
maintained close communication with David and Richard. There was open
communication, however, David shared,

Mom probably thinks she was a burden to us in some way. Because she was

always apologizing and for just showing up in the office.... She wasn’t a burden.

And what they don’t realize is I appreciate that because I don’t know these

students quite as well as family does. And it’s part of that transition. we need

family if we want to have a successful hand off.

This process is very time intensive at the beginning, David and Richard reported.
David stated, “I’m so willing to invest all the time at the beginning, because once you get
the structure in place they roll with it. Richard, shared:

What I have noticed, once you build credibility with the students with autism,

so they understand, hey this person knows what they are talking about. And they

have some sort of guiding light then they are more apt to, in our coaching, to be

receptive to what we find together and to follow through on it

David and Richard shared that Nathan is not alone in his success. For students
who fully participate, were invested in the process of coaching and social group not only
achieved higher grades, but the retention rate was 100%. David stated,

When we started the social group, we retained every single one of them who

participated in the group. And we lost 25% of those who did not participate. We

were looking at grades.... we did an assessment on this. We looked at the grades

of those that participated and those who didn’t and it was 3. something vs a 1.

something. And so that was wow. This is fascinating, amazing, and our
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assessment guru ’is this accurate and you retained every single one of them”... I
don’t even look at retention. Yah, she’s like “and the nonparticipants you lost
25%. They dropped out or disqualified or something” she is like the real story is
not the GPA. It’s retention.”
Another factor that David and Richard discussed is that the students who followed
through on participating in the support were student’s whose family encouraged and
expected them to utilize the nonacademic supports. David stated,
“We see a difference between when their parents or whoever is on their team prior
to them getting here lets them know the importance of participating in the
coaching. And that it is expected of them when they get here. As opposed to it is
not already coming from people that they trust who are invested in them whether
or not they actually participate in the coaching and receive the benefit of it.”
Coaching from freak-out to function. Coaching an intervention used by NCU
Disability Services that all participants discussed was highly beneficial for Nathan. It
helped Nathan get through situations in which he was “freaking-out” and in developing
his ability to independently think through challenging situations. Through this process
Nathan went from freaking-out, or a state of being paralyzed by overwhelming feelings
of not knowing what to do, as a freshmen, to being able to recognize he is having a
challenge, and either handling it on his own or, if needed, seeking out support from
Disability Services or other sources.
Coaching is a method of guiding students rather than telling them what to do.
David explained why he moved to using coaching, “You can’t just give advice and tell

students what to do, because nobody does it! Coaching allows the student to come to a



127

conclusion on his or her own, on an action item they’re going to take.”” He explains the
process of coaching as follows:

We use the ”Life Bound Model.“ Basically, it is academic coaching, but it does

cover some different spectrums. What we do is create a safe environment where

you explore a concept with a student by asking questions, only questions. To help
them explore it in a safe way, because often times they haven’t thought through
some of these things. We get them thinking about it. The goal is to come up with
an action item that the student initiates, states and says he or she would be willing
to do it. Then the next time we start off by asking them questions about that
action item. Did they follow-up on it? How did it change?

For students with autism, David and Richard explained they schedule weekly
coaching appointments for students transitioning. It is a standing schedule. They do this
because as David stated, “The first time away from home is nothing to be taken lightly.
The anxiety just skyrockets with this population. There are so many new things they must
figure out.”

Nathan had weekly coaching appointments with Richard, and if issues arose in
between sessions, Richard and David were available as well. Nathan’s mother
encouraged him, to meet with Richard, and continues to direct Nathan to seek his
assistance for school related issues. Sandy expressed:

It was imperative at the beginning. That has been such a key element to making

this work that the Disabilities Department having a grad student to kind of

shadow these kids, if they need it. Have them meet once a week if they need it, or

as often as the need. I don’t think Nathan meets with them once a week any
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more. Sometimes, even now, if Nathan has a problem, I tell him I have no idea

how a college handles it. Call up Richard and ask him for help.

Richard provided a majority of the coaching for Nathan, and, too, saw his
progressive independent use of these skills. He reflected,

I would say that is evident in the fact that any time, initially Nathan’s first two

semesters we would here if there was something going on from his mom first.

And then basically he started to change gradually coming to us to ask for

guidance and or coaching. Then that also gradually change to him coming this

happened and this is what I did.

David added, “Now he is able to ask himself the questions. He is finding solutions on his
own. He now says, ‘Here is what happened. Here is what I did and here is my strategy.*

David went on to explain, “Recently he came up with a solution that I would have
never proposed. It worked for him. It was in regards to a problem with his fraternity.”
He found a different advocate and resolved the whole situation on his own. And he had
support.

It was evident during Nathan’s interviews that he saw value in, and embraced the
process. Nathan discussed many areas that Richard had helped him through coaching.
These included scheduling his time, working out class schedules, and many different
issues regarding dating and social interactions. As David noted he has come full circle.
He is now able to independently use the strategies. What truly exemplified that he has
come full-circle was when he was able to recognize that another student with a disability

for whom he was tutoring, needed coaching. He stated,
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I am not like qualified to tell him what to do. Richard knows how to tell them...

What he does is makes suggestions and then he looks at their suggestions, and

makes them see all the negative consequences of their discussions, and then

eventually they lead themselves to the answers that he wanted them to look at.

That is his process. He has been doing with me. He helps me see all the negative

consequences of what I do and then seeing what if you did this look this negative

consequences compared to the positive. Oh, wow you’re right! I should do this.

Instead of telling me I should just do it. Richard, when I felt really depressed,

used this to even make the suggestion ‘you should consider counseling.’

Support from Mom—invisible, but essential. Sandy, mom, provided essential
support for Nathan to be able to integrate into, and be successful, at NCU. Sandy’s
support started long before Nathan went to college, and once at NCU it took a different
form than parental support of neurotypical peers. Nathan, David, Richard and Sandy
presented evidence of the essential nature of Sandy’s support as a component of Nathan’s
success, each from their differing vantage points. Consistent across all respondents was
that Nathan did not want his mom seen on campus helping him due to his fear of the
social stigma, thus, support needed to be invisible to his peers.

Sandy, throughout Nathan’s life has been instrumental in facilitating Nathan’s
ability to succeed academically, and in helping develop skills toward independence. As
he was growing up Sandy developed a deep understanding of Nathans needs, and how he
integrated with his environment. For example, Sandy explained when discussing Nathan
as a young child. “He would get frustrated if things weren’t organized. He wouldn’t

necessarily be able to organize them himself. But he wanted them organized.” She
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would help him keep things in an organized manner that was comfortable for him.
Having this deep understanding of his needs allows her to predict areas that he continues
to require support, and help encourage, and develop self-reliance. In some areas he still
requires support such as with organization, as it remains an area of skill deficit for
Nathan. Sandy explained,
The more organized it is, the easier it is for him. I think that has been a big
problem is his organization. He doesn’t have the skills. Richard helped him,
and he seems...um... much more at ease if he feels like everything is organized,
and he has a routine.
Sandy gave the following example of how, in regard to his organization, she continues to
support him.
Nathan needs a lot of help transitioning, getting into the little dorm and when
it is time to leave. The move is a big deal. That’s not something that just kind of
happens with Nathan—packing stuff up—so, not the typical college student
where they are going to move themselves to and from. I try to initiate him being
more independent that way I’1l drop off the boxes, I’ll remind him a couple weeks
ahead or even during the week. Honest truth is I will come two days before, and
I’ll show up, and he says he has packed and he hasn’t packed. I don’t know how
to explain it. So I just come prepared that we’re going to have to pack up.
Sandy supported Nathan as he has attended NCU at the beginning, freshman year,
by educating Richard about Nathan’s needs and functioned as a liaison between Nathan,
and disability services. This resulted in Richard and David being able to provide the

needed support relating to college issues. She stated,
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They picked up on the side that [ am not involved in and that I don’t want to
have to be involved in. I want him to feel independent.... They helped Nathan be
independent. And I think it’s been a learning experience. You just have to wait
and see what does a student need. Richard has picked up on that.

David and Richard valued the early communication from Sandy, which led to
them being able to support him, and transition him to rely on them to assist him with his
needs for support relating to all aspects of his college experience. They felt that mom felt
like a bother at first, but that was not their impression. David stated,

I think that mom was— people might have used terms like helicopter parent or

too protective. I think mom was very helpful for him in a lot of ways. She

understood exactly what she was doing, and knew at some point that there would

have to be this trade off. And I think he understood it as well. I think there was

some good upbringing and teaching on her part with preparing him for this.
Richard added, “It seemed like she kept him in the loop of learning about his disability,
his diagnosis. Whereas some parents don’t fully disclose or fully understand.”

Sandy’s deep understanding of Nathan’s needs, and responses to environmental
factors, led to another essential support during his freshman year. She understood his
fear of germs. Based on this knowledge, she was able to create a system that would work
for Nathan to shower in the community bathrooms. Sandy explained,

He voiced his opinion about things he thought he couldn’t get past, or live with.

And then I tried to come up with ideas of how we can get around this to the point

where he is as comfortable as possible.
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Sandy came up with a system that would keep everything from touching the bathroom
surfaces using hooks, and sewing loops on everything. This was completely customized
to the environment, and Nathan’s specific needs.

Sandy also continues to provide emotional support. She stated, “I am the person
he calls at like 5:00 a.m.” with a laugh. Nathan concurred with this stating,

Maybe I won’t be able to see Richard the same day, or maybe it’s the middle of

the night, and I am freaking out with no one to talk to. So I talk to my mom and it

actually makes me feel a lot better.

Sandy provides support relating to medical issues. One issue is, Nathan doesn’t
realize when he is sick. Sandy explained,

Nathan has an extremely high tolerance, threshold of pain, and so by the time he

goes for help, it’s almost like emergency room status.... Gotten the call at 3:00 in

the morning. Mom I am really sick. I think I need to go the doctor. Well he
probably should have gone to the doctor 3 days before because now he needs to
get to an emergency room.

Sandy has been working with Nathan to take notice of his symptoms sooner.

The second area of medical related support Sandy provides is going to doctor
appointments. Sandy expressed that she does not want to have to go to appointments.
She wants Nathan to go by himself, but he does not communicate to the doctor what is
wrong, or feel comfortable going by himself. He wants Sandy to go with him. Sandy
gave the following example,

I go to the rheumatologist with him and he has made the appointment

because his back is hurting so bad he can’t sleep. And he’ll ask him why he is
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there and he is like oh yah just a follow up and I am just waiting letting him

do all the talking. The doctor turns around and gives me that eye what’s wrong.

