Lindenwood University

Digital Commons@Lindenwood University

Dissertations Theses & Dissertations

Fall 11-2019

A Qualitative Exploration of Perceptions of Down Syndrome and
Student Disabilities in a Suburban Midwest High School

Gregory Wagener
Lindenwood University

Follow this and additional works at: https://digitalcommons.lindenwood.edu/dissertations

b Part of the Educational Assessment, Evaluation, and Research Commons

Recommended Citation

Wagener, Gregory, "A Qualitative Exploration of Perceptions of Down Syndrome and Student Disabilities in
a Suburban Midwest High School" (2019). Dissertations. 168.
https://digitalcommons.lindenwood.edu/dissertations/168

This Dissertation is brought to you for free and open access by the Theses & Dissertations at Digital
Commons@Lindenwood University. It has been accepted for inclusion in Dissertations by an authorized
administrator of Digital Commons@Lindenwood University. For more information, please contact
phuffman@lindenwood.edu.












OVBIVIBW . ..o et ee e et e e e et e e e e e e e e e e e e e e 83

Student Responses to “Pat,” the Student with Down Syndrome............ccccocvveiiinennnn. 84
Student Responses to “Terry,” the Student with a Non-Specific Disability................. 85
Teacher Responses to “Pat,” the Student with Down Syndrome ............cccccoovverinnnne. 87
Teacher Responses to “Terry,” the Student with a Non-Specific Disability ................ 88

Comparing Student Responses to the Scenario Regarding “Pat” and Student Responses
to the Scenario Regarding “TerIry” ........ocoiiiiiiiiiiie e 90
Comparing Student and Teacher Responses to the Scenario Regarding “Pat™............. 92

Comparing Teacher Responses to the Scenario Regarding “Pat” and Teacher

Responses to the Scenario Regarding “Terry” .........ccoooviiiiiiiiiiniece e 94
Comparing Student and Teacher Responses to the Scenario Regarding “Terry” ......... 96
Recommendations for the Program ..........ccccocvve i 97
Recommendations for FUture RESEarch ...........cccooviiieiiiii i, 100
CONCIUSION. ...t 102
RETEIEINCES ...t 104
N o] 1= 0 LD PR SPSTRROTSRSPR 117
APPENAIX B ..o e et e e raa e 123
APPENAIX € ..ot e e et e e aa e e e araearra e 124
APPENAIX D ..o e e e araa e 129
APPENAIX E .o a e 134
APPENAIX oo e e 140
APPENAIX G ..ot e e e a et eearaa e 142
APPENAIX H .ot e e e e 144

Vi



APPENTIX Lottt 146

APPENTIX J et b ettt 148
APPENAIX K ..ottt 152
W IEBE. .ttt ettt 154

vii



List of Figures

Figure 1. Inclusion, exclusion, segregation, and iNtegration .............cccccevverieenineeninennnn 18
Figure 2. Short-answer response comparisons for Research Questions 1 & 2 ................. 75
Figure 3. Short-answer response comparisons for Research Questions 1 & 3 ................. 76
Figure 4. Short-answer response comparisons for Research Questions 3 & 4 ................. 78
Figure 5. Short-answer response comparisons for Research Questions 2 & 4 ................. 79

viii



Chapter One: Introduction

Background of the Study

Down syndrome is a particularly unique disability in that it can be easily
identified by distinct facial features, body type, gait, and articulation. Since Down
syndrome also has a component of mild intellectual disability, it is therefore one of the
only intellectual disabilities that can be identified on sight, and the component of mild
intellectual disability is readily associated with a person with Down syndrome.
Disabilities can be categorized as either physical or intellectual, and people with
disabilities often encounter stigmatization from the general, typically-developing
population. Research provided evidence stating that a person with an intellectual
disability encounters more stigmatization than persons with a physical disability, and
those stigmatizations can lead to the person with a disability encountering barriers in
access to education, beliefs about what that person can achieve academically, and general
social exclusion (Andrade & Fukuda, 2016; Ferrara, Burns, & Mills, 2015; Nijs & Maes,
2014; Semrau, Evans-Lacko, Koschorke, Ashenafi, & Thornicroft, 2015).
Purpose of Study

The purpose of this qualitative study was to explore teachers’, typically-
developing students’, and parents’ perceptions of student disabilities when presented with
fictional scenarios of a student with a non-specific disability versus a student with a
diagnosis of Down syndrome. Data collection included a teacher and typically-
developing student/parent open-ended survey aligned with the High School Character
Standards for Late High School students (Appendix A). A Midwestern High School’s

(pseudonym) reading intervention specialist (a non-evaluative, non-disciplinary
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secondary staff member who collects data on students’ reading skills and implements
interventions for students who need support) was trained with NIH certification and sent
the participants the data collection survey through Google forms via the research site’s
email. The researcher analyzed participant responses for themes aligned to each research
question. The information from this study provided insights into the perceptions of
typically-developing students, teachers, and parents of students with Down syndrome and
students with disabilities in order to examine if inclusion has worked to change the
stigmatization and presuppositions surrounding students with disabilities and specifically
Down syndrome.
Rationale of the Study

Inclusion is a relatively new topic in modern public education. Prior to the 1950s,
students with disabilities were segregated from schools to be educated in other
environments, and the reasons for doing so were cited mostly to be for the benefit of
typically-developing students and teachers, and not for the educational benefit of the
student with disabilities (Dudley-Marling & Burns, 2014). It was not until Brown v.
Board of Education in 1954 which ended racial segregation in public school that families
of students with disabilities began their work to demand their own children be allowed to
attend the same public schools as their typically-developing peers, citing the same civil
rights arguments that lead to the Brown v. Board of Education decision. Between the
years of 1971-1973, the two cases of Pennsylvania Association for Retarded Children
(PARC) v. Pennsylvania and Mills v. Board of Education created the legal precedent of
the process of placing a student in a school, specifically the placement of a student with

disabilities in an alternate school, as a right of due process for the student and their
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families, and these cases also laid the groundwork for the concept of least restrictive
environment for the students with disabilities (Dudley-Marling & Burns, 2014; Mills v.
Board of Education, 1972; Pennsylvania Association for Retarded Children v.
Commonwealth of Pennsylvania, 1972). The Education for All Handicapped Children
Act of 1975 (EAHCA) was the first federal law to clearly outline the educational rights
for students with disabilities. EAHCA later underwent two series of amendments to
create the Individuals with Disabilities Act (IDEA) in 1990, and subsequently the
Individual with Disabilities Education Act Amendments in 1997, all of which further
clarified special educational provisions such as inclusion and least restrictive
environment, subsequently creating the model of inclusion seen today (Boroson, 2017;
Dudley-Marling & Burns, 2014). The researcher believes that one of the greatest needs
for this study was to explore inclusion as it is known to be, especially considering that the
current model is only now in its 20th year.

Since IDEA in 1997, research explored the inclusion of students with disabilities
into the general setting, particularly in regards to the student’s academic achievement in
the inclusive setting. Such evidence included a gain in reading and math abilities for
students in the elementary setting with learning disabilities in an inclusive setting
(Powers, 2016) and improved adaptive behaviors and social skills for elementary students
with disabilities in an inclusive setting (Hebbeler & Spiker, 2016). Furthermore, research
also supported that for the students without disabilities in the elementary setting, no loss
of academic achievement was seen (Evans, 2015; Petrefias, Puigdellivol, &
Campdepadros, 2013). Furthermore, research supported some social-emotional benefits

for typically-developing elementary students being in an inclusive environment with
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students with disabilities (Evans, 2015). In terms of the secondary setting, research on
inclusion was predominately focused on studying inclusive best practices and effective
implementation of effective inclusion models which garnered the best academic results
for students with disabilities (Ford, 2013; Giangreco, 2017; Giangreco & Suter, 2015;
Scanlon & Baker, 2012).

The gap in the current literature was two-fold: first, the majority of the research
regarding students in the inclusive setting had been conducted at the elementary level;
second, the research that had been conducted regarding inclusion at the secondary level
focused primarily on the academic achievement of students with disabilities in inclusive
settings. As this study explored the perceptions of teachers, parents, and students on the
character development of typically developing students, it will add to the body of existing
knowledge by exploring specific traits of social/emotional development of students
without disabilities. Furthermore, this study explored a non-specific disability and the
specific disability of Down syndrome, which narrows the spectrum of “student with
disability” to a specific diagnosis. The researcher chose the diagnosis of Down syndrome
for two reasons: first, the researcher has a daughter with Down syndrome and is
personally invested in the educational process for people with Down syndrome. Second,
Down syndrome is one of the more visibly identifiable disabilities, and with that
identification may come certain stigmas and presuppositions about the person and their
ability (Deakin, 2014). These stigmas are prevalent enough that termination rates in the
United States for pregnancies with a prenatal diagnosis of Down syndrome was 67%, and
close to 100% in some European countries (Quinones & Lajka, 2017). The researcher

hoped that this project will help to deconstruct some of the mental models surrounding
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students with Down syndrome in exploring the perceptions of typically developing
students, teachers, and parents have about students with disabilities, and specifically,
students with Down syndrome.

Questions and Hypotheses

Research Question 1: How do typically-developing students perceive their
character when responding to a scenario of a student with Down syndrome?

Research Question 2: How do typically-developing students perceive their
character when responding to a scenario of a student with a non-specific disability?