He is asking him questions, and not coming out with what is wrong. So, I either

say Nathan do you remember when you called me you couldn’t lean forward,

couldn’t sit in the chair. Oh yah, I am having this horrible pain right here. ... The

Rheumatologist knows Nathan’s issues. He lets Nathan talk and then he turns

around and gives me the eye. Ok, mom what is it exactly.

Sandy also provides support by running small errands and doing chores. Nathan
may call Sandy to have her pick something up for him if he is overwhelmed, or if she is
at Nathan’s apartment and notices something needs to be done, such as a load of laundry
(takes with her), or garbage needs to be taken out. Nathan on one hand finds if favorable
to have his mom close enough that if he needs help getting something or doing
something, but on the other hand does not want her to be seen on campus helping him for
fear of peers seeing her there, due to the his perception of the stigma of a male student
needing help from his mother. He stated,

In America having your mom help you is a weakness because of gender

stereotype roles. Because, if you were a female it wouldn’t be a problem. Ah

her mom is here, and she is spending time with her. Because [ am a man, a

male, they see that as oh, he is a mama’s boy. Ohooo, he is not a man, not

independent. So if they see my mom on campus they will think, oh, wow. What

a dork.

In addition to emotional support from his mom, Nathan talked about how he can

always get advice on what to do. This may be in everyday situations such as how to
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wash clothes, setting up doctors’ appointments, financial matters, when he is having
social challenges, or in somewhat a more urgent situation to help him problem-solve
about what to do. Nathan shared the following situation that was urgent and he did not
know how to proceed.
I cut my hand. What do I do? You need to go to the emergency room. Where is
that? How am I going to drive if my finger is cut? I can’t drive. Well, call the
campus and I call the campus. Well can’t you get a friend to drive you. My hand
is bleeding. I don’t have anyone else. Why don’t you drive there? Oh yah that’s
a good idea. I will just drive with my open wound. Ok, fine. We will send a cop
to go get you over there.
Nathan has a positive relationship with his mom, when she is in town they will do
things together off campus. He stated in regards to Sandy’s support,
She is always advocating for me.... She even setup a court case and like tried
to like go against the whole school board to advocate for me. She has always
been there defending me, helping me out, and being able to try to learn and get
help for my problem. She has probably been the most understanding person for
my problem. I don’t think anyone understands my problem more then she does.
Individualized approach by dedicated professionals. David and Richard at
NCU are synonymous with NCU disability services. Through David and Richard’s
description of how they provide support and their service philosophy, along with
accounts of support they, Nathan and Sandy provided revealed that they have an
unwavering dedication to student success. To assist students, they use a highly

individualized approach, or as David refers to it as an “individual catered approach.”
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They are not merely concerned with meeting the legal mandate to accommodate, but are
concerned with the wellbeing of the whole student, and focus on each student’s
individual needs. Richard summed up their approach as follows,

It is our commitment to students and their wellbeing first. Even before

academic success. I think they are able to pick up on that, not to toot our own

horns, but I think it just actually comes through. I had a professor tell me
students will never care how much you know until they know how much you
care.

For students with ASD David and Richard take a proactive hands-on approach.
That is frequent face-to-face contact through coaching, social support group, and working
through individual student challenges, and celebrating successes. Due to the nature of
ASD, as was the case with Nathan, students do not readily seek out assistance. Having
this understanding along with knowing potential challenges that may occur for students
with ASD in a new environment, David and Richard reach out to them.

Richard’s initial face-to-face contact with Nathan exemplifies this approach
Nathan was attending a dinner for students and their parents and a special orientation
event that started a couple of days prior to the general orientation. Richard was a part of
the group putting on the event, as part of his master’s program. He recognized Nathan’s
name as an incoming freshman that he would be providing support to as part of his work
with Disability Services. Nathan appeared quite stressed. Richard introduced himself
and explained his role with Disability Services. He took Nathan and his mom aside and
he gave them strategies of how to get through the event. Richard provided Nathan his

phone number and let him know that he was staying on campus that night, so if he needed
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any assistance he could call, and he would come over. Richard felt that this put Sandy at
ease, since this was not only Nathan’s first night at NCU, but also his first night away
from home without his family. Richard shared with a sense of accomplishment how this
fits in with their, NCU, approach

I could have remained anonymous. I could have seen what was going on and just

acted as though I didn’t understand it or didn’t see it, but I think that the active

part of reaching out, hey I already know who you are and I already know that we

are working with you and I want to introduce myself and I want to let you know I

am here to support you. I think that is what possibly created the level of comfort

for both the student and his mom.... That’s the impression I got. It went from
major freak-out to, he’s staying,

For David and Richard reaching out, at times, goes beyond looking at what an
individual student needs, to how to improve services for a group of students, or educating
and supporting the campus community. An example of the prior is the development of
the social support group. David explained,

We were not asked to put a social group together as a collaborative partnership

with counseling services.... We volunteered at first, all of us. We did it after

hours. And now, especially on the side from the counseling center, it has received
enough buy in that.... It is now part of their structured responsibilities.

David and Richard shared a situation where their reaching out was not direct
support for a student with ASD, but the class as a whole. David stated,

We had a student with autism who we knew was going into a very, very difficult

economics course and the professor was freaking out because in the lower level
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course before, this person was basically in need of multiple hours a week of
additional explanation from the faculty member and which was never going to
work in this class. The way the class was set up is that they only have a little bit
of lecture time and then the majority of class is done workshop style. Where they
are interacting, engaging the material and raising their hand to talk to the
professor when they had a question. So we knew this student was gonna have
their hand up the entire time. So, behind the scenes, I worked with the faculty
member. And we hired basically a supplemental instructor.... a student who had
already taken the class to walk around with the professor and answer questions....
This wasn’t just for that student. So anybody could take advantage of it. But, we
did it because of the student with autism. Nobody would know that, especially
the student with autism.
Nathan’s account of the support he received from NCU Disability services, or
David and Richard, conveyed that they are very dedicated to all the students they served.
He shared not only about the intense support they provided him, but also scenarios about
support he observed them providing to other students. He stated,
It’s because they care and you can tell they actually care. They are not doing
this for a paycheck, and they go beyond their duty they go beyond what is
required of them every single day. David made a list on his app they helped
this kid graduate.... he would monitor to see if the kid posted on the list and if
he didn’t post, he would email him like, hey you didn’t update your list... to the
point where he was able to graduate.... It’s not part of his job description, No

but he did it anyway because he cares. That’s what Richard would do, too. If a
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student needed extra help even if it was like in the middle of the weekend or

something and you call Richard, he’ll be there to talk to you. He will be there

to help you out. If you are stressed out or something, he is there... They don’t

just care about what they are hired to do. They’re there because they love helping

people who need help and you can see that and it shows.

In addition to going above and beyond, Nathan also described David and Richard
as having a deep understanding of the needs of students. This is exemplified in regard to
Nathan having a fear of germs and needing to adjust to using shared bathrooms in the
dorm. Nathan explained,

David and Richard helped me. I didn’t’ have to go to the bathroom over there

I felt like I couldn’t .... I could go to their office and use the bathroom. They

showed me all the bathrooms I could use—in the library, all these places.... That

was a big help!

As he continued reflecting on David and Richard support, Nathan explained that
they are well-liked. Professors have expressed that they like having an excuse to go see
them when Nathan has given them papers. He stated,

Everyone really likes them, I think most of the professors like are really open

in communicating with them because they enjoy talking with them and then they

understand what they represent and they love like how they are dedicated to

helping kids and stuff. So, because we’re a small school and there are not a whole
bunch of them, it’s just.... these two people. It seems like they are at the top of the
hierarchy here. They’re like basically carrying the whole team of students with

disabilities on their backs and helping keep the thing alive. I mean, without David
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and Richard, I don’t think there would be Disabilities Services that would be quite

as good, or efficient.

“I really do appreciate the NCU disabilities department. It has been
outstanding.... I have been really pleased with the support from the disabilities office at
NCU. I think it is a big part of his success and ability to live on campus,” Sandy stated
when reflecting on Nathan’s support. She had discussed that without the support that
Nathan received, he would have had to live at home and commute. Which, both Sandy
and Nathan expressed, would have been too difficult for Nathan to manage. Sandy felt
that Richard being on call for Nathan was one of the critical factors that assisted Nathan
in being able to get through difficult times. She explained, they:

Guided Nathan with what needs to be done, when there is a problem,

because he doesn’t always know what to do if there is an issue. He has gotten

better with their guidance. He is advocating for himself. I think it is just the

comfort part.... he knows he has somebody to fall back on and call if there is a

crisis. He is right there on campus.

Textures of Nathan’s Autism. How Nathan experiences his environment, that
is, how he takes in information and physical sensations relating to his ASD were
conveyed through all respondents’ descriptions of Nathan’s predicament of autism while
attending NCU. These textures of his ASD were also shared through precollege
experiences Nathan and Sandy discussed.

One aspect of Nathan’s experience of ASD that was conveyed by Nathan, David,
Richard and Sandy was Nathan’s thinking in comparisons, or to some extent what could

be described as black and white thinking. This process guides his actions, and when
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there is nothing to compare with he finds it difficult to proceed. This occurred when
faced with new situations at NCU. Among the new situations were needing to schedule
his classes for the second semester, dealing with illness/injury’s away from home, new
living arrangements, and social encounters.

Nathan compares himself to what he perceives as those who are “normal”
resulting in his needing to “fix himself” to be like “the next guy” and have the same life
opportunities. He explained that this process began when he was at the end of fourth
grade, when he realized that his lack of social interaction was not normal. He felt sad
that he did not have the same social opportunities as others his age. He stated, “I don't
want to feel different. I want to have the same interactions the next guy has.” Nathan
explained when he made this decision, he began this process, “I look at myself and
compare myself to others and thinking how am I different?” He explained that when he
was a “kid”:

I always kind of looked at myself in the third person. If I was a character in one

of the books I read, or the movies I watch, how would I perceive that character.