Research Question 3: How do teachers perceive the character of typically-
developing students when responding to a scenario of typically-developing students
interacting with a student with Down syndrome?

Research Question 4: How do teachers perceive the character of typically-
developing students when responding to a scenario of typically-developing students
interacting with a student with a non-specific disability?

Research Question 5: How do the parents perceive the character of a typically-
developing students when responding to a scenario of typically-developing students
interacting with a student with Down syndrome?

Research Question 6: How do the parents perceive the character of a typically-
developing students when responding to a scenario of typically-developing students
interacting with a student with a non-specific disability?

Study Limitations
The study focused on exploring teachers’, typically-developing students’, and

parents’ perceptions of student disability, and to also explore these perceptions of a
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student with Down syndrome. As the study took place at a single high school in a single
suburban school district, the population of students with disabilities that typically-
developing students were exposed to was somewhat limited. As the term with a
disability” can apply to a variety of disabilities, both physical and intellectual, it would be
highly unlikely for every possible disability to be represented within a single high school.
The typically-developing students may very well respond to the questionnaires based
solely upon their interactions with the population of students with disabilities from this
single high school. Furthermore, the majority of the typically-developing students at the
late high-school level will by that time have been in the same cohort with the students
with disabilities for most of their public education; in some cases, for their entire public
education. These long-standing relationships may influence how a student responds to
the survey questions. Conversely, a typically-developing student with little to no contact
with a student with a disability, or only students with a limited type of disability, may be
influenced as to how they respond to the survey as well.

As this study explored the perceptions of Down syndrome as a diagnosis, the
researcher chose a study site where there was at least one student with Down syndrome
enrolled at the school. Further, the students with Down syndrome were also in inclusive
settings, thereby increasing the chance that typically-developing students would be able
to interact with them; if the students with Down syndrome were to be enrolled in self-
inclusive classrooms or other segregated settings, the opportunities that typically-
developing students would have to interact with students with Down syndrome would be

limited. In fact, most of the impressions students who responded to the survey about
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students with Down syndrome could be limited solely to the knowledge that students
with Down syndrome are isolated from typically developing students.

Ideally, multiple secondary schools with students with Down syndrome enrolled
in inclusive classes would be included in the sample in order to gather as many responses
as possible. At the time of the development of the study, the school district had only one
student with Down syndrome at the secondary level enrolled in inclusive classes. In
total, the school district had only 20 students with Down syndrome in an enrollment of
approximately 17,000 students.

At the beginning of the research project, the researcher was employed as an
assistant principal at the research site. This role had an evaluative aspect in relation to
the teachers, as well as a disciplinary aspect for the researcher’s students. It was also
widely known at the research site that the researcher was a parent of a child with Down
syndrome. In fact, the researcher was the only employee at the school who was a parent
of a child with Down syndrome. Furthermore, it was widely known that the researcher
was interested in disability studies and research surrounding students with Down
syndrome. Since data collection for this study was through surveys distributed to
students, teachers, and parents about their perceptions of students with Down syndrome,
it was reasonable to assume that the students’, teachers’, and parents’ responses to the
survey may be impacted by their personal and professional connection to the researcher,

especially considering the researcher’s capacity as an assistant principal in the school.
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Definition of Terms

Disability: the Americans with Disabilities Act (2019) website defines disability
as “a physical or mental impairment that substantially limits one or more major life
activity” (para. 1).

Down syndrome: A genetic disorder caused when abnormal cell division results
in an extra full or partial copy of chromosome 21 (Mayo Clinic, 2018).

Free and appropriate education: education in a regular classes with the use of
related aids and services, or special education and related services in separate classrooms
for portions of the day (Section 504 of The Rehabilitation Act of 1973).

Inclusive setting: For the purposes of this study, a class with both typically-
developing students and students with disabilities participating together.

Intellectual disability: intellectual disability involves impairments of general
mental abilities that impact adaptive functioning in three domains, or areas (conceptual,
social, or practical areas) (American Psychiatric Association, 2013).

Late high school students: Midwestern high school students in the 11th and 12th
grades (Appendix A).

Typically-developing student: For the purposes of this study, a student without a
diagnosed disability.

Summary

The purpose of this study was to explore the perceptions of teachers’, typically-
developing students’, and parents’ perceptions of student disability when presented with
fictional scenarios of a student with a non-specific disability versus a student with a

diagnosis of Down syndrome. The perceptions of students with disabilities, especially
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with intellectual disabilities, by the typically-developing community can impact the
students with disabilities’ ability to be included in society, to access education, and to be
held to the same beliefs about accomplishments as their typically developing peers.

These topics were addressed in the next chapter within a review of the current literature.
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Chapter Two: Review of Literature

Introduction

The inclusion of students with disabilities in the general educational setting
required federal legislation in order to become a reality. As the modern American public
school system took shape in the early 20th century, students with disabilities were denied
access to the generalized educational setting of their peers for reasons such as the belief
that students with disabilities could not benefit from a standard education, and that
students with disabilities would be a distraction to their peers and teachers, and would
thus inhibit the education of the students without disabilities, and students with
disabilities were then remanded to institutions where little to no education was actually
afforded (Dudley-Maring & Burns, 2014; Martin, Martin, & Terman, 1996; Sauer &
Jorgensen, 2016; Yell, Rogers, & Rogers, 1998). After the landmark decision of Brown
vs. Board of Education in 1954 which effectively ended the standard of “separate but
equal” stemming from Plessy vs. Ferguson regarding African-Americans and their rights
to equal access to education with their white counterparts, families of students with
disabilities, as well as various national advocacy groups for students with disabilities,
came together to advocate for the inclusion of students with disabilities began to demand
the same educational access and opportunities for their students, which would lay the
groundwork for future litigation in the 1970s (Brown v. Board of Education, 1954; Mills
v. Board of Education, 1972; Pennsylvania Association for Retarded Children [PARC] v.
Commonwealth of Pennsylvania, 1972; Plessy v. Ferguson, 1896; Yell et al., 1998).
After nearly 20 years of litigation, Congress enacted the Education for all Handicapped

Children Act in 1975, thereby requiring public schools to provide students with
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disabilities an education in the same school setting as their peer. The Education for all
Handicapped Children Act later became the Individuals with Disabilities Education Act
in 1990, to begin inclusion as we know it today. This purpose of this study was to
explore the perceptions of students with disabilities, specifically the condition of Down
syndrome, by their secondary peers, in order to examine if inclusion has worked to
change the stigmatization and presuppositions surrounding students with disabilities and
specifically Down syndrome.
Organization of Literature Review

The literature review begins with an overview of the exclusion of students with
disabilities from the generalized public education setting, and the history of the litigation
necessary to ensure that students with disabilities could receive educational services
commensurate with their non-disabled peers. The literature review continues by
examining the stigmas surrounding persons with disabilities, both physical and
intellectual, and connecting how these stigmas contributed to the educational exclusion
experienced by students with disabilities, and how intellectual disabilities in particular
have historically carried more stigmas than physical disabilities. The review continues
with examining Down syndrome as a diagnosis, the effects the genetic condition has on a
person’s physical characteristics, as well as the potential intellectual disabilities that may
occur because of the diagnosis. The literature review continues with an examination of
forms and models of inclusion, as well as the potential outcomes of inclusion for students
with disabilities as well as students without disabilities. The literature review concludes
by examining gaps in current understanding, specifically exploring how, if any, previous

stigmas or presuppositions have changed for students with disabilities and students with
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Down syndrome have changed with the introduction of inclusion, specifically at the
secondary level.

History of Exclusion of Students with Disabilities from the General Educational
Setting

Inclusion for students with disabilities is a relatively new institution in public
education. Inclusion “officially” came to be in 1975 through Public Law 94-172
(Education for All Handicapped Children Act), meaning inclusion has only existed in
schools for little more than 40 years (Public Law 94-142, 1975). An understanding of the
education of students with disabilities prior to 1975 is necessary for the entire context of
special education and inclusion in modern public education, and why federal legislation
was required in order to ensure the education of an entire group of people. Furthermore,
examination of the evolution of inclusion in the United States offers insights into not just
the jurisprudence surrounding decisions about special education, the appropriateness for
students with disabilities, and the delivery of the services, but also the mindset of those
involved in the education of students with disabilities; specifically, an understanding of
inclusion offers insight as to why students with disabilities were previously excluded
from the general educational settings of their peers.

The inclusion of students with disabilities in public school first began with
another famous battle for inclusion: Brown versus Board of Education of Topeka. This
historic case is probably best known as a hallmark event in the Civil Rights Movement,
ending the segregation between White and minority students, specifically African-
American students, stating a segregated education setting was inherently unequal (Brown

v. Board of Education, 1954). However, Brown v. Board of Education had a secondary
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effect of beginning to pave the way for the inclusion of students with disabilities
(Blankenship, Boon, & Fore, 2007; Boroson, 2017). In order to better understand the
significance of this court decision on inclusion, there must be a review of education for
students with disabilities prior to Brown versus Board of Education of Topeka.

Prior to Brown vs. Board of Education, students with disabilities received their
education not in the typical public school setting; students with disabilities were either
underserved in a public exclusive setting, or denied enrollment into public schools
altogether (Dudley-Marling & Burns, 2014; Martin et al., 1996; Yell et al., 1998).
Furthermore, students with disabilities who had been regularly attending public school
could be expelled from their public schools. Yell et al. (1998) cited a case from the state
Supreme Court of Massachusetts in 1893 where the court ruled a school could expel the
student for reasons ranging from a lack of academic success, inability to provide physical
self-care, and that the student “could not benefit from instruction” (Watson v. City of
Cambridge as cited in Yell et al., 1998, p. 220) as well as a second case in Wisconsin in
1919 in which the state Supreme Court upheld an expulsion because the student’s
physical manifestations of his condition “nauseated the teachers and other students,
required too much teacher time, and negatively affected the school discipline and
progress” (Beattie v. Board of Education, 1919 as cited in Yell et al., 1998, p. 220). One
of the critical factors to schools deciding students with disabilities should be educated in
separate environments was the premise stating students with disabilities could not benefit
from a regular public education. Other noteworthy factors were whether the presence of
the student with disabilities in the public setting would have a detrimental effect on the

teachers and the learning of other students, namely students without disabilities (Dudley-
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Marling & Burns, 2014; Martin et al., 1996; Sauer & Jorgensen, 2016; Yell et al., 1998).
Furthermore, there were even hints of the concerns of the presence of students with
disabilities and their inclusion in the general education setting during the litigation of
Brown v. Board of Education. Davis, the legal representative defending segregated
education in South Carolina, stated, “I think if the appellants . . . should prevail here . . . |
am unable to see why a state should have any further right to segregate its pupils . . . on
the ground of mental capacity” (Friedman, 1969, as cited in Kliewer, Biklen, & Kasa-
Hendrickson, 2006, p. 164).

Similar exclusions occurred across the United States, and most decisions revolved
around the opinion that students with disabilities were deemed “uneducable,” and despite
the school’s best efforts, a student with disabilities could not benefit from a public school
education (Dudley-Marling & Burns, 2014; Martin et al., 1996). Ironically, these
decisions to exclude students with disabilities from public education seemed to be in
direct conflict with laws held by all 50 states demanding compulsory education for the
students in their states (Yell et al., 1998). Nevertheless, state supreme courts continued to
uphold the expulsion of students with disabilities on the ground that students with
disabilities, who could not possibly benefit from a public education, did not have to
adhere to compulsory attendance laws set forth by the states (Dudley-Marling & Burns,
2014; Yell et al., 1998). In short, although states mandated that all children attend public
school from the ages of 6 to 18, the states could also determine whether or not a public
school education would benefit certain students, namely those with disabilities. If the
courts decided that certain students were “uneducable,” literally meaning “unable to be

educated,” then not only did the compulsory education mandate not apply to that student,
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but also the student was forcibly removed from the public educational setting (Dudley-
Marling & Burns, 2014; Martin et al., 1996).

Despite several states upholding expulsions for students with disabilities, families
of students with disabilities continued to fight for the inclusion of their students in public
schools. By the time of the late 1960s and into the early 1970s, several states began
passing their own laws to begin inclusion of students with disabilities. These laws varied
from state to state, and some states only allowed admittance into public schools, while
others tried to provide supports for students and teachers (Yell et al., 1998). The first
major decision for the inclusion of students with disabilities came from the Pennsylvania
Association for Retarded Children vs. Pennsylvania in 1972, and this case determined
that the students named in the case, specifically students with “mental retardation,”
should be educated “in a setting as close to the regular education classroom as possible
(Blankenship et al., 2007, p. 3; PARC v. Pennsylvania, 1972). What made this decision
ground-breaking is that the plaintiffs who brought the case based their arguments on the
lack of due process when a student with disabilities is reassigned to another educational
setting, and that the idea of a student with disabilities being uneducable had no factual
foundation (PARC v. Pennsylvania, 1972). This demonstrates that as early as this 1972
case, the idea of addressing the mindset of educators and those working with students
with disabilities was worth examining, specifically that there is no basis for any one
administrator or school official to deem a student as uneducable or untrainable
(Blankenship et al., 2007). After the PARC vs. Pennsylvania resolution, another similar
class-action lawsuit was filed in the District of Columbia (Mills vs. Board of Education,

1972) based upon the due process concerns brought forth in PARC vs. Pennsylvania. The
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result of this suit was the school board of the District of Columbia was to be held
responsible for providing the public education that was granted all students with
disabilities, and that exclusion from school without due process was unconstitutional
(Blankenship et al., 2007; Dudley-Marling & Burns, 2014; Martin et al., 1996; Yell et al.,
1998). After these two cases, legal precedent was set, and the floodgates opened. In the
two years that followed, over half of the states heard cases similar to PARC vs.
Pennsylvania and Mills vs. Board of Education, and all results favored the plaintiffs (Yell
et al., 1998). These cases were the genesis for what we would see as modern-day
inclusion, as the courts determined that any public school setting was preferable to an
exclusive setting, and schools needed to work to make this so (Blankenship et al., 2007).
While all results did indeed favor the plaintiffs and inclusive education, a universal
concern arose time and again during the court proceedings: the schools lacked the
funding to make this new inclusive model possible (Yell et al., 1998).

The first major federal move for inclusion occurred in 1975 when Congress
passed the Education for All Handicapped Children Act (EAHCA), which laid the initial
groundwork for the inclusive system we know today. Besides being the first federal
action regarding students with disabilities and access to public education, the act
expanded the work of PARC vs. Pennsylvania, which addressed only students with
“mental retardation,” to include all students with disabilities (Blankenship et al., 2007).
Furthermore, EAHCA provided the much-needed funding to public schools to begin the
inclusive programs and created the Individualized Education Program, or IEP
(Blankenship et al., 2007; Martin et al., 1996; Dudley-Marling & Burns, 2014). Along

with the provisions for funding, the legislation also stated that students have the rights to
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a free and appropriate education, education that takes place in the least restrictive
environment, and procedural due process. All of these provisions were arguments
brought forth by the plaintiffs in PARC vs. Pennsylvania and Mills vs. Board of
Education (Yell et al., 1998).

EAHCA underwent several changes and amendments from 1975 to 1990 when
the bill was renamed the Individuals with Disabilities Education Act (IDEA), and if
PARC vs. Pennsylvania began the current system of physical inclusion, then the changes
in EAHCA from 1975 to 1990 laid the groundwork for the debate around the current
practices of inclusion (Blankenship et al., 2007; Dudley-Marling & Burns, 2014). Some
of the changes and amendments made for more person-first language (e.g. removing the
word “handicapped” and replacing with “student or child with a disability”), and IDEA
also formally introduced the idea of introduction of students with disabilities being
educated in the least restrictive environment (Dudley-Marling & Burns, 2014).
Furthermore, the intent of placing the student in the least restrictive environment was to
ensure that students with disabilities were receiving their education alongside their
typically developing peers to the best and most effective means possible (Blankenship et
al., 2007). There is no doubt that EAHCA and IDEA worked well in integrating students
with disabilities into the public school, or at the least the physical space of the public
schools. However, much like the unintended consequences of Brown vs. Board of
Education, IDEA may have unintentionally sparked a completely new debate regarding
inclusion, in not only the effectiveness and appropriateness of inclusion, but also even
simple topics such as what inclusion should look like in the classroom at a conceptual

level. (Fan, 2014; Sauer & Jorgensen, 2016; Yell et al., 1998).
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An image posted on social media in 2017 by an inclusion advocacy group called
“Think Inclusive” attempted to bring clarity to what inclusion currently looks like in

modern classrooms:

Exclusion Segregation Integration

Figure 1. Inclusion, exclusion, segregation, and integration (Villegas, 2017).

Figure 1 attempted to illustrate the mental models surrounding the concept of
inclusion as it should be implemented in modern educational settings, specifically in the
inclusive circle, the variously-colored dots are homogenized into the general population.
The fallout from Brown vs. Board of Education for students with disabilities mandated
that schools must include students with disabilities in the generalized setting; however,
the “inclusion” that occurred looked more like the “integration” image from Figure 1, and
not the “inclusion” circle. In short, students with disabilities were integrated into
generalized classrooms, not included. While IDEA mandated inclusion, it was integration

that was put into practice.
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While inclusion certainly became the legal mandate for students with disabilities,
and students with disabilities were legally afforded access to education in the “least
restrictive environment,” since the inception of IDEA in 1975, the debate became what a
“least restrictive environment” truly is and how it is implemented in the classroom
(Jorgensen & Lambert, 2012; Sauer & Jorgensen, 2016). In short, as “separate but equal”
became the sticking point in litigation for Plessy vs. Ferguson and Brown vs. Board of
Education, “least restrictive environment” became the new sticking point in litigation
surrounding IDEA.