How can I make myself look better? When I was in elementary school, I was so

socially awkward—why do people see me as weird? So I was always looking at

the movies—what do I do different than them? And then I notice when I walk I

don’t move my hands back and forth like they do. Like that makes me look

weird.... These body movements will help me look better. Then it just became
automatic... I guess just knowing, like figuring out at first that I was different and

then trying to look at myself and compare myself to others and thinking how am I
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different? So, I tried to look at myself, always judging my own actions. Seeing

if that is really how I want to represent myself.

Nathan continues to compare his behavior against others. David noted, “He is constantly
benchmarking himself.”

When describing his social interaction at NCU Nathan used comparisons with
both a typical student “the next guy,” and compared his progress with other “ kids” with
ASD. Nathan, in comparison to peers he would describe as normal, expressed that he
does not like to participate in activities that are typical for college students such as parties
or dances, he explained:

They are awkward. I know that there’s events on campus that people enjoy like

going to the basketball games and like going to like I said dances, I don’t

participate in the social events on campus that much just like the other guy,
because I would rather be working on homework and stuff. But it makes me feel
bad that I don’t interact with people. I don’t really see a lot of people.

While most of the comparisons he makes with his peers are perceived deficits,
there is one area that, in comparison, he feels his ASD gives him an advantage over
peers. He stated,

I am able to program things that people don’t think about. And it gives me more

focus on my work because I want to focus on work all the time. Other people

don’t have the endurance to focus on work all the time. Where I do. I have more
endurance to work harder than other people to focus on things and learn more
stuff, because, and you know look at any autistic person, if he likes something, he

knows it inside and out.



142

Nathan’s comparative thinking is also noted when Nathan conveyed that he likes
rules. While at the time of this study he had come to resolve that some rules are not
always followed, when he was little he could not stand it when other kids would not
follow rules. He said, “Iused to be really uptight and I would rat them out sometimes.
It’s not fair. Why should I follow the rules and you not?” Whether self-created or
external, rules give Nathan a guide as to what to expect, and what to do. Nathan likes the
external rules imposed by campus housing. He explained,

In junior year you don’t live in the dorms. You can’t. So they make you live in a

campus apartment, or off campus. I live in the NCU houses, which are on

campus. It’s still funded by the school and stuff so if someone is loud I can still
call. It’s like living in a dorm but bigger and better.... We live by the dorm rules
and everything is really nice.

Nathan also compares himself with other students with ASD at NCU with whom
he attends social group. He sees himself, as having some of the same challenges as other
students with ASD, yet perceives that he has progressed further. He explained that Social
Group is:

This group is kind of like autistic anonymous or something. We all come in and

are like hey my name is Bob. Hey, Bob and then we talk about our problems and

stuff or just talk about whatever we like to talk about. It is really nice to see I am
not the only one going through the same problem. There are other kids who go |
don’t know what to do when it comes to dating. And we talk about dating a lot
because that is really hard for a male autistic kid to get his head around because

there are so many things to think about and no rules. It’s already hard to figure
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out if you are a normal person. What the other person is thinking about but then

you don’t know what is common to think about with interactions. It makes it

harder, a lot of ground to cover. And some of these kids haven’t been trying as
long as I have to figure it out.

Nathan reported that he valued being able to go to Richard to get help in
developing an understanding of social relationships. Through these conversations with
Richard, and Support Group, Nathan established his rule for dating: never kiss a girl
without her consent.

Sandy concurred on Nathan’s difficulty in developing relationships, including
dating. She said:

He doesn’t seem to know how to connect with people, like, you know, a dating

relationship. He doesn’t want to make a move that would be considered sexual

harassment, so he doesn’t want to kiss a girl first without asking. Everything is
very black and white. There is no gray area with him.

Nathan has both heightened and repressed sensory experiences. He shared that
when he was young, he was freaked out by loud noises, such as fire drills. He also has
visual sensitivity to light, resulting in at times needing to wear sunglasses indoors. David
explained that the florescent lighting in the room where Nathan tests makes it difficult for
Nathan to work, so there is alternative lighting available.

Sandy shared that Nathan was sensitive to touch from an early age. He did not
like being touched or hugged. David shared a discussion that Nathan was leading in
Social Group regarding the physical sensations associated with ASD and touch. It

provides a descriptive account of what Nathan, and since all group members concurred to
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some extent, and others with ASD experience. David recounts with intensity, this
discussion.
Anybody ever get that weird feeling if you like touch a girl? Like even if itis a
handshake. They’re like, yeah, I never can describe it, or if you got a hug, he
said, it makes the top of your head feel weird, kind of goes all the way through
your body. And they’re all like, yeah, yeah. What is that? And he is like, it is so
overwhelming, you can’t do it
Nathan also described the physical and emotional feeling of socializing, on
several occasions describing as a strained muscle when over-taxed from social
interaction. He said:
It becomes overwhelming... it takes me energy to even be able to do these kind of
things to have social interactions. That’s why I can’t keep on if I am tired then I
won’t do it at all when I am tired. Cause, I don’t have enough energy. Some
people it is effortless. Me, it takes a lot of effort and it shows the longer I stay in
these social situations, the more tired I get. It is draining. I can feel it draining

me. [ am forcing myself to do something that is unnatural.

Summary

This chapter presented the findings of this study. Data analysis yielded a case
profile, and six themes emerged through the process of coding. The case profile was
created through interwoven data from Nathan, student, David and Richard Director and
Assistant Director of Disabilities Services at (NCU) respectively, and Sandy, Nathan’s

mother. The case profile provides a deep, rich description of relevant contextual



145

information from Nathan’s early years, educational experiences, and how Nathan was
supported while attending NCU. The themes that emerged are: Ubiquity of disclosure,
proactive early nonacademic support is imperative, coaching from freak-out to function,
support from Mom, invisible, but essential, individualized approach by dedicated
professionals, and textures of Nathan’s autism. These themes provide insight into

Nathan’s support and his experience of support while attending NCU.
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Chapter 5: Discussion, Conclusion and Recommendations

Introduction

The “autism tsunami” is upon us, and our nation is not prepared. There is an
estimated 50,000 students who have Autism Spectrum Disorder (ASD) that are reaching
adulthood, and exiting secondary education annually. Tsunami is used to describe this
group because there are an overwhelming number of individuals hitting the adult service
system with a wide range of needs for services and supports, with our nation unprepared
for the wave. The National Autism Indicators Report, “Transition to Adulthood,” (Roux
et al., 2015) stated there is a lack of services available to support young adults with ASD
in being self-sustaining, contributing members of their communities. The report
indicated that 37% of adults in their early 20s, who have ASD, have never worked or
attended any postsecondary educational program. And due to the lack of appropriate
accommodations in these programs, there is a low rate of completion for those who
enroll. There are an increasing number of individuals who were identified early in their
lives with ASD, and have received early interventions and support needed to exit
secondary education with diplomas. These positive educational outcomes has resulted in
a burgeoning number of individuals holding the diagnosis of ASD able to, and enrolling
in postsecondary education at IHEs (Roux, et al., 2015; VanBergeijk, Klin & Volkmar,
2008). For these students, the predicament of attending an IHE may pose unique

challenges in academics, social interactions, and the ability to perform daily living
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activities. Despite an ever-increasing need to support individuals with ASD while they
attend IHEs, there is only a scant amount of emerging literature on this topic (Gelbar,
Smith & Reichow, 2014).

This exploratory case study was conducted to gain an in-depth understanding of
the ways in which Nathan, a student with ASD, was supported while he attended North
Coast University (NCU), with the intent to inform further research, and affect the practice
of service providers who work with students with ASD while attending IHEs. The results
of this study yielded an in-depth understanding of how NCU Disability Service providers,
David and Richard, and his Mother, Sandy, supported Nathan as he attended NCU, and of
Nathan’s lived experience of support.

This, the final chapter of this dissertation, will present in the first section a
discussion of study findings. This discussion will include a view of disability through the
lens of the Interactional Model of Disability and responses to the questions that guided
this study as they relate to Nathan’s experience of Support while attending NCU. The
second section, Conclusion, will present what has been discovered in this study. The
third, and final section of this chapter, will present recommendations for practice and

future research that have emerged from the findings in this study.

Discussion

This section will present discussion of the findings in this study relative to limited
prior research and dominant writings on the topic. The findings in this study were
presented in Chapter 4 as a case profile and six themes. The case profile was created

through interwoven data from Nathan, student, David and Richard, Director and Assistant
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Director of Disabilities Services at (NCU) respectively, and Sandy, Nathan’s mother.
The case profile provides a deep rich description of relevant contextual information from
Nathan’s early years, educational experiences, and how Nathan was supported while
attending NCU. The themes that emerged are: ubiquity of disclosure, proactive early
nonacademic support is imperative, coaching from freak-out to function, support from
Mom, invisible but essential, individualized approach by dedicated professionals, and
textures of Nathan’s autism. The discussion will begin with the Interactional Model of
Disability, the theoretical lens used in this study, and followed by responses to the
questions that guided this study.

ASD through the lens of the Interactional Model of Disability. The theoretical
lens, Interactive Model of Disability, guided the understanding of the data in this study.
Prior to gaining a deep understanding of Nathan’s predicament of having ASD while
attending NCU, there must be an understanding of the broader construct of disability.
For, ASD is a subset of that construct.

There have been two constructs of disability that have dominated the landscape of
disability theory and models. The earliest, known as the Medical Model, views disability
as an individual burden and personal tragedy (Linton, 2010). The second, emerging from
the civil rights movements of the 1960s, is the Social Model, which views disability as a
result of disabling barriers (social, economic, cultural and political), and not the
individual including their impairment (Barnes & Mercer, 2010). Neither of these models
embodies the experience of impairment in the context of the individual’s lived
experience. The Interactional Model of Disability asserts that people are disabled by

their bodies and by society and that impairment is present, and its effects are experienced
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regardless of other intrinsic attributes of the individual and external influences.
(Shakespeare, 2014). This model explains that the experience of disability

Results from the relationship between factors intrinsic to the individual, and

extrinsic factors arising from the wider context in which she finds herself.

Among the intrinsic factors are issues such as: the nature and severity of her

impairment, her own attitudes to it, her personal qualities and abilities, and her

personality. The contextual factors influence these intrinsic factors: impairment
may be caused by poverty or war; personality may be influenced by upbringing
and culture, etc. Among the contextual factors are: the attitudes and reactions of
others, the extent to which the environment is enabling or disabling, and wider

cultural, social and economic issues relevant to disability in that society (p. 75).
Thus, disability is derived through complex interplay between the individual with the
impairment, and the individual, community, and society with whom they interact. When
the impairment is ASD, this interaction becomes even more dynamic since the
impairment rests in the way the individual interprets and interacts with the environment.
ASD is defined as impairment in social, communication, criterion A, and repetitive,
restrictive behavior, criterion B (APA, 2013).