The debate surrounding inclusion still comes back to the idea of what appropriate
placement actually is when referring to terms such as “free and appropriate education.”
While IDEA was lauded as instrumental in improving access to public schools, most of
the bill was focused on just that: access to public schools; very little was focused on
results for the students with disabilities (Sauer & Jorgensen, 2016; West & Pirtle, 2014;
Yell et al., 1998). Questions and court cases still arose regarding appropriateness, and
while IDEA did away with the wholesale exclusion of students with disabilities,
provisions still existed in the bill that allowed for a student with a disability to receive an
alternate placement outside of the public school, with the school district being held
financially responsible for the costs of such a placement (Blankenship et al., 2007; Sauer
& Jorgensen, 2016). There were also arguments surrounding the use of the word
“appropriate” in the context of a student’s IEP, namely that the term “appropriate” leaves
much open to interpretation regarding what a school should or should not do in order to
achieve an appropriate education for a student with a disability (Fan, 2014; Sauer &

Jorgensen, 2016). There are instances of families suing school districts for not providing
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enough supports in the general education classroom, wherein the schools argued that
sufficient and appropriate supports were in place, and the courts ruled in favor of the
school as the student was receiving educational benefits (Blankenship et al., 2007; Fan,
2014). There are other, seemingly opposite cases, where families of students with
disabilities were requesting alternate or residential placements, yet the school argued the
general education setting was where the student was experiencing the most educational
success (Blankenship et al., 2007). Litigation continually surrounded the interpretation of
how “free and appropriate education” is provided to students with disabilities, and the
only direct provision provided by IDEA is that qualifying students receive an
Individualized Education Plan customized to the student’s learning needs (Fan, 2014,
Public Law 94-142). In both extremes, the idea of what is truly appropriate came into
question, and as the families of students with disabilities fought for inclusion to help
students with disabilities access schools, some practices did not work to include them in
those schools. Furthermore, as education continues to evolve, and more choice is offered
to students, inclusion may very well have to contend with new barriers. The emergence of
more and more charter schools, for example, offer increased choice for many students
and are extremely accessible for students without disabilities; however, most charter
schools have very little (if any) oversight from state or local governances, and most
charter schools do not enroll students with disabilities (Dudley-Marling & Burns, 2014;
Naclerio, 2017).
Stigmas Associated with Persons with Disabilities

As previously stated, students with disabilities were excluded from the general

educational setting due to the belief that they could not benefit from an education.
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Further, their presence in a general educational classroom was considered an academic
detriment to the other students in the class (Dudley-Marling & Burns, 2014; Martin et al.,
1996; Sauer & Jorgensen, 2016; Yell et al., 1998). The belief from the educational
community that students with disabilities could not benefit from an education in the
generalized educational setting was a stigma generally applied to students with
disabilities. Research supported how the stigmatization of persons with disabilities, and
particular to this study, students with disabilities, interfered with a student’s access to
public education.

For the purposes of this study, disability is categorized as either physical or
mental. The distinction between the two types of disability is important in that research
supported that while both physical and intellectual disabilities carry a stigmatization,
persons who have an intellectual disability rather than a physical disability are more often
stigmatized and to a more negative degree than persons with a physical disability
(Deakin, 2014; McManus, Feyes, & Saucier, 2010; Scior, 2011; Schalock, 2011; Wilson
& Scior, 2013). Research showed that the stigmatization of persons with disabilities,
specifically intellectual disabilities or mental ilinesses and mental diagnoses, greatly
inhibited the person with an intellectual disability access to social inclusion, education,
and employment because of the belief of what the person with the disability was capable
of contributing to society, capable of learning, and capable of doing, respectively
(Andrade & Fukuda, 2016; Ferrara et al., 2015; Nijs & Maes, 2014; Semrau et al., 2015).

The diagnosis of an intellectual disability often comes with a significant negative
perception of the person with the intellectual disability. As disabilities can vary from

terms of definition and significance, it is necessary to clearly define “intellectual



AN EXPLORATION OF STUDENT PERCEPTIONS OF DISABILITIES 22

disability” for the purposes of this study. Schalock (2011) defined intellectual disability
as “a disability characterized by significant limitations in intellectual functioning and
adaptive behavior and manifest during the developmental period” (p. 224). Schalock
(2011) continued to elaborate and stated that the limitation intellectual functioning has
typically been categorized as an 1Q test score of two standard deviations below the mean,
and that limitations in adaptive behavior are typically determined by low standardized
measures in either “conceptual, social, or practical skills” (p. 226). Intellectual
disabilities differ from specific learning disabilities in that specific learning disabilities
are just that: learning disabilities specific to a learning concept. Intellectual disabilities
affect the entire cognitive functioning of the person with the disability. What specific
learning disabilities and intellectual disabilities do have in common is that oftentimes a
physical marker or physical manifestation of the disability does not have to be present in
the person with the disability. Simply stated, an intellectual disability is often more
“severe” than a specific learning disability, but a person with either a specific learning
disability or intellectual disability may not necessarily present themselves as such
(American Psychiatric Association, 2013).

Intellectual disabilities historically carried a significant sigma with the diagnosis,
more so than other disabilities (Deakin, 2014; Schalock, 2011; Scior, 2011). Scior (2011)
conducted a meta-analysis of 75 studies of persons with intellectual disabilities and the
public attitudes and perceptions of persons with intellectual disabilities, and concluded
that in general, public perception of persons with intellectual disabilities included the
inability to cognitively function at a level commensurate with the general public (Scior,

2011). Scior (2011) also wrote that persons with intellectual disabilities are often one of
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the most undesirable groups or social classes in a society. Concerning the reported
undesirable nature of persons with intellectual disabilities, access to educational and
social opportunities have been historically limited for those with the intellectual
disabilities, which compounded the person’s ability to receive a quality education and
appropriate social interactions for the person with the intellectual disability (Deakin,
2014; Scior, 2011; Schalock, 2011). As access was limited to these resources, persons
with intellectual disabilities often missed quality opportunities for development,
especially during critically formative years (Deakin, 2014; Scior, 2011; Schalock, 2011).
Research also supported the concept that general society preferred minimal contact with
persons with intellectual disabilities, and that the quality of life for those without
intellectual disabilities and for those with intellectual disabilities is improved if the two
specific groups were segregated from one another (Anderson & Bigby, 2015; McManus,
Feyes, & Saucier, 2010; Siperstein, Parker, Bardon, & Widaman, 2007; Wilson & Scior,
2013). Research supported that persons without intellectual disabilities or diagnosis of
mental illness or impaired mental faculties often preferred community living
organizations or supported living facilities for persons with intellectual disabilities
(Anderson & Bigby, 2015; Andrade & Fukuda, 2016; Nijs & Maes, 2014). In short,
persons without intellectual disabilities preferred minimal contact with persons with
intellectual disabilities, and this minimized contact applied to the social, educational, and
employment settings.

Research was conducted to explore the perceptions and stigmas of persons with
intellectual disabilities by persons without intellectual disabilities, and this research

hypothesized that if a person or group of people without intellectual disabilities were
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afforded more opportunities to interact with persons with disabilities, then attitudes and
perceptions of the persons with intellectual disabilities would improve. Further, the
stigmas associated with a person with an intellectual disability would decrease (Andrade
& Fukuda, 2016; Kauffman & Bader, 2013; McManus et al., 2010; Nijs & Maes, 2014;
Scior, 2011). The research stated that increasing the frequency of contact with a person
with intellectual disabilities did not improve perceptions of persons with disabilities,
meaning that the more time a person without a disability spent in contact with a person
with an intellectual disability did not change their perceptions of the person with the
intellectual disability. Furthermore, stigmas of persons with intellectual disability can
were lessened and perceptions of persons with intellectual disabilities were improved for
those without disabilities when not the frequency of contact with persons with disabilities
increased, but the quality of the contact and interactions between persons with intellectual
disabilities and persons without intellectual disabilities increased (Andrade & Fukuda,
2016; McManus et al., 2010; Kauffman & Bader, 2013; Nijs & Maes, 2014; Scior, 2011).
Also, stigmas of persons with intellectual disability decreased if the pre-existing
knowledge of intellectual disabilities that persons without disabilities possess increased
(Andrade & Fukuda, 2016; McManus et al., 2010; Kauffman & Bader, 2013; Nijs &
Maes, 2014; Scior, 2011).
Down Syndrome as a Disability and Associated Stigmas

The researcher outlined the progression of inclusion in education from the early
twentieth century until today. In the outline, the researcher focused very broadly on
“students with disabilities.” Clearly, the term “students with disabilities” covers a broad

range of conditions or diagnoses, from specific learning disabilities in reading or math, to



AN EXPLORATION OF STUDENT PERCEPTIONS OF DISABILITIES 25

general intellectual or developmental disabilities. Some disabilities may not be readily
apparent to the average observer, such as specific learning abilities, and some disabilities
may be more readily apparent, typically disabilities which affect the physicality of the
person with the disability. As previously stated, with disabilities can come a certain
amount of stigma for the person with the disability, and in terms of education, that stigma
can negatively affect the mindset of those who interact with that person, including
teachers and peers. A negatively affected mindset can lower expectations for the student,
thereby impacting the student’s performance level in the class (Kaufman & Badar, 2013;
Kurth, Morningstar, & Kozleski, 2014; Shifrer, 2013).

For students with a disability that does not present itself in the student’s physical
appearance, it is possible for the disability to never be noticed. It is also possible, for
instance, for a student with a specific learning disability in the area of mathematical
computation to never encounter any stigmatization or negative teacher and peer mindset
in a class where mathematical computation is not a learning goal, such as and Modern
and Classical Language class. Research conducted demonstrated that the more
“significant” the disability, specifically the broader the disability was in terms of its
impact on intellectual and cognitive development and ability, the lower the expectations
for the student, and the more resistant the teacher will be to be inclusive of the student
with disabilities (McGhie-Richmond, Irvine, Loreman, Cizman, & Lupart, 2013; Shifrer,
2013; Shifrer, Callahan, & Mueller, 2013).

A student with Down syndrome is likely to encounter the stigmas associated with
an intellectual disability, and thereby encounter the difficulties previously discussed.

While it is true that a person with Down syndrome can have an intellectual disability
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associated with the condition of Down syndrome, the intellectual disability is often mild
to moderate, and advocacy groups for people with Down syndrome preferred the
condition a developmental delay and not necessarily an intellectual disability (Center for
Disease Control and Prevention [CDC], 2016; Potier & Reeves, 2016). Down syndrome
is one of the few diagnoses that has a very distinctive physical component to the
condition, namely the almond-shaped eyes, smaller stature, distinctive ear shape and size,
and overall facial structure, and it is because of this physical manifestation of the
condition that a person with Down syndrome is easily identifiable (CDC, 2016). As there
is a physical component to Down syndrome, and as there is an intellectual disability often
accompanying the diagnosis, it is possible for someone to observe a person with Down
syndrome and associate an intellectual disability to the person with Down syndrome
(Deakin, 2014). In essence, Down syndrome is a rare case in which a person with a
potential or assumed intellectual ability can be identified on sight.

An example of this assumption was found on the April 2017 issue of ASCD’s
Educational Leadership. This issue focused almost exclusively on inclusion, the history
of inclusion, the progress of inclusion, and on serving students with a broad range of
disabilities. An article published in the April 2017 edition of Educational Leadership
titled “Expanding Opportunities for Students with Intellectual Disabilities” written by
Giangreco published a picture of a young child with Down syndrome receiving peer
support from an apparently typically-developing student on the first two pages of the
article (Giangreco, 2017). Whether or not this was the intention of the author or of the
publication company, ASCD, was not determined. However, it must be noted that an

article on how to expand opportunities for students with disabilities prominently pictured
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a student with Down syndrome, and the article focused on assisting students with an
intellectual disability. Furthermore, the cover picture of the entire edition of the April
2017 publication of Educational Leadership, which was titled, “Differences not
Disabilities,” was that of another young student with Down syndrome.

A person with an intellectual disability does not necessarily have to have Down
syndrome. However, the April 2017 edition of Educational Leadership provided a piece
of anecdotal evidence regarding the mental model of a student with disabilities in general
(the cover art), and intellectual disabilities in specific in the article “Expanding
Opportunities for Students with Intellectual Disabilities” (Giangreco, 2017). In both
cases, Educational Weekly pictured a student with Down syndrome as the student who
was “different,” and as the student with an intellectual disability. There are myriad
disabilities and differences that a student can possess; however, the articles and
publication pictured a student with Down syndrome, likely due to the obvious and easily
recognizable physical characteristics of the disability. As it points to the mental model of
the general public for those with Down syndrome, it can also complicate the perceptions
of the public of people with Down syndrome. Again, as the intellectual disability for
those with Down syndrome can also be considered mostly a developmental delay, the
perception of the public is one that a person with Down syndrome has an intellectual
disability (CDC, 2016; Enea-Drapeau, Carlier, & Huguet, 2012; Potier & Reeves, 2016).
Considering the research performed on the public perceptions and attitude towards those
with intellectual disabilities, the association of an intellectual disability with the diagnosis
of Down syndrome can bring about the stigmas with an intellectual disability for a person

with Down syndrome. CBS News broadcasted a story in August of 2017 titled, “What
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kind of country do you want to live in?”: Inside the country where Down syndrome is
disappearing,” and reported that Iceland is making strides to eliminate Down syndrome in
their country through government-promoted prenatal screening. The prenatal-screenings
leading to a positive diagnosis of Down syndrome also lead to termination of the
pregnancies in almost 100% of the time (Quinones & Lajka, 2017). CBS also reported
that in Iceland in the year 2017, only three babies with Down syndrome were born in the
country, which had a population of approximately 330,000 (Quinones & Lajka, 2017). In
interviewing an Icelandic hospital employee who counsels pregnant women, CBS
reported the employee saying that in Iceland, health care professionals consider the
abortion of a fetus with Down syndrome as the ending of something that may have had
complications and a life of suffering (Quinones & Lajka, 2017). This story illustrated
some of the stigmas and preconceptions an entire culture put upon people with Down
syndrome, so much so that the live birth rate for babies with a pre-natal diagnosis of
Down syndrome in Iceland is almost 0% (Quinones & Lajka, 2017).

Research supported the stigmatization and assumptions of competency of students
with Down syndrome by their peers, and specific to people with Down syndrome. These
stigmas and assumptions can impact a person with Down syndrome’s inclusion and
interaction in society. The social stigmatization range from “positive” assumptions about
the person with Down syndrome’s participation in society, such as a person with Down
syndrome is more happy, friendly and outgoing, to “negative” assumptions of a person
with Down syndrome, such as the person with Down syndrome being unable to interact
with their peers appropriately (Enea-Drapeau et al., 2012; Marcone, Esposito, & Caputo,

2016; Schwab, Huber, & Gebhardt, 2015). Regardless as whether or not the stigma or
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presupposition of the person with Down syndrome was categorized as “positive” or
“negative,” there are still stigmas and presuppositions of the societal capabilities or
interactions with the person with Down syndrome made by a member of the general
public. Research supported that the majority of the stigmas and presupposition of
persons with Down syndrome are categorized as “negative,” in that the general public
have generally unfavorable views of a person with Down syndrome’s ability to interact in
society in a way that is commensurate with their peers (Enea-Drapeau et al., 2012;
Marcone et al., 2016; Schwab, Huber et al., 2015). As the researcher stated earlier, Down
syndrome is distinct in that it is a genetic condition that is readily associated with
intellectual disability, and identified by unique physical characteristics. Enea-Drapeau et
al. (2012) wrote that “Down syndrome is the most frequent genetic disorder associated
with intellectual disability” and that
because this chromosomal disorder is associated with various health problems
(e.g. hypotonia, congenital heart defects, gastrointestinal diseases) and distinctive
physical stigma (e.g. round face, epicanthal fold, oblique lid axis, flat nasal
bridge), persons with T21 are likely to be stigmatized by other people. (p. 2)
Enea-Drapeau et al. (2012) also wrote “this is a critical issue, because stigmatization is
one of the greatest obstacles to the successful integration and development of people with
intellectual disabilities” (p. 2). Enea-Drapeau et al. highlighted the stigmatization of
physical disabilities, the stigmatization of intellectual disabilities, connected the two
types of disabilities, and illustrated how these stigmas make the integration of a person

with Down syndrome especially complicated, as a person with Down syndrome is most
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Parkway Character Standards
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Parkway Character Standards
Character Competency H1: Demonstrate decision-making skills and responsible behavioes in personal, school, and community
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Appendix C
Informational Email and Consent Form for Parents of Typically-Developing
Students

“Dear Guardian,

A staff member at will be conducting research this year at North High, and the
researcher needs your help. The research project is an exploration of students’, teachers’,
and parents’ perceptions about character development of students. The researcher needs
to survey teachers in order to gather data about this project. You are a parent of a student
in Parkway North, and the researcher will like you to participate in the study, and to
gather data from both you. The data would be gathered from an online survey which is
expected to take 15-20 minutes each to complete.

If you would be willing to participate, please find attached to this email a document titled
“Adult Consent Form.” If you could fill out the form and return it to this email address,
we would be greatly appreciated. Once you have given your consent to participate, a
staff member will be in contact to schedule the interview with you, and the survey will be
sent to your email near the end of the semester.

Thank you so much for your assistance with this research project. We truly believe that
what we learn during this project will help all of our students learn.

Regards,

Greg Wagener

Coordinator of Student Discipline, School District
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directly at 314-415-5003 or gmw871@lindenwood.edu. You may also contact Dr.
Robyn Elder at relder@lindenwood.edu

| have read this consent form and have been given the opportunity to ask
guestions. | will also be given a copy of this consent form for my records. |
consent to my participation in the research described above.

Participant's Signature Date

Participant’s Printed Name

Signature of Principal Investigator or Designee Date

Investigator or Designee Printed Name
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LINDENWOQOD

Research Study Consent Form

A qualitative exploration of perceptions of Down syndrome and student
disabilities in a suburban Midwest high school
Before reading this consent for, please know:
Your decision to participate is your choice
You will have time to think about the study

You will be able to withdraw from this study at any time
You are free to ask questions about the study at any time

After reading this consent form, we hope that you will know:

Why we are conducting this study

What you will be required to do

What are the possible risks and benefits of the study

What alternatives are available, if the study involves treatment or therapy
What to do if you have questions or concerns during the study

Basic information about this study:

e We are interested in learning about students’, teachers’, and parents’ perceptions of
Down syndrome and student disabilities.

e You will participate in a brief interview and complete an email survey.
¢ Risks of participation include a loss of time to complete the interview and survey
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LINDENWOQOD

Research Study Consent Form-Adult

A qualitative exploration of perceptions of Down syndrome and student
disabilities in a suburban Midwest high school

You are asked to participate in a research study being conducted by Greg
Wagener under the guidance of Dr. Robyne Elder at Lindenwood University.
Being in a research study is voluntary, and you are free to stop at any time.
Before you choose to participate, you are free to discuss this research study with
family, friends, or a physician. Do not feel like you must join this study until all of
your questions or concerns are answered. If you decide to participate, you will be
asked to sign this form.