An over-simplified way of viewing the Interactional Model of Disability is as
three components: impairment and its effects, intrinsic factors of the impaired individual,
and extrinsic factors which interact to construct the experience of disability. This also
can only represent a static moment, and not the fluid situation that actually occurs.

When viewing the data from this study, disability is viewed as the interaction

between Nathan and extrinsic factors of NCU and society in general. For Nathan,
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impairment would include impairments—ASD, anxiety, visual processing disorder and
Tourette’s, and among identified impairment effects include attributes discussed in the
theme textures of Nathan’s ASD—comparative thinking, sensory issues, and difficulty
with social interactions. Intrinsic factors for Nathan are, for example, prior experiences
of discrimination, family dynamics, and extreme perseverance. Extrinsic factors include
NCU’s highly supportive disability services, parent support, peer attitudes toward
invisible disabilities, and society’s view including representation of ASD in the media. A

sample of this oversimplified view is presented below (see Table 3 below).

Table 3. Static Over Simplified Interactional Model

Impairment and its Effects | Intrinsic factors Extrinsic factors

ASD Past discrimination NCU Highly Supportive
Anxiety Family dynamics Parent support

Visual processing disorder Personality Peer attitudes toward ASD
Turrets Extreme perseverance Society’s view of ASD

Comparative thinking
Sensory-oversensitivity
Difficulty - social
interactions

Study Questions.

Overarching Question: In what ways is a student with Autism Spectrum
Disorder supported while he attends a four-year institution of higher education?

Nathan arrived at NCU with many unknown challenges ahead of him due to his
predicament of ASD and comorbid conditions of anxiety disorder, Tourette’s, and an
auditory processing disorder. It is common for students with ASD to have one or more

comorbid condition (APA, 2013). While uniquely presented in each individual, Nathan
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had common social/communication and behavioral features of ASD. The unique
experience of Nathan’s ASD emerged in the theme Textures of Nathan’s ASD. Nathan
has worked very hard to overcome these challenges. He stated:

I may have to go a different route to achieve things, but I know I can do more
things because I work a certain way to achieve those things, so you got to believe
in yourself for one. You can’t just give up if you have a disability. You have to
know that you just see it as another obstacle that you will never truly get rid of—
being disabled.

This statement echoes the concepts in the Interactive Model of Disability (Shakespeare,
2014).

In addition to challenges, Nathan also has incredible resilience and perseverance.
It is these attributes coupled with the comprehensive support he received from NCU and
his mom that enabled his success while at NCU.

Although Nathan has great reluctance to disclose his disability, as noted in the
theme ubiquity of disclosure, he, with the support of his mother, Sandy, went through the
formal process of disclosing his disability to NCU disability services in order to receive
accommodations. Unbeknownst to Nathan prior to starting at NCU, there were
comprehensive services available to students with ASD. In recognition of the unique
needs of students with ASD, NCU offers a comprehensive approach to nonacademic
support. It is a highly individualized approach, and includes: early, and as needed,
ongoing communication with family, one-on-one coaching, social group, counseling
(through health services), environmental support, educating and supporting the campus

community regarding characteristics of ASD and about support for the student. These
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supports are provided at no additional cost to the students. This approach is in alignment
with authors such as Barnhill (2014), Glennon (2001), and Wolf, Thierfeld Brown, and
Bork (2009), who assert that nonacademic support is essential for a positive outcome for
students with ASD.

Highly dedicated professionals, David, Director of Disability Services at NCU
and Richard, Assistant Director, provided direct support for Nathan. David explained,

“ We look at the student’s total needs for support. What do we need to help them with to
grow and develop, to be more successful, and independent across the board.” Richard
added, “We are committed to the overall wellbeing of the student.” They use a highly
individualized approach that focuses on what each student needs to grow and develop to
be more successful and independent. This emerged as the theme—the individualized
approach by dedicated professionals. Thus, Nathan was afforded highly individualized
support through Disability services. The details of this support are presented in the
response to sub-question 1 below.

His mother, Sandy, also supported Nathan. Throughout Nathan’s life Sandy has
been instrumental in facilitating his ability to succeed academically, and in helping
develop skills toward independence. She has a deep understanding of Nathan’s needs,
and how he integrates with his environment. Nathan expressed that his Mother
understands his disability more than anyone. Sandy provided nonacademic support.
Details are presented below in the response to sub-question 2. Her support was essential
to Nathan’s success at NCU. This is described in the theme, support from Mom—

invisible, but essential.
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Sandy is not unique in her role in supporting a college student with ASD. The
literature indicates that parents often provided support that made it possible for students
to succeed, and the support was welcome by both the student and Disability Services
professionals (Barnhill, 2014; Crawford, 2010; Mitchell & Beresford, 2014; Schlabach,
2008) Sandy provided support to Nathan in the areas reported as typical in the literature
and include: coordinator/advocate, emotional supporter, social interpreter, and daily
living activities supporter (Barnhill; Mitchell & Beresford, 2014; Schlabach, 2008;
Shmulsky, Gobbo & Donahue, 2015).

Sandy sums up the importance of Nathan’s support as follows:

I don’t know if he would have been able to continue without the support of the

school and the support of me. I really feel like he wouldn’t. He would have had

to go back and forth from home to school, which would have been very difficult.

Honestly, I don’t know if he would have been where he is right now without the

support. I can see it could have turned completely in a different direction without

support because of how overwhelmed he does get. I know about autism itself and
what has happened in the past with him when he was at a much younger age—
complete shutdown, giving up and shutdown....The possibility is there if he
doesn’t have the support he needs. It can go the opposite direction.

Sub-question 1. In what ways is a student with Autism Spectrum Disorder
supported by a four-year institution of higher education he is attending?

NCU Disability Services, in addition to providing academic accommodations, has
specific support services for students with ASD. In accordance with the American’s with

Disabilities Act and the Americans with Disabilities Act Amendment Act (ADAAA)
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Nathan needed to initiate the request for these services through the process of self-
disclosure of his disability. Once Nathan, with support from his mother, took the steps
needed to qualify to receive accommodations, he received comprehensive support in
meeting his needs associated with his ASD. Extremely dedicated professionals that were
vested in his success provided the support.

NCU Disability Services holds a broad interpretation of the provisions of the legal
mandate to accommodate in regard to ASD. There is great variance in the interpretation
of what “reasonable accommodation” mandated by ADA and ADAAA, means in regard
to students with ASD. While IHEs are mandated to provide “reasonable
accommodations” in order to provide equal access to education without altering the
essential elements of the academic programs, the type and extent of accommodations are
not defined. In regard to serving students with ASD, some institutions interpret
“reasonable accommodations” as needing to only provide accommodations in the area of
academics, since that is the chief mission of the IHE (Glennon, 2001; Smith 2007;
VanBergeijk, Klin & Volkmar, 2008). While others hold a more holistic and
comprehensive perspective and assert that “reasonable accommodations” should apply to
all aspects of the college experience (Glennon, 2001; VanBergeijk, Klin & Volkmar,
2008). Based on this study’s findings, NCU perspective is in alignment with the broader
perspective presented by Glennon (2001) that states,

The mission of any college or university, however, is not simply academic

advancement. The overall goals of any university experience include developing

skills for adulthood, forming life-long relationships, identifying a vocational

pathway, and/or participating in extracurricular activities. If ADA states that
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individuals with a disability cannot be excluded from participation in services,

activities, or programs of a public entity, then all of these activities would need to

be supported (p. 185).

Brown (2017) identifies three ways that IHEs provide support directly to students
with ASD—academic accommodations, general support, and ASD specific support.
Nathan was supported in all three ways. Discussion will begin with ASD specific
support, for without this, the academic and general support would not have been
sufficient to afford him the same level of success.

ASD-specific support/service. “ASD-specific service refers to any service
specifically designed to support students by targeting the functional limitations associated
with ASD (Brown, 2017, p. 145).” NCU places an enormous amount of focus on
nonacademic support relating to features of ASD. David and Richard assert that
nonacademic issues can sabotage academic success, despite a student’s ability to
complete the academic curriculum. They view nonacademic support as the key to student
successfully meeting the academic and social demands of the college environment. This
is a perspective shared by Adreon and Durocher (2007), Dillon (2007), Schlaback (2008)
VanBergeijk, Klin and Volkmar (2008), and Wolf, Thierfeld Brown and Bork (2009).
These authors also note that there is variance in how ASD impacts each student’s ability
to successfully manage college life, as well as the amount and type of support needed.
David and Richard’s practice is in alignment; they use a highly individualized approach.
David explained that the approach they use “looks at the student’s total needs for support;
what do we need to help them with to grow and develop to be more successful and

independent across the board.”
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Determining what specific support Nathan would need began during the summer
prior to Nathan’s arrival on campus for the fall semester. VanBergeijk, Klin and
Volkmar (2008) advocate for support to begin prior to students beginning their academic
programs. While Nathan completed a survey, which gave David and Richard insight to
his needs, a majority of the planning was through numerous interactions with Nathan’s
mother, Sandy. The literature on IHE support for students with ASD indicates that it is
common for the IHE to communicate with families, particularly early on. David
concurred with Wolf, Thierfeld Brown and Bork (2009) when he stated,

Often times the family can provide more insight than we are able to get just

from interviews with the student at the beginning. So, family involvement is

critical at the beginning to get a better understanding of what are the specific
needs of the student.

The early communication with Sandy allowed David to establish a plan for
supporting Nathan upon his arrival at NCU. It also allowed for Nathan to have the
physical accommodation of a single room. Communication with Sandy was ongoing and
most intense in Nathan’s first semester. As Nathan gradually became more comfortable
seeking out assistance from David and Richard, a gradual shift from Nathan calling
Sandy with concerns, to seeking out help from David and Richard occurred.

One of the themes that emerged in the data analysis of this case was proactive
early nonacademic support is imperative. What this theme revealed is the intense early
nonacademic support Nathan received was the cornerstone of his success. Knowing the

potential challenges students with ASD face during their freshman year, David and
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Richard are proactive in their provision of services. These challenges relate to both the
social communication and behavioral features of ASD.