Why is this research being conducted?
We are doing this study to learn about the character development of students.
We will be asking about 45 to 70 other people to answer these questions.
What am | being asked to do?
Participants will be asked to be interviewed near the end of the semester about
their perceptions of students’ character development. Participants will also be
emailed a survey with five open-ended questions to answer and send back to the
research team.
How long will I be in this study?
You will be in this study for one semester.
Who is supporting this study?
There is no outside funding provided for this research.
What are the risks of this study?
e Privacy and Confidentiality:

We will not be collecting any information that will identify you.

We will be collecting data from you using the internet. We take every

reasonable effort to maintain security. Survey responses will be kept on a
secure Google Drive folder. It is always possible that information during
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this research study may be captured and used by others not associated
with this study.

What are the benefits of this study?

You will receive no direct benefits for completing this survey. We hope what we
learn may benefit other people in the future.

What if I do not choose to participate in this research?

It is always your choice to participate in this study. You may withdraw at any
time. You may choose not to answer any questions or perform tasks that make
you uncomfortable. If you decided to withdraw, you will not receive any penalty or
loss of benefits. If you would like to withdraw from a study, please use the
contact information found at the end of this form.

What if new information becomes available about the study?

During the course of this study, we may find information that could be important
to you and your decision to participate in this research. We will notify you as soon
as possible if such information becomes available.

How will you keep my information private?

We will do everything we can to protect your privacy. We do not intend to include
information that could identify you in any publication or presentation. Any
information we collect will be stored by the researcher in a secure location. The
only people who will be able to see your data are: members of the research
team, qualified staff of Lindenwood University, representatives of state or federal
agencies.

How can | withdraw from this study?

Notify the research immediately if you would like to withdraw from this research
study.

Who can | contact with questions or concerns?

If you have any questions about your rights as a participant in this research or
concerns about the study, or if you feel under any pressure to enroll or to
continue to participate in this study, you may contact the Lindenwood University
Institutional Review Board Director, Michael Leary, at (636) 949-4730 or
mleary@lindenwood.edu. You can contact the researcher, Greg Wagener
directly at 314-415-5003 or gmw871@lindenwood.edu. You may also contact Dr.
Robyn Elder at relder@lindenwood.edu
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| have read this consent form and have been given the opportunity to ask
guestions. | will also be given a copy of this consent form for my records. |
consent to my participation in the research described above.

Participant's Signature Date

Participant’s Printed Name

Signature of Principal Investigator or Designee Date

Investigator or Designee Printed Name
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Appendix E
Informational Email, Guardian Consent Form, and Minor Assent Form for
Students
“Dear North High Student,

A staff member at Schools will be conducting research this year at North
High, and the researcher needs your help. The research project is an exploration of
students’, teachers’, and parents’ perceptions about character development of students.
The researcher needs to survey the students in order to gather data about this project.
You have been randomly selected, and the researcher will like you to participate in the
study, and to gather data from you. The data would be gathered from an online survey
which is expected to take 15-20 minutes each to complete.

The researcher will need permission from your guardian for you to participate, and
attached to this email is a form for you and your guardian to fill it out if you choose to
participate. If you do, simply fill out and sign the form, and email it back to this email
address. You can also print out a copy and return it to the main office at North High
Thank you so much for your assistance with this research project. We truly believe that
what we learn during this project will help all of our students learn.

Regards,

Greg Wagener

Coordinator of Student Discipline, School District
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LINDENWOOD

Research Study Consent Form

A qualitative exploration of perceptions of Down syndrome and student
disabilities in a suburban Midwest high school

Note: “You” in this form refers to the minor participant. If an activity or
requirement refers to the parent or guardian consenting on behalf of the
minor, this will be clearly indicated.

Before reading this consent form, please know:

Your decision to participate is your choice

You will have time to think about the study

You will be able to withdraw from this study at any time
You are free to ask questions about the study at any time

After reading this consent form, we hope that you will know:

Why we are conducting this study

What you will be required to do

What are the possible risks and benefits of the study

What alternatives are available, if the study involves treatment or therapy
What to do if you have questions or concerns during the study

Basic information about this study:

We are interested in learning about students’, teachers’, and parents’ perceptions of

Down syndrome and student disabilities.
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LINDENWOOD

Research Study Consent Form

A qualitative exploration of perceptions of Down syndrome and student
disabilities in a suburban Midwest high school

You are asked to participate in a research study being conducted by Greg
Wagener under the guidance of Dr. Robyne Elder at Lindenwood University.
Being in a research study is voluntary, and you are free to stop at any time.
Before you choose to participate, you are free to discuss this research study with
family, friends, or a physician. Do not feel like you must join this study until all of
your questions or concerns are answered. If you decide to participate, you will be
asked to sign this form.

Why is this research being conducted?

We are doing this study to learn about the character development of students.
We will be asking about 45 to 70 other people to answer these questions.

What am | being asked to do?

Participants will be asked to be interviewed near the end of the semester about
their perceptions of students’ character development. Participants will also be
emailed a survey with five open-ended questions to answer and send back to the
research team.

How long will | be in this study?

You will be in this study for one semester.

Who is supporting this study?

There is no outside funding provided for this research.

What are the risks of this study?

e Privacy and Confidentiality:

We will not be collecting any information that will identify you.

We will be collecting data from you using the internet. We take every reasonable
effort to maintain security. Survey responses will be kept on a secure Google
Drive folder. It is always possible that information during this research study may
be captured and used by others not associated with this study.

What are the benefits of this study?

You will receive no direct benefits for completing this survey. We hope what we
learn may benefit other people in the future.

What if | do not choose to participate in this research?

It is always your choice to participate in this study. You may withdraw at any
time. You may choose not to answer any questions or perform tasks that make
you uncomfortable. If you decided to withdraw, you will not receive any penalty or
loss of benefits. If you would like to withdraw from a study, please use the
contact information found at the end of this form.

What if new information becomes available about the study?

During the course of this study, we may find information that could be important
to you and your decision to participate in this research. We will notify you as soon
as possible if such information becomes available.
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How will you keep my information private?

We will do everything we can to protect your privacy. We do not intend to include
information that could identify you in any publication or presentation. Any
information we collect will be stored by the researcher in a secure location. The
only people who will be able to see your data are: members of the research
team, qualified staff of Lindenwood University, representatives of state or federal
agencies.

How can | withdraw from this study?

Notify the research team immediately if you would like to withdraw from this
research study.

Who can | contact with questions or concerns?

If you have any questions about your rights as a participant in this research or
concerns about the study, or if you feel under any pressure to enroll or to
continue to participate in this study, you may contact the Lindenwood University
Institutional Review Board Director, Michael Leary, at (636) 949-4730 or
mleary@lindenwood.edu. You can contact the researcher, Greg Wagener
directly at 314-415-5003 or gmw871@lindenwood.edu. You may also contact Dr.
Robyne Elder at relder@lindenwood.edu

| have read this consent form and have been given the opportunity to ask
guestions. | will also be given a copy of this consent form for my records. |
consent to my participation in the research described above.

Parent or Legally Authorized Representative's Date
Signature

Parent or Legally Authorized Representative's
Printed Name

Signature of Principle Investigator or Designee Date

Investigator or Designee Printed Name
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LINDENWOQOD

Research Study Assent Form (Minor)

What is research?

We are going to do a research study. A research study is when a researcher or
doctor collects information to learn more about something. During this research
study, we are going to learn more about how students develop character when
they are in a class with students with special needs. After we tell you more about
this study, we would like to ask you about being part of it.

We also will be asking about 175 to 200 other people to be part of this study.
What will you ask me to do?

If you choose to be part of this study, you will be asked to be interviewed near
the end of the semester about your perceptions of student character
development. You will also be emailed a survey with six open-ended questions
to answer and send back to the research team.

This study is going to last one semester, and then it will be over.

Will I be harmed during this study?

No.

Will I benefit from being in this study?

You will not get anything special if you decide to be part of this study. We hope
what we learn will help other children.

Do | have to be in this research?

No, you do not. If you do not want to be in this research study, just tell us. You
can also tell us later if you do not want to be part of it anymore. No one will be
mad at you and you can to us at any time if you are nervous.

What if | have questions?

You can ask us questions right now about the research study. You can ask
guestions later if you want to. You can also talk to someone else about the study
if you want to. And you can change your mind at any time. Being in this research
study is up to you.

If you want to be in this research study, just tell us. Or, you can sign your name in
the blank below. We will give you a copy of this form to keep.
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Minor Participant's Signature Date

Minor Participant’s Printed Name

Signature of Principal Investigator or Designee Date

Investigator or Designee Printed Name
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Appendix F
Scenario of a student with a non-specific disability and Response Questions for
Teachers
The following scenario and questions was sent to all volunteering participant secondary
teachers in the study. The survey will be sent to the volunteering participants via Gmail
to be completed through Google Forms. The scenario is a fictional, and after reading the
questions, the respondents will be asked to answer 6 questions on a 5-point Likert scale
(1 being “Not likely at all,” and 5 being “Very likely), and respond to four short-answer
open-ended questions :
“Thank you for participating in this survey today. You have been randomly selected for
this study which explores teachers’, typically-developing students’, and parents’
perceptions of Down syndrome and student disabilities. Since you have volunteered for
this survey, you may end and submit the survey at any time, or choose to decline to
answer any question. The survey should take about 10-15 minutes to complete.”
Research Scenario

Please read the following scenario and answer the questions below. Your answers are
completely anonymous and in no way can the researcher connect your responses to you.
There is a class with a student with a disability; for the purpose of this scenario, the
student's name is Terry. During the class, the teacher asks students to form small groups
to work on a project, and for all members of each group to be ready to cooperatively
present their work to the whole class at the end of the work time. Almost every student
quickly joins a group, except for Terry. When Terry realizes that no one will join him and
form a group, he begins to ask other groups if he can join. No group allows Terry to join
them. The groups' responses to Terry's request range from politely saying "No, thanks" to
not even acknowledging that Terry is talking to them, and simply waiting for him to
move along. When the teacher sees this, the teacher asks a group to allow Terry to join.
The members of the group seem very reluctant to let him join, but they do at your
request. The group completes the group work cooperatively, but no member of the group
asks Terry to participate in a meaningful way. At certain points in the work, there are

differing opinions about the work from group members, but at no point does anyone ask
Terry his opinion. Very simply, Terry sits on the outside of the group circle and mostly
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watches the group work together. At the end of the activity, the group cooperatively
presents their work to the whole class, except Terry was given no role in the presentation.
At the end of the presentation, all students return to their seats.