Nathan began receiving ASD specific nonacademic support immediately upon
arriving at NCU. Based on information gained about Nathan through early contact with
Nathan and Sandy, David felt that Nathan would benefit from participating in the full
offerings they had for students with ASD. This included weekly coaching appointments
and weekly social support group meetings. Richard was the primary support provider
through Disability Services. He had a weekly standing appointment with Nathan to
develop a rapport with him and for coaching. This is a proactive step NCU Disability
Services takes for students with ASD. David and Richard explained that they schedule
weekly appointments for students transitioning from high school to NCU so that the
student learns if there is a concern with anything, the student will come to David or
Richard. They explained that they may not be able to solve the issue a student is having,
but will help them to resolve the issue. David explained that this is done because “the
first time away from home is nothing to be taken lightly. The anxiety just skyrockets
with this population.” These new experiences may be stressful for all students embarking
on the journey from high school to college. However, for students with ASD, they are
magnified. The experiences that many students with ASD have of heightened anxiety
and difficulty in knowing how to resolve challenges posed by the new environment and
experiences of attending an IHE are discussed in the literature by Adreon and Durocher
(2007), Auston and Vallajo Pena (2017), and Glennon (2001). However, IHEs taking a

proactive stance through scheduling ongoing appointments, or other proactive steps is not



158

presented in the literature as a means of supporting students with ASD, nor is the use of
coaching.

Coaching from freak-out to function, emerged as a theme during data analysis.
This theme illustrates that coaching was a highly beneficial aspect of Nathan’s
nonacademic support. David shared that they use coaching because, “You can’t just give
advice and tell students what to do, because nobody does it!” Coaching allows the
student to come to a conclusion on his or her own, on an action item he or she is going to
take. This process helped Nathan get through situations in which he was “freaking-out,”,
and in developing his ability to independently think through challenging situations.
Through this process Nathan went from freaking-out, or a state of being paralyzed by
overwhelming feelings of not knowing what to do as a freshmen, to being able to
recognize he is having a challenge, and either handling it on his own or, if needed,
seeking out support from Disability Services, or other sources.

Social support group, a group NCU Disability Services cosponsors with the
counseling department, Nathan reported was very beneficial. He termed it as “Autistics
Anonymous.” This group provided Nathan a place to discuss socialization with other
students with ASD, and with guidance from professionals to assist in the understanding
of social interactions. David reported that Nathan was very active in the group. It was a
place where he could let his guard down and discuss issues related to ASD—a safe place.
However, once outside the group his guard was up and he did not interact in the same
way with other group members. Nathan expressed that it was helpful to know he was not

alone in his social experiences associated with ASD. A topic that was often discussed
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that Nathan felt helpful was dating. Over time Nathan’s role in the group became one of
a mentor to younger students.

Barnhill’s (2014) study revealed that IHE professionals working with students
with ASD were very committed to the success of these students. The theme,
individualized approach by dedicated professionals that emerged in the current study
provides the same findings. These findings in this theme demonstrate that it was not
merely the types of support that led to Nathan’s success, but the who and how they were
provided. Nathan not only shared about the intense support they provided him, but also
scenarios about support he observed them providing to other students. Nathan relayed
that Richard was always available, even on the weekends. In addition to going above and
beyond their job duties, Nathan also described David and Richard as having a deep
understanding of the needs of students, and that they cared. Sandy stated, “I really do
appreciate the NCU disabilities department. It has been outstanding. I think it is a big
part of his success and ability to live on campus.” Sandy also commented on how helpful
it was that Richard was available when Nathan was freaking-out. Nathan discussed that
there were times when Richard had come to his dorm room when his mom had contacted
him indicating he was freaking-out. Nathan’s experiences demonstrated the strong
dedication; David and Richard have to student success. David and Richard’s support was
not bound by office hours, or walls, but aimed to support Nathan and all students in
finding resolution to individual challenges in whatever way needed.

Academic accommodations. NCU does not see academic accommodations as the
biggest concern for most students with ASD. However, they do recognize their

importance and provide them with zeal. David stated the “Academic accommodations
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are the easy part.” According to Barnhill (2014) and Brown (2017), IHEs provide
accommodations with an academic focus more frequently than accommodations and
other supports with a sensory or social/communication focus when supporting students
with ASD. Unlike the gray area of the legal mandate to accommodate students relating to
social/communicational and behavioral aspects of ASD relating to nonacademic
situations, academic accommodations are clearly afforded under ADA and ADAAA.
IHEs are mandated to provide “reasonable accommodations” for students who are
otherwise qualified in order to provide equal access to education without altering the
essential elements of the academic programs (ADA, ADAAA). For Nathan these
accommodations consisted of extra time on quizzes and exams (started at time and a half
and increased to double time) in a reduced distraction environment, permission to record
lectures, be provided guidelines and instruction for complex assignments in advance to
allow additional time for completion, provide copies of the professors’ notes or lecture
outlines if appropriate and available, and a note taker for certain classes. Of these
accommodations, Nathan uses the double time on test and quizzes, in a reduced
distraction environment the most. He took most of his tests in a room in the disability
services office, which had special lighting.

To receive academic accommodations, his professors are sent a letter informing
them of his accommodations at the beginning of each semester, along with information
that may assist them in working with students with ASD. With only a couple of
exceptions, Nathan expresses that his professors have been great at meeting his needs and
following the accommodations. In fact, he stated sometimes when professors got the

letter, they would be excited to have a chance to go speak with David. David has worked
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with professors to educate them on disabilities and support them as needed. He and
Richard have a good rapport with professors, which translated to ease in receiving
accommodations for Nathan.

General supports services. Brown (2017) describes general support services as
services that “provide transition, educational, and social support beyond the level of
reasonable accommodations; however, they are programs offered by institutions to a
variety of students (Brown, 2017, p. 145).” These services may at some institutions be
provided under ASD Specific Services (Brown, 2017). At NCU Nathan utilized several
general support services to meet needs related to his ASD and comorbid conditions.
Nathan received support in accessing these services through his coaching. These
supports included: meeting with professors during their office hours to gain clarification
on any content Nathan was unsure of, going to tutoring provided by the Engineering
department so that he would be able to get through math homework quicker, rather than
remaining stuck, and individual counseling sessions. In addition, Nathan’s advisor was
aware of his needs and was able to assist him in selecting course loads each semester.

Question 2. In what ways is a student with Autism Spectrum Disorder
supported by his family, while attending a four-year Institution of Higher Education?

Family support for Nathan came from his mom, Sandy. The role Sandy played,
while specific to Nathan’s needs, mirrored that presented in the limited literature relating
to family support for students with ASD attending IHEs (Barnhill, 2014: Crawford, 2010;
Mitchell & Beresford, 2014; Schlabach, 2008; Shmulsky, Gobbo & Donahue, 2015).

Support from Sandy emerged as the theme; Support from Mom— invisible, but

essential. Sandy played an essential role in Nathan’s ability to integrate into, and be
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successful at NCU. However, this support needed to be invisible, as Nathan was
concerned about social stigma. He explained,

Because in America having your mom help you is a weakness. Because of gender

stereotype roles. Because if you were a female, it wouldn’t be a problem—ah her

mom is here and she is spending time with her. Because I am a man, a male, they
see that as oh, he is a mama’s boy. Oh he is not a man, not independent. So if
they see my mom on campus they will think oh, wow. What a dork.
While he does not like to have his mom seen on campus, Nathan does appreciate and at
times relies on her support. Consistent with Barnhill’s (2014) study Sandy’s support was
valued, by the student, Nathan, and the institution, NCU.

Sandy has a deep understanding of Nathan’s needs, and how he integrates with his
environment. Having this deep understanding was critical as she supported Nathan in
selecting and integrating into NCU. As deemed valuable by VanBergeijk, Klin and
Volkmar (2008), Sandy provided support in identifying the IHE that best suited Nathan.
They assert that parents should assist the student in determining “the goodness of fit” in
terms of the size of the university, typical class size and how amenable the IHE is in
working with the students with varying disabilities, including ASD. Sandy coordinated
the visits to the IHEs and with the application process for NCU Disability Services. The
role of coordinator is one that is typical for parents of students with ASD to take
(Barnhill, 2014; Mitchell & Beresford, 2014; Schlabach, 2008; Shmulsky, Gobbo &
Donahue, 2015; Szentmiklosi, 2009).

David and Richard discussed that particularly during the transition to NCU and

the early phases of Nathan’s integration into college, the role Sandy played was essential.
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Sandy worked with David to establish the needed physical accommodations of a single
room and educated them about Nathan’s needs. She functioned as a liaison between
Nathan, and disability services until Nathan was able to directly communicate with David
and Richard. That is Nathan would not, could not communicate directly. So mom passed
on information about concerns. David stated that Nathan did not like this, and that was
because of his ASD that she had to do so. However it needed to occur for him to
succeed.

Early on Sandy also played an essential role in developing physical
accommodations that resulted in Nathan being able to stay in the dorms. Having a deep
understanding of his needs allowed her to predict areas that would be a challenge. The
shared showers were one such issue, and perhaps the biggest, due to Nathans fear of
germs. Sandy, once able to see the dorm environment, came up with and made a system
that would prevent anything from touching the surfaces, to accommodate his fear of
germs. Nathan did state that after living in the dorms for 2 years, significantly lessened
this fear.

Sandy continued to support Nathan throughout his stay at NCU, even when he
was able to independently seek out support from David and Richard. Her ongoing
support included emotional support. Both Nathan and Sandy discussed that Nathan calls
her to discuss a variety issues at all hours of the day and night. Nathan stated,

Maybe [ won’t be able to see Richard the same day, or maybe it’s the middle of

the night, and I am freaking out with no one to talk to. So, I talk to my mom and

it actually makes me feel a lot better.



164

Another area of support that Sandy and Nathan discussed was ongoing help with
medical issues. These issues have been acute, such as when Nathan cut his hand and did
not know how to get help or when he had let an illness go too long without medical care.
She also continues to support Nathan by going with him to medical appointments, due to
Nathan’s difficulty in communicating with the doctor, and his uneasiness in going on his
own.

Running small errands and chores, activities of daily living is an area that Sandy
at times provides support. Nathan may call Sandy to have her pick something up for him
if he is overwhelmed, or if she is at Nathan’s apartment and notices something needs to
be done, such as a load of laundry (takes with her), or garbage needs to be taken out.

Despite Nathan wanting the support provided by Sandy to be invisible, he has a
good relationship with her. He is appreciative of her support and stated;

She has always been there defending me, helping me out, and being able to try to

learn and get help for my problem. She has probably been the most

understanding person for my problem. I don’t think anyone understands my
problem more than she does.

Sub-question 3; how does a student with Autism Spectrum Disorder experience
support while attending a four-year Institution of Higher Education?

The details of the support Nathan received are presented above in sub-questions 1
and 2. Thus, there is no need to repeat that information. What this question examines is
Nathan’s experience, or response to the support. Nathan’s experience of support is where
the intersection of Nathan’s intrinsic features intersects with the extrinsic factors at NCU.

There are multiple aspects to his experience. At the heart is the support he receives;
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intertwined in are intrinsic factors he brings. Among the most significant intrinsic factors
that influence his experience of support are disclosure, extreme perseverance toward his
goals, and his impairment of ASD and its effects.

When reflecting on his experience of support, Nathan provided the following
depiction of his support as a tower.

My mom is the slab or the land. I wouldn’t have been able to build anything

without her...David and Richard, I see them as structure, the support beams.

They are the foundation, helping me build the tower. They are solid. Because

without them, I don’t think I would have been able to get this far. David and

Richard helped me to get to the point where I don’t need their help as much

anymore. I am able to build some levels myself. My advisor, she is like the tools

to build the structure; how I want to build my tower, the schematic. She helps me
get the blueprints out nicely—where do I want my life to go.

This depiction of his support as a tower matches the views he has expressed
throughout the interviews. That is, he sees his mom as a constant, always being there.
As noted above she understands his impairment better than anyone. Nathan expressed
she has always advocated for him. Sandy is there to talk to at any hour of the day when
he has a problem and talking to her always makes him feel better. That is his mom is an
extremely stable force in his life. However, as with the land or the slab of a building, it is
unseen once the structure is built. Sandy’s support needed to be unseen when Nathan
was at NCU as discussed above. He viewed her support on day-to-day activities both
helpful and unwanted. That is, he wanted to be independent, but at times when he was

overwhelmed with class work, her assistance was very helpful.
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In regard to David and Richard, Nathan sees them as the “structure—the support
beams. They are the foundation, helping me build the tower.” Nathan says that David
and Richard are his primary support while attending NCU. He recognizes that they not
only provide support, but also have enabled him to take on the building on his own. An
example of this is when Nathan was describing Richard’s process of supporting students,
or coaching. “He likes to like guide the student to like look at their resources have them
kind of like figure out what do you think you should do, like ok why don’t you do this—
suggestions and stuff. It’s really nice this whole process is really nice.” Nathan feels he
has learned the process and is able to problem solve by implementing the process
himself. Nathan also feels that they have the authority to support him in terms of making
sure he is accommodated and supported within NCU. Nathan sees the fundamental
reason that David and Richard provide a high level of support is “because they care and
you can tell they actually care. They are not doing this for a paycheck and they go
beyond their duty. They go beyond what is required of them every single day.”

Nathan’s expressed that his advisor, the tools to build the structure, has played a
big part in his success. Nathan stated that she knows him, and what type of course load
he can take. He stated, “My advisor, she really helps me out. She helps me choose my
classes and she teaches me stuff as well. I have learned so much just working with her
and doing research and stuff.”

While Nathan views the individuals who support him in and the support he

receives as positive, he is challenged by is need for support. He stated,
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I don’t really like getting support, but I know without it, I can’t do it. Itried....

Without the support system, I can’t. I don’t think I can function as well as I want

to. Like I might become a B student. That sucks for me! That’s like an F!”

It is his drive toward “being the best” that allows him to accept the support and
accommodations provided by Disability Services. However, the acceptance of support
comes with stress of peers finding out.

One of the themes that emerged in this study is ubiquity of disclosure. This theme
presents Nathan’s strong conviction towards not disclosing to peers, yet it is always
present. Among the reasons for this decision are current cultural responses to autism an
invisible mental impairment, past experiences of discrimination and his desire to be
treated the same as anyone else. Nathan goes to great lengths to appear “normal”.
Nathan defines normal as, “Looking like someone who doesn't have a disability.

Looking like someone who doesn't have a weakness in a certain area. Being able to make
that weakness into something that looks like strength,” Nathan stated,

I don’t share with my peers that [ have a disability, because I don’t want people to

see me as this thing, rather than who I am. I don’t want to feel like less of a

person because of it.... I don’t want people to pity me at all. I want them to just

look at me as any person.... I try very hard to act normal.
Nathan has gone to great length to develop typical mannerisms. So, that he can look
“normal.” Keeping his disability from peers is constant. David stated, “He is carrying
some anxiety constantly.” Nathan is not alone in his desire to not disclose. Often
students will not even disclose to receive accommodations (Barnhill, 2014; Smith 2007,

Wolf, Thierfeld Brown & Bork, 2009).
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Only one study was found in the literature that addressed the student experience
of support. Schlabach (2008) conducted a multi-case study of five students with ASD
that were attending three different institutions. Only one of the students lived on campus.
This study identified that support was derived from the same sources that Nathan
received—Disability Services, Family and Advisors. As with Nathan, four of the five
student’s families assisted with the selection of a college. Unlike Nathan the majority of
these students seemed to rely mostly on their families for support. This included areas
such as learning to manage schedules, and advocacy. The roles that Disability Services
and Advisors played varied from student to student. However they did not match the
type of support received by Nathan. Students in this study, as with Nathan, attributed the

academic success to features of their ASD.

Conclusion.

The findings in this study provide a deep rich understanding of the support
Nathan, a student with ASD, received while he attended NCU. He received
comprehensive individualized support through Disability Services that addressed his
predicament of attending NCU and having ASD, and support from his mom, Sandy.
Both the support from NCU and from Sandy played critical roles in his success, and at
times were intertwined.

NCU Disability Services or David and Richard, take a holistic approach to
supporting students with ASD. While needed academic accommodations are provided;
the focus is on nonacademic support. The need for nonacademic support, for students

with ASD, is consistently presented in the literature regarding ASD and higher education
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as a priority (Adreon & Durocher, 2007; Dillon, 2007; Schlaback, 2008; VanBergeijk,
Klin, & Volkmar, 2008; Wolf, Thierfeld-Brown & Bork, 2009). NCU provides a more
proactive approach than the literature presents. This study found that proactive early
nonacademic support provided by NCU was the cornerstone of Nathan’s success, and
included involvement of Sandy until rapport was established with Nathan.

NCU starts the proactive approach by reaching out to students and their families
prior to the student starting at NCU. David was in contact with Nathan and his mom,
Sandy, the summer prior to Nathan’s start at NCU. A majority of contact was with
Sandy. Early contact with students and the families is a practice taken by IHEs in
supporting students with ASD, and is recommended (Barnhill, 2014; Crawford, 2010;
Dallas, Ramisch & McGowan, 2015; Schlabach, 2008; Shmulsky, Gobbo & Donahue;
Wolf, Thierfeld Brown & Bork, 2009). This early contact led to David and Richard
being aware of Nathan’s needs and planning accordingly.

A second aspect of the proactive nonacademic support is the services they offer
specifically for students with ASD. These services began upon Nathan’s arrival at NCU
and include social skills support group and standing weekly coaching appointments.
While no detail is presented, support groups are listed as a support some IHEs provide
(Barnhill, 2014). However, there is nothing in the literature regarding use of coaching.
The proactive approach taken by NCU was a highly successful approach for Nathan, and
based on data collected by NCU, for other students as well. The data indicated that
students who fully participate, were invested in the process of coaching and social group,
achieved higher grades and the retention rate was 100%. For students who did not

participate, the retention rate was 75%.
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Coaching was of great value to Nathan. It is a method of guiding students rather
than telling them what to do. It allows the student to come to a conclusion on his or her
own rather than being told what to do. The theme coaching from freak-out to function
presents the value that this method had in assisting Nathan through times of extreme
challenge. It helped Nathan get through situations in which he was freaking-out and in
developing his ability to independently think through challenging situations. Through
this process Nathan went from freaking-out, or a state of being paralyzed by
overwhelming feelings of not knowing what to do as a freshmen, to being able to
recognize he is having a challenge, and either handling it on his own or if needed seeking
out support from Disability Services or other sources. It is common for students with
ASD when embarking on the new experiences of college to become overwhelmed
(Adreon & Durocher, 2007; Auston & Vallajo Pena 2017; Glennon, 2001).

The specific approach that David and Richard take as professionals also
contributed to Nathan’s positive outcome. This emerged as the theme individual
approach by dedicated professionals. To assist students they use a highly individualized
approach. Their focus is not merely concerned with meeting the legal mandate to
accommodate, but are concerned with the wellbeing of the whole student, and focus on
each student’s individual needs. This is in alignment with Smith’s (2007) assertion that
“It is not the disability that must be accommodated but rather the individual needs of each
student” (p. 516).

Support from Nathan’s mom was essential. Sandy has a deep understanding of
Nathan’s needs, and how he integrates with his environment. Having this deep

understanding was critical as she supported Nathan in selecting and integrating into
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NCU. Once, Nathan was able to rely on David and Richard, Nathan still sought
emotional support and help with other non-college related needs.

This case demonstrated that there is a need for a significant amount of support for
students with ASD as they transition from, home and high school, to living away from
home, attending college and becoming a productive part of society. The NCU approach
is an innovative and effective approach to meeting the needs and is in alignment with the
Interactive Model of Disability. When this lens is used to draw conclusions to the
findings, it can be seen that the extrinsic factors at NCU—comprehensive support and

supportive faculty—work toward minimizing disabling effects of Nathan’s impairment.

Recommendations for Practice.

The limitations of a single case study were presented in Chapter 3. With that in
mind, this researcher sees value in using results of this study to inform practice.

Recommendations for IHEs. This study shows that a holistic approach to
support for a student attending a four-year IHE resulted in academic success, as well as
tolerance to a new living environment, and increased independence from family and
greater reliance on the NCU. Data from NCU indicated that gpa was higher among the
students that fully participated in the services they offered, and there was a 100%
retention rate for those students. These positive outcomes which are quite different from
those in th “National Autism Indicators Report: Transition to Adulthood,” (Roux et al,
2015). Thus, it is recommended that the proactive approach outlined in this study

provided by NCU be implemented at other IHEs.
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Recommendations for high school personnel. The following recommendations
relate to planning for student transition to an IHE. First, the professionals assisting
students in the transition process should be educated as to what types of challenges lie
ahead for students at an IHE; having this knowledge will allow for effective transition
planning. This is being recommended because David and Richard discussed that there is
often little or no preparation for students with ASD to transition to an IHE. Also, it has
been my experience, having worked in adult services including working with students
transitioning from high school, that despite it being the responsibility of SPED teachers to
develop transition plans, they did not have a clear understanding of what lay on the other
side of the transition. Thus, the transition could only provide a cursory preparation.