On a scale of 1-5, 1 being "Not likely at all" and 5 being "Very likely," please read and
answer the following questions.

Likert scale questions:

How likely would students in your class encourage their group to include Terry in a group?
How likely would students in your class have a positive attitude about Terry being in their
group?

How likely would students in your class ensure that Terry felt like he was a welcome member
of their group?

How likely would students in your class ensure that Terry was included in the work in a
meaningful way?

How likely would students in your class ask Terry's opinions or thoughts about the group
work?

How likely would students in your class ensure Terry had a part of the group's presentation?

Short-answer open-ended questions:

If applicable, what are ways students in your class have advocated for students like Terry in
the past?

If applicable, what are some other strategies students in your class have used to be respectful
of students like Terry in the past?

If applicable, what are some other ways students in your class have displayed empathy for
students like Terry in the past?

If applicable, what are ways students in your class have advocated for students like Terry in

the past?
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Appendix G

Scenario of a student with Down syndrome and Response Questions for Teachers
The following scenario and questions will be sent to all volunteering participant
secondary teachers in the study. The survey will be sent to the volunteering participants
via Gmail to be completed through Google Forms. The scenario is a fictional, and after
reading the questions, the respondents will be asked to answer 6 questions on a 5-point
Likert scale (1 being “Not likely at all,” and 5 being “Very likely), and respond to three
short-answer open-ended questions:
“Thank you for participating in this survey today. You have been randomly selected to
participate in this study which explores teachers’, typically-developing students’, and
parents’ perceptions Down syndrome and student disabilities. Since you have
volunteered for this survey, you may end and submit the survey at any time, or choose to
decline to answer any question. The survey should take about 10-15 minutes to
complete.”

Research Scenario

Please read the following scenario and answer the questions below. Your answers are
completely anonymous and in no way can the researcher connect your responses to you.
There is a class with a student with Down syndrome; for the purpose of this scenario, the
student's name is Pat. During the class, the teacher asks students to form small groups to
work on a project, and for all members of each group to be ready to cooperatively present
their work to the whole class at the end of the work time. Almost every student quickly
joins a group, except for Pat. When Pat realizes that no one will join him and form a
group, he begins to ask other groups if he can join. No group allows Pat to join them. The
groups' responses to Pat’s request range from politely saying "No, thanks" to not even
acknowledging that Pat is talking to them, and simply waiting for him to move along.
When the teacher sees this, the teacher asks a group to allow Pat to join. The members of
the group seem very reluctant to let him join, but they do at your request. The group
completes the group work cooperatively, but no member of the group asks Pat to
participate in a meaningful way. At certain points in the work, there are differing

opinions about the work from group members, but at no point does anyone ask Pat his
opinion. Very simply, Pat sits on the outside of the group circle and mostly watches the
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group work together. At the end of the activity, the group cooperatively presents their
work to the whole class, except Pat was given no role in the presentation. At the end of
the presentation, all students return to their seats.

On a scale of 1-5, 1 being "Not likely at all" and 5 being "Very likely," please read and
answer the following questions.

Likert scale questions:

e How likely would students in your class encourage their group to include Pat in a group?

e How likely would students in your class have a positive attitude about Pat being in their
group?

e How likely would students in your class ensure that Pat felt like he was a welcome
member of their group?

e How likely would students in your class ensure that Pat was included in the work in a
meaningful way?

e How likely would students in your class ask Pat’s opinions or thoughts about the group
work?

e How likely would students in your class ensure Pat had a part of the group's presentation?
Short-answer open-ended questions:

o If applicable, what are ways students in your class have advocated for students like Pat in the
past?

o If applicable, what are some other strategies students in your class have used to be respectful
of students like Pat in the past?

o If applicable, what are some other ways students in your class have displayed empathy for
students like Pat in the past?

o If applicable, what are ways students in your class have advocated for students like Pat in the

past?
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Appendix H
Scenario of a student with a non-specific disability and Response Questions for
Parents
The following scenario and questions will be sent to all volunteering participant
secondary teachers in the study. The survey will be sent to the volunteering participants
via Gmail to be completed through Google Forms. The scenario is a fictional, and after
reading the questions, the respondents will be asked to answer 6 questions on a 5-point
Likert scale (1 being “Not likely at all,” and 5 being “Very likely), and respond to three
short-answer open-ended questions:
“Thank you for participating in this survey today. You have been randomly selected to
participate in this study which explores teachers’, typically-developing students’, and
parents’ perceptions of Down syndrome and student disabilities. Since you have
volunteered for this survey, you may end and submit the survey at any time, or choose to
decline to answer any question. The survey should take about 10-15 minutes to
complete.”
Research Scenario

Please read the following scenario and answer the questions below. Your answers are
completely anonymous and in no way can the researcher connect your responses to you.
Your child comes home from school, and you ask about his/her day. Your child replies
with the following story: your child says that s/he has a class with a student with a
disability; for the purpose of this scenario, the student's name is Terry. Your child says
that during class today, the teacher asked students to form small groups to work on a
project, and for all members of each group to be ready to cooperatively present their work
to the whole class at the end of the work time. Almost every student quickly joined a
group, except for Terry. When Terry realized that no one will join him and form a group,
he asked other groups if he could join. No group allowed Terry to join them, including
members of your child's group. The groups' responses to Terry's request ranged from
politely saying "No, thanks" to not even acknowledging that Terry was talking to them,

and they simply waited for him to move along. When the teacher saw this, he asked your
group to allow Terry to join. Other members of your child's group seemed very reluctant
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to let him join, but they did so at the teacher's request. Your child's group completed the
group work cooperatively, but no member of your child's group asked Terry to participate
in a meaningful way. At certain points in the work, there were differing opinions about
the work from group members, but at no point did anyone ask Terry his opinion. Very
simply, Terry sat on the outside of the group circle and mostly watched the group work
together. At the end of the activity, your child's group cooperatively presented their work
to the whole class, except Terry was given no role in the presentation. At the end of the
presentation, all students returned to their seats.

On a scale of 1-5, 1 being "Not likely at all" and 5 being "Very likely," please read and
answer the following questions.

e How likely would your child encourage their group to include Terry in the group?

e How likely would your child have a positive attitude about Terry being in his/her group?

e How likely would your child ensure that Terry felt like he was a welcome member of their
group?

e How likely would your child ensure that Terry was included in the work in a meaningful
way?

e How likely would your child ask Terry's opinions or thoughts about the group work?

e How likely would your child ensure that Terry had a part of the group's presentation?
Short-answer open-ended questions:

e For the scenario above, what are some other ways your child could advocate for Terry?

e For the scenario above, what are some other strategies your child could use to be respectful of
Terry?

e For the scenario above, what are some other ways your child class could display empathy for

Terry?
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Appendix |

Scenario of a student with Down syndrome and Response Questions for Parents
The following scenario and questions will be sent to all volunteering participant
secondary teachers in the study. The survey will be sent to the volunteering participants
via Gmail to be completed through Google Forms. The scenario is a fictional, and after
reading the questions, the respondents will be asked to answer 6 questions on a 5-point
Likert scale (1 being “Not likely at all,” and 5 being “Very likely), and respond to three
short-answer open-ended questions:
“Thank you for participating in this survey today. You have been randomly selected to
participate in this study which explores teachers’, typically-developing students’, and
perceptions of Down syndrome and student disabilities. Since you have volunteered for
this survey, you may end and submit the survey at any time, or choose to decline to
answer any question. The survey should take about 10-15 minutes to complete.”

Research Scenario

Please read the following scenario and answer the questions below. Your answers are
completely anonymous and in no way can the researcher connect your responses to you.
Your child comes home from school, and you ask about his/her day. Your child replies
with the following story: your child says that s/he has a class with a student with Down
syndrome; for the purpose of this scenario, the student's name is Pat. Your child says that
during class today, the teacher asked students to form small groups to work on a project,
and for all members of each group to be ready to cooperatively present their work to the
whole class at the end of the work time. Almost every student quickly joined a group,
except for Pat. When Pat realized that no one will join him and form a group, he asked
other groups if he could join. No group allowed Pat to join them, including members of
your child's group. The groups' responses to Pat’s request ranged from politely saying
"No, thanks" to not even acknowledging that Pat was talking to them, and they simply
waited for him to move along. When the teacher saw this, he asked your group to allow
Pat to join. Other members of your child's group seemed very reluctant to let him join,
but they did so at the teacher's request. Your child's group completed the group work
cooperatively, but no member of your child's group asked Pat to participate in a
meaningful way. At certain points in the work, there were differing opinions about the
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work from group members, but at no point did anyone ask Pat his opinion. Very simply,
Pat sat on the outside of the group circle and mostly watched the group work together. At
the end of the activity, your child's group cooperatively presented their work to the whole
class, except Pat was given no role in the presentation. At the end of the presentation, all
students returned to their seats.