Transition to college planning should be afforded to all students with ASD
whether the student has the formal requirement of transition plan due to receiving SPED,
or not. Exactly who would be assigned this role would depend on the school district.
The transition planning should look at all the supports the student has in his or her current
environment, and research how the support can be transferred to the new environment at
the IHE. Some support such as a clinical counselor or psychiatrist may need to overlap
with the new practitioner until rapport is established.

A final recommendation relating to transitioning to an IHE would be to develop a
support group for high school students relating to transitioning to college. Including
college students who have ASD as mentors to the group would be beneficial. Hearing
from slightly older peers who have or are experiencing college would be beneficial.
During the meetings different colleges could be reviewed regarding the support they

provide. Also, scenarios of different challenges that could arise may be discussed. Every
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aspect of college should be discussed so that students are aware of the vast differences
between high school and college. The significance of any piece of information should

not be underestimated.

Recommendations for Future Research

It has been more than 20 years since the diagnostic criteria for Autism broadened
to include more individuals with average and above average intellectual ability (APA,
1994): and 10 years since Smith’s (2007) exploratory study. Smith’s study investigated
the needs of students with ASD and what services and accommodations were available
for them at IHEs. She found the lack of appropriate accommodation for college students
with ASD. The accommodations did not take into account the unique needs of the
students with ASD. Smith included recommendations for further research to identify
possible accommodations that are beneficial to students with ASD.

Pleas for research have echoed throughout the past decade. Yet, as evidenced by
the systematic literature review conducted by Gelbar, Smith and Reichow (2014), there
still remains a dearth of research to inform practice in supporting students with ASD at
IHEs. Practices are informed by antidotal information passed on from one dedicated
professional experiencing success in meeting the needs of students with ASD to another.
One such cornerstone in the field, and source for much of what informed this researcher’s
literature review on the needs of students with ASD is Wolf, Thierfeld Brown and Bork,
(2009) Guide for Professionals. As evidenced by the findings in this exploratory case
study, there are practices in place at NCU that afforded Nathan success as he attended a

four-year IHE. There is an urgent need to expand upon this research and gain empirical
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evidence on a broader scale. More comprehensive research of successful existing support
programs, their practices and their outcomes needs to be conducted at individual IHEs
and those findings need to be compared to practices across IHEs in order to gain
information that can inform practice of providing support at IHEs and to work backward
to inform the transition from secondary education. This is an urgent matter, as there are
approximately 50,000 individuals exiting secondary education. The picture painted in the
2015 National Autism Indicators Report: Transition into Young Adulthood is very bleak.
While the results of this study showed a very favorable outcome for Nathan, the literature
indicated that he is an exception rather than the rule, as are the services provided at NCU.

Specific inquiry in follow-up to this study. Conduct a longitudinal study
involving a cohort of NCU students that go through the proactive approach. The study
should begin collecting data in the students’ freshman year and continue for at least 1
year post graduation. Data should be collected regarding demographic information, type
of high school transition planning and support provided, specific intervention provided by
the NCU and frequency, challenges the students’ experience, parent involvement and
academic and social success at NCU. Once students have graduated, collect data for 5
years on post graduation outcomes.

Studies should be conducted to determine if coaching produces increased
independent problem-solving skills in college and high school students with ASD.

Other considerations in conducting research. In addition to the above specific
areas of inquiry, research should be conducted in the following areas.

This and the prior unpublished study I conducted concluded that parent support is

an essential aspect of success for students with ASD as they prepare to attend and attend
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college. This is also supported in the literature. However, success cannot be limited to
those students who have parents who are able to perform this role. Having spent the last
7 years in Title I schools, where many parents are unable to—for a wide range of
reasons—support student academic needs. Thus, we must identify the roles parents play
in successful college students and offer alternatives to parental support. This would
reduce disablement and provide greater opportunity for more capable individuals to
attend college and become active and contributing members of the communities in which
they live.

Another area that should be explored is the use of the Interactional Model of
Disability as a way of teaching about the predicament of ASD and other impairments.
The model would need to be further defined. A 3-D Interactional Model would be
recommended to provide a visual representation of the process of the interaction between,
impairment, individual factors, and external factors. Upon development of such a model,
research into the impact of its use in teaching and knowing about disability should then

be conducted.

Summary.

This chapter presented discussion of study findings. The discussion included the
use of the Interactional Model of Disability as the theoretical lens that guided the
interpretation of the data in this study. It included an oversimplified way of viewing the
Interactive Model of Disability as three components: impairment and its effects, intrinsic
factors of the impaired individual, and extrinsic factors which interact to construct the

experience of disability. This was followed by responses to the questions that guided this
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study. The overarching question: In what ways is a student with Autism Spectrum
Disorder supported while he attends a four-year institution of higher Education?

In order to gain a comprehensive perspective of the support the student with
Autism Spectrum Disorder received while attending a four-year institution of higher
education, the following sub- questions were explored.

1. In what ways is a student with Autism Spectrum Disorder supported, by the

four-year institution of higher education he is attending?

2. In what ways is a student with Autism Spectrum Disorder supported by his

family, while attending a four-year institution of higher education?

3. How does a student with Autism Spectrum Disorder experience support while

attending a four-year institution of higher education.
The study conclusions were presented. Among them, this case demonstrated that there is
a need for a significant amount of support for students with ASD as they transition from
home and high school, to living away from home, attending college and becoming a
productive part of society. The chapter concluded with recommendations for practice

that emerged from the findings and recommendations for future research.
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APPENDIX A.STUDENT INVITATION LETTER

Dear University Student,

My name is Laurie Crawford, a doctorate student at the University of the Pacific
in the Benerd School of Education. This correspondence is to invite you to participate in
a study I am conducting, “Students with Autism Spectrum Disorder While Attending a
Four-Year institution of Higher Education”. You were selected as a possible participant
in this study because you are a student at a four-year institution of higher learning and
have a diagnosis of Autism Spectrum Disorder (ASD).

The intent of the study is to improve and expand opportunities for individuals at
four-year institutions of higher learning whom have ASD. This study will achieve this
through gaining in-depth information about the ways in which students with ASD are
supported as they attend a four-year institution of higher education.

If you choose to participate in the study, it will involve sharing information about
your college experience as a student with ASD and the support you receive associated
with your diagnosis of ASD. The information will be gathered through interviews with
you, the disability service provider at your institution and a family member. It will also
include gathering any documents relative to the support you receive while attending

. This will allow a complete view of all aspects of the support you receive while
attending

If you are interested in finding out more about participation in my study please
contact me via email or phone (see below) to set up a time that I can meet with you. At
the meeting I will explain the study and your, the potential participant, role in greater
detail and answer any questions you may have that would help you to decide if you are
interested in volunteering to participate in this study.

In closing I appreciate your consideration of this offer to participate in my study
“Support Experienced by Students with Autism Spectrum Disorder While Attending a
Four-Year institution of Higher Education;”. I look forward to hearing from you.

Sincerely,

Laurie J. Crawford
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APPENDIX B. PARTICIPANT CONSENT FORMS

Student Informed Consent Form for Participation in the Research Study Entitled
Students with Autism Spectrum Disorder Support While Attending a Four-Year
institution of Higher Learning; Collective Case Study

Researcher: Laurie J. Crawford Dissertation Chair Dr. Thomas Nelson
Doctoral student in Benerd School Curriculum and Instruction Benerd School
of Education at the of Education at the

University of the Pacific University of the Pacific

(209) --- ----- (209) --- ----

You are invited to participate in a research study. The purpose of the study is to gain
in-depth information about the ways in which students with Autism Spectrum Disorder
(ASD) are supported as they attend a four-year institution of higher education. You were
selected as a possible participant in this study because you are a student at a four-year
institution of higher education and have a diagnosis of ASD.

The study will involve in-depth interviews with you, the disability service provider at
your institution and a family member. It will also include gathering any documents
relative to the support you receive while attending the North Coast University (NCU).
This will allow a complete view of all aspects of the support you receive while attending
The NCU. Information will include your background relative to your attending NCU,
issues related to support received while attending NCU and your view of your
experience.

I would like to introduce myself, Laurie Crawford-researcher. I am conducting this
study in partial completion of my Doctorate degree in Education at the University of the
Pacific Benerd School of Education. Provided below is more specific information so that
you may make an informed decision regarding choosing to participate.

Thank you, for considering this opportunity.

Benefit of Participation: Your participation will assist in the understanding of the lived
experience and support needs of students attending a four-year institution of higher
education who have ASD. The information gained in this study is intended to be a step
toward provision of support needed in order for increased number of students diagnosed
with ASD to attend and graduate from four-year colleges. Currently there is an under
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representation of students with ASD attending and graduating from four-year institutions
of higher learning.

Risks of Participation: Risks to you are minimal. Minimal risk is described as no greater
than other risks you experience everyday. You should be aware that participating in this
in-depth interview process, about and relating to your support experiences could bring up
areas that might, depending on the individual, cause emotional discomfort. The
researcher will work to minimize such occasions. Also, while every effort will be made to
protect your identity (see section on confidentiality) there are times when unforeseen
circumstances may occur which makes it not possible to give a 100% guarantee of
atomicity.

If you have any questions about the research at any time, please call me at 209- --- ---- or
Dr. Thomas Nelson at (209) --- ----- . If you have any questions about your rights as a
participant in a research project please call the Research & Graduate Studies Office,
University of the Pacific (209) 946-7716. In the event of a research-related injury, please
advise us, and then contact your regular medical provider and bill through your normal
insurance carrier.

Confidentiality: The identity of all individuals participating in this study will be kept
confidential. The following steps will be taken by the researcher to keep identities
confidential. In written documents relating to the study, pseudonyms will be used rather
than the participants and four-year institutions actual names. Original records will be kept
in a secure place to guard against the names of participants being accidentally revealed.
When transcription takes place pseudonyms or codes will be used in place of participants
and institutions.

Use of data: The data collected in this study will be presented in dissertation document
and presentation. It is intended to provide a rich description of each students experience
including using direct quotes. Findings may also be presented in other professional
publications or presentations relating to improving the opportunities of student with ASD
to attend and graduate from four-year institutions of higher learning.

Voluntary Participation: Your participation is completely voluntary. Refusal to
participate or withdrawal of your consent or discontinued participation in the study will
not result in any penalty. The researcher may, at her discretion, choose to remove you
from the study for any of a number of reasons.

If you are selected and agree to participate you will:
- Participate in three interviews with Ms. Crawford. Each interview is intended to
last approximately 90 minutes.
Initial Date

- Provide the name of the Disabled Service Provider that you work with at NCU
and consent to let Ms. Crawford discuss the services/support that is provided and
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related topics, and review and copy pertinent documents in your file kept at the
Disability Services office. Included in the documentation needed is verification of
ASD diagnosis enabling you to receive 504 accommodations.

Initial Date

- Provide the name and contact information of your family member who provides
greatest amount of support while you attend college and by providing this
information, consent to have the interviewer, Ms. Crawford contact this family
member to discuss the support you require as you attend college.

Initial Date

- Allow the interviews to be audio recorded for the purpose of accuracy in
documenting the information you provide during the interviews. The audio
recordings will be played back and transcribed by Ms. Crawford (you will have
the opportunity to review transcripts). The digital recordings will be stored on a
computer requiring a password to gain access and on a digital device that is in a
locked file cabinet.

Initial Date

My signature below indicates I am voluntarily participating this research study entitled
Support Experienced by Students with Autism Spectrum Disorder While Attending a
Four-Year institution of Higher Learning; Collective Case Study I have read the above
and had the opportunity to ask for clarification or additional information I needed to
make this informed consent.

Participant’s signature Date

Participant’s name (print)

Researchers Signature Date
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Parent Informed Consent Form for Participation in the Research Study Entitled
Students with Autism Spectrum Disorder Support While Attending a Four-Year
institution of Higher Learning; Collective Case Study

Researcher: Laurie J. Crawford Dissertation Chair Dr. Thomas Nelson
Doctoral student in Benerd School Curriculum and Instruction Benerd School
of Education at the of Education at the

University of the Pacific University of the Pacific

(209)--- ---- (209) --- ----

You are being asked to participate in a research study. The purpose of the study is to
gain in-depth information about the ways in which students with Autism Spectrum
Disorder (ASD) are supported as they attend a four-year institution of higher Education.
Your son, Nathan, has agreed to participate and as part of the comprehensive data being
collected about the experience of support, your perspective and experience is needed.

The study will involve in-depth interviews with your son, the disability service
provider at the North Coast University (NCU) and yourself. It will also include gathering
any documents relative to the support your son receives while attending NCU. This will
allow a complete view of all aspects of the support your child receives while attending
NCU. You will be asked to talk about background information relative to supporting
Nathan, issues your are aware of related to support received while attending NCU and
your role in supporting him.

I would like to introduce myself, Laurie Crawford-researcher. I am conducting this
study in partial completion of my Doctorate degree in Education at the University of the
Pacific Benerd School of Education. Provided below is more specific information so that
you may make an informed decision regarding choosing to participate.

Thank you, for considering this opportunity.

Benefit of Participation: Your participation will assist in the understanding of the lived
experience and support needs of students attending a four-year institution of higher
education who have ASD. The information gained in this study is intended to be a step
toward provision of support needed in order for increased number of students diagnosed
with ASD to attend and graduate from four-year colleges. Currently there is an under
representation of students with ASD attending and graduating from four-year institutions
of higher education.

Risks of Participation: Risks to you are minimal. Minimal risk is described as no greater
than other risks you experience everyday. You should be aware that participating in this
in-depth interview process, about and relating to your child’s support experiences could
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bring up areas that might, depending on the individual, cause emotional discomfort. The
researcher will work to minimize such occasions. Also, while every effort will be made to
protect your identity (see section on confidentiality) however, there are times when
unforeseen circumstances may occur which makes it not possible to give a 100%
guarantee of atomicity.

If you have any questions about the research at any time, please call me at 209- --- ---- or
Dr. Thomas Nelson at (209) ---- ----- . If you have any questions about your rights as a
participant in a research project please call the Research & Graduate Studies Office,
University of the Pacific (209) 946-7716. In the event of a research-related injury, please
advise us, and then contact your regular medical provider and bill through your normal
insurance carrier.

Confidentiality: The identity of all individuals participating in this study will be kept
confidential. The following steps will be taken by the researcher to keep identities
confidential. In written documents relating to the study, pseudonyms will be used rather
than the participants and four-year institutions actual names. Original records will be kept
in a secure place to guard against the names of participants being accidentally revealed.
When transcription takes place pseudonyms or codes will be used in place of participants
and institutions.

Use of data: The data collected in this study will be presented in dissertation document
and presentation. It is intended to provide a rich description of each students experience
including using direct quotes. Findings may also be presented in other professional
publications or presentations relating to improving the opportunities of students with
ASD to attend and graduate from four-year institutions of higher Education.

Voluntary Participation: Your participation is completely voluntary. Refusal to
participate or withdrawal of your consent in the study will not result in any penalty.

If you agree to participate you will: Participate in two interviews with Ms. Crawford.
Each interview is intended to last approximately 90 minutes. Interviews may be in person
or through real-time communication method (e.g., phone, Skype, face time...)

Initial Date

- Allow the interviews to be audio recorded for the purpose of accuracy in
documenting the information you provide during the interviews. The audio
recordings will be played back and transcribed by Ms. Crawford (you will have
the opportunity to review transcripts). The digital recordings will be stored on a
computer requiring a password to gain access and on a digital device that is in a
locked file cabinet.

- Initial Date

My signature below indicates I am voluntarily participating this research study entitled
Support Experienced by Students with Autism Spectrum Disorder While Attending a
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Four-Year institution of Higher Learning; Collective Case Study I have read the above
and had the opportunity to ask for clarification or additional information I needed to
make this informed consent.

Participant’s signature Date

Participant’s name (print)

Researchers Signature Date
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Service for Students with Disabilities Provider
Informed Consent Form for Participation in the Research Study Entitled
Students with Autism Spectrum Disorder Support While Attending a Four-Year
institution of Higher Learning; Collective Case Study

Researcher: Laurie J. Crawford Dissertation Chair Dr. Thomas Nelson
Doctoral student in Benerd School Curriculum and Instruction Benerd School
of Education at the of Education at the
University of the Pacific University of the Pacific

(209)--- ---- (209) --- ----

You are being asked to participate in a research study. The purpose of the study is to
gain in-depth information about the ways in which students with Autism Spectrum
Disorder (ASD) are supported as they attend a four-year institution of higher education.
(Student) has agreed to participate and as part of the comprehensive data being collected
about the experience of support, your perspective and experience is needed. Nathan has
signed a consent form giving myself, researcher permission to interview you.

The study will involve in-depth interviews with the student, yourself- Service for
Students with Disabilities provider at North Cost University (NCU)and the student’s
family member who supports the student. It will also include gathering any documents
relative to the support the student receives while attending NCU. This will allow a
complete view of all aspects of the support (student) receives while attending NCU. You
will be asked to talk about background information relative to supporting the student as
they attend NCU, issues your are aware of related to support received while attending
NCU and your role and experience in supporting Nathan.

I would like to introduce myself, Laurie Crawford-researcher. I am conducting this study
in partial completion of my Doctorate degree in Education at the University of the Pacific
Benerd School of Education. Provided below is more specific information so that you
may make an informed decision regarding choosing to participate.

Thank you, for considering this opportunity.

Benefit of Participation: Your participation will assist in the understanding of the lived
experience and support needs of students attending a four-year institution of higher
education who have ASD. The information gained in this study is intended to be a step
toward provision of support needed in order for increased number of students diagnosed
with ASD to attend and graduate from four-year colleges. Currently there is an under
representation of students with ASD attending and graduating from four-year institutions
of higher education.
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Risks of Participation: Risks to you are minimal. Minimal risk is described as no greater
than other risks you experience everyday. You should know that every effort will be
made to protect your identity (see section on confidentiality) however, there are times
when unforeseen circumstances may occur which makes it not possible to give a 100%
guarantee of atomicity. If you have any questions about the research at any time, please
call me at (209) --- ---- or Dr. Thomas Nelson at (209) --- ---- -. If you have any questions
about your rights as a participant in a research project please call the Research &
Graduate Studies Office, University of the Pacific (209) 946-7716. In the event of a
research-related injury, please advise us, and then contact your regular medical provider
and bill through your normal insurance carrier.

Confidentiality: The identity of all individuals participating in this study will be kept
confidential. The following steps will be taken by the researcher to keep identities
confidential. In written documents relating to the study, pseudonyms will be used rather
than the participants and four-year institutions actual names. Original records will be kept
in a secure place to guard against the names of participants being accidentally revealed.
When transcription takes place pseudonyms or codes will be used in place of participants
and institutions.

Use of data: The data collected in this study will be presented in dissertation document
and presentation. It is intended to provide a rich description of each students experience
including using direct quotes. Comparison among cases will also be presented. Findings
may also be presented in other professional publications or presentations relating to
improving the opportunities of student with ASD to attend and graduate from four-year
institutions of higher education.

Voluntary Participation: Your participation is completely voluntary. Refusal to
participate or withdrawal of your consent in the study will not result in any penalty.

If you agree to participate you will:

- Participate in two interviews with Ms. Crawford. Each interview is intended to
last approximately 60 minutes. Interviews may be in person or through real-time
communication method (e.g., phone, Skype, face time...)

Initial Date

- Allow the interviews to be audio recorded for the purpose of accuracy in
documenting the information you provide during the interviews. The audio
recordings will be played back and transcribed by Ms. Crawford (you will have
the opportunity to review transcripts). The digital recordings will be stored on a
computer requiring a password to gain access and on a digital device that is in a
locked file cabinet. Upon completion of the research the recording will be
destroyed.

Initial Date

My signature below indicates I am voluntarily participating this research study entitled
Support Experienced by Students with Autism Spectrum Disorder While Attending a
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Four-Year institution of Higher Learning; Collective Case Study I have read the above
and had the opportunity to ask for clarification or additional information I needed to
make this informed consent.

Participant’s signature Date

Participant’s name (print)

Researchers Signature Date