On a scale of 1-5, 1 being "Not likely at all" and 5 being "Very likely," please read and
answer the following questions.

How likely would your child encourage their group to include Pat in the group?

How likely would your child have a positive attitude about Pat being in his/her group?

How likely would your child ensure that Pat felt like he was a welcome member of their
group?

How likely would your child ensure that Pat was included in the work in a meaningful way?
How likely would your child ask Pat's opinions or thoughts about the group work?

How likely would your child ensure that Pat had a part of the group's presentation?

Short-answer open-ended questions:

For the scenario above, what are some other ways your child could advocate for Pat?

For the scenario above, what are some other strategies your child could use to be respectful of
Pat?

For the scenario above, what are some other ways your child class could display empathy for
Pat?
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Appendix J
Scenario of a student with a non-specific disability and Questions for Students
The following scenario and questions will be sent to all volunteering participant
secondary teachers in the study. The survey will be sent to the volunteering participants
via Gmail to be completed through Google Forms. The scenario is a fictional, and after
reading the questions, the respondents will be asked to answer 6 questions on a 5-point
Likert scale (1 being “Not likely at all,” and 5 being “Very likely), and respond to three
short-answer open-ended questions:
“Thank you for participating in this survey today. You have been randomly selected to
participate in this study which explores teachers’, typically-developing students’, and
parents’ perceptions of Down syndrome and student disabilities. Since you have
volunteered for this survey, you may end and submit the survey at any time, or choose to
decline to answer any question. The survey should take about 10-15 minutes to
complete.”
Research Scenario
Please read the following scenario and answer the questions below. Your answers are
completely anonymous and in no way can the researcher connect your responses to you.
You are in a class with a student with a disability; for the purpose of this scenario, the
student's name is Terry. During class, a teacher asks students to form small groups to
work on a project, and for all members of each group to be ready to cooperatively present
their work to the whole class at the end of the work time. Almost every student quickly
joins a group, except for Terry. When Terry realizes that no one will join him and form a
group, he begins to ask other groups if he can join. No group allows Terry to join them,
including members of your group. The groups' responses to Terry's request range from
politely saying "No, thanks" to not even acknowledging that Terry is talking to them, and
simply waiting for him to move along. When the teacher sees this, he asks your group to
allow Terry to join. Other members of your group seem very reluctant to let him join, but
they do at the teacher's request. Your group completes the group work cooperatively, but
no member of your group asks Terry to participate in a meaningful way. At certain points

in the work, there are differing opinions about the work from group members, but at no
point does anyone ask Terry his opinion. Very simply, Terry sits on the outside of the
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group circle and mostly watches the group work together. At the end of the activity, your
group cooperatively presents their work to the whole class, except Terry was given no
role in the presentation. At the end of the presentation, all students return to their seats.
On a scale of 1-5, 1 being "Not likely at all" and 5 being "Very likely," please read and
answer the following questions.

e How likely would you encourage your group to include Terry in your group?

e How likely would you have a positive attitude about Terry being in your group?

e How likely would you ensure that Terry felt like he was a welcome member of the
group?

e How likely would you ensure that Terry was included in the work in a meaningful way?

e How likely would you ask Terry’s opinions or thoughts about the group work?

e How likely would you ensure Terry had a part of the group's presentation?

Short-answer open-ended questions:

e For the scenario above, what are some other ways you or others could advocate for Terry?

e For the scenario above, what are some other strategies you or others could use to be
respectful of Terry?

e For the scenario above, what are some other ways you or others could display empathy for

Terry?
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Appendix K

Scenario of a student with a non-specific disability and Questions for Students
The following scenario and questions will be sent to all volunteering participant
secondary teachers in the study. The survey will be sent to the volunteering participants
via Gmail to be completed through Google Forms. The scenario is a fictional, and after
reading the questions, the respondents will be asked to answer 6 questions on a 5-point
Likert scale (1 being “Not likely at all,” and 5 being “Very likely), and respond to three
short-answer open-ended questions:
“Thank you for participating in this survey today. You have been randomly selected to
participate in this study which explores teachers’, typically-developing students’, and
parents’ perceptions of Down syndrome and student disabilities. Since you have
volunteered for this survey, you may end and submit the survey at any time, or choose to
decline to answer any question. The survey should take about 10-15 minutes to
complete.”

Research Scenario

Please read the following scenario and answer the questions below. Your answers are
completely anonymous and in no way can the researcher connect your responses to you.
You are in a class with a student with Down syndrome; for the purpose of this scenario,
the student's name is Pat. During class, a teacher asks students to form small groups to
work on a project, and for all members of each group to be ready to cooperatively present
their work to the whole class at the end of the work time. Almost every student quickly
joins a group, except for Pat. When Pat realizes that no one will join him and form a
group, he begins to ask other groups if he can join. No group allows Pat to join them,
including members of your group. The groups' responses to Pat 's request range from
politely saying "No, thanks" to not even acknowledging that Pat is talking to them, and
simply waiting for him to move along. When the teacher sees this, he asks your group to
allow Pat to join. Other members of your group seem very reluctant to let him join, but
they do at the teacher's request. Your group completes the group work cooperatively, but
no member of your group asks Pat to participate in a meaningful way. At certain points in

the work, there are differing opinions about the work from group members, but at no
point does anyone ask Pat his opinion. Very simply, Pat sits on the outside of the group
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circle and mostly watches the group work together. At the end of the activity, your group
cooperatively presents their work to the whole class, except Pat was given no role in the
presentation. At the end of the presentation, all students return to their seats.

On a scale of 1-5, 1 being "Not likely at all" and 5 being "Very likely," please read and
answer the following questions.

How likely would you encourage your group to include Pat in your group?

How likely would you have a positive attitude about Pat being in your group?

How likely would you ensure that Pat felt like he was a welcome member of the group?
How likely would you ensure that Pat was included in the work in a meaningful way?
How likely would you ask Pat’s opinions or thoughts about the group work?

How likely would you ensure Pat had a part of the group's presentation?

Short-answer open-ended questions:

e For the scenario above, what are some other ways you or others could advocate for Pat?

e For the scenario above, what are some other strategies you or others could use to be

respectful of Pat?

e For the scenario above, what are some other ways you or others could display empathy for
Pat?
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Appendix K
Scenario of a student with Down syndrome and Questions for Students
The following scenario and questions will be sent to all volunteering participant
secondary teachers in the study. The survey will be sent to the volunteering participants
via Gmail to be completed through Google Forms. The scenario is a fictional, and after
reading the questions, the respondents will be asked to answer 6 questions on a 5-point
Likert scale (1 being “Not likely at all,” and 5 being “Very likely), and respond to three
short-answer open-ended questions:
“Thank you for participating in this survey today. You have been randomly selected to
participate in this study which explores teachers’, typically-developing students’, and
parents’ perceptions of Down syndrome and student disabilities. Since you have
volunteered for this survey, you may end and submit the survey at any time, or choose to
decline to answer any question. The survey should take about 10-15 minutes to
complete.”
Research Scenario
Please read the following scenario and answer the questions below. Your answers are
completely anonymous and in no way can the researcher connect your responses to you.
You are in a class with a student with Down syndrome; for the purpose of this scenario,
the student's name is Pat. During class, a teacher asks students to form small groups to
work on a project, and for all members of each group to be ready to cooperatively present
their work to the whole class at the end of the work time. Almost every student quickly
joins a group, except for Pat. When Pat realizes that no one will join him and form a
group, he begins to ask other groups if he can join. No group allows Pat to join them,
including members of your group. The groups' responses to Pat 's request range from
politely saying "No, thanks" to not even acknowledging that Pat is talking to them, and
simply waiting for him to move along. When the teacher sees this, he asks your group to
allow Pat to join. Other members of your group seem very reluctant to let him join, but
they do at the teacher's request. Your group completes the group work cooperatively, but
no member of your group asks Pat to participate in a meaningful way. At certain points in

the work, there are differing opinions about the work from group members, but at no
point does anyone ask Pat his opinion. Very simply, Pat sits on the outside of the group
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circle and mostly watches the group work together. At the end of the activity, your group
cooperatively presents their work to the whole class, except Pat was given no role in the
presentation. At the end of the presentation, all students return to their seats.

On a scale of 1-5, 1 being "Not likely at all" and 5 being "Very likely," please read and
answer the following questions.

How likely would you encourage your group to include Pat in your group?

How likely would you have a positive attitude about Pat being in your group?

How likely would you ensure that Pat felt like he was a welcome member of the group?
How likely would you ensure that Pat was included in the work in a meaningful way?
How likely would you ask Pat’s opinions or thoughts about the group work?

How likely would you ensure Pat had a part of the group's presentation?

Short-answer open-ended questions:

e For the scenario above, what are some other ways you or others could advocate for Pat?

e For the scenario above, what are some other strategies you or others could use to be

respectful of Pat?

e For the scenario above, what are some other ways you or others could display empathy for
Pat?
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