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This dissertation explores the intersection of community engaged research and

arts-based methodologies involving students with Intellectual Disabilities (ID) on a

college campus, with broader theoretical connections related to disability identity and

day to day practice that impacts access to higher education. This intersection, presented

as a nexus of Avisionary pragmati smo in the wo

represents a coming together of theory/vision and the practical strategies that students

with Aunruly body/ mindsod must use to navigate
Using thematic and poetic analysis of person centered planning documents and

student interviews, the research circle (consisting of students, faculty, community

members and program staff) sought to answer two research questions: 1) what do

students with ID consider personal growth as it relates to being in college, and 2) how do

students perceive the supports needed to achieve their desired goals. The community

engaged approach encouraged power sharing within the research circle, including

students with ID as co-researchers in collective data collection and analysis, and as peer

interviewers. In alignment with Universal Design and feedback from scholars with ID

regarding accessible formatting, literature, discussion and analysis are presented in a

multimodal format that includes graphics and poetry. Themes from the data reflect

perceptions of college as a path to self-realization and self-determination (critical

consciousness), valued roles, careers and financial stability, interdependence, social

justice and inclusion.
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CHAPTER |

INTRODUCTION
The college experience is comprised of a wide array of possible
experiences; some social, some academic, and some employment. These
experiences will likewise be unique for every individual who attends
coll ege. There is not one right way to
reflect their personal needs and goals. Some students will take many
classes, while others choose to go part-time. Some students seek skills
that will lead to employment; others may want to explore a new area of
personal interest. It is in this aspect that college environments provide an
array of experiences that most students with intellectual disabilities are not
afforded during their tenure in public school; the chance to explore, define,

and redefine personal goals related to adult learning, employment, and
social connections (Grigal & Hart, 2010, xiii).

When | think about the history of education in the United States | am
reminded of the ever-changing colors and patterns of a chameleon. A slippery,
opportunistic creature that ensures its survival by alternating between forms in
response to the hegemonic demands of its environment. As such, we have seen
the field move through shifts, trends and times of appropriation, adaptation,
innovation and transformation. In its contemporary form, we see the ways in
which systems of schooling overtly and covertly reflect cultural and economic
pressures to commodify, where product is valued over intrinsic motivations for

equitable learning. It is in this environment that students who do not fit cookie



cutter teaching practices and resist notions of education as production struggle to

claim valued space within classrooms.

The educational system in the United States has a poor history of
engagi ng these Aunruly bodies and mindso in
ensuring access to opportunities to explore, define, and redefine themselves in
the university setting like their matriculating peers . | have borrowed this term
Aunrul yo f ofdlimala Brevellesd2000), who rejects the Foucauldian
concept of body as something that is fAdoci
i mprovedo (p. 25) and embraces the concept
resistance to passivity is important, as it speaks to agency and to body/minds
that resist being normalized, fixed, or ruled, and represents a power in unruliness

that | seek to celebrate in this research.

Unruliness in education can be observed/explored through a number of
lenses and/or directions. Within this construct of unruly and for the purposes of
this study, | am choosing to magnify the identity of students with intellectual
disabilities (ID)- not with the goal of privileging this identity over others, but as a
way to explore how the lived experience of disability informs the larger discussion
about unruliness in education. Expanding on this idea, as well as the definition
above, | use the term here specifically to refer to those bodies and minds that do
not conform to dominant expectations of ideal studenthood, reinforced by

dominant ideology, be it due to race, ethnicity, ability, sexuality, religion or other



identities that are experienced from the margins. In essence, within the
framework of education, unruly can be applied to a plurality of bodies and minds
that question the ways in which equality and meritocracy are evaluated as they

relate to economic and social relationships/identities (Sadovnik, 2009).

| am in agreement with Siebers (2008) who frames disability as a positive
identity, thati nsi sts fion the pertinence of disabil
value of disability as a form of diversity, and on the power of disability as a critical
concept for thinking about human identity in generald  @)pThe goal of this
dissertation, as | work to stand in solidarity with students with ID, is to help
facilitate scholarly writing and research engagement that centers student voice
and magnifies the lived experiences of those with ID in higher education. Its
purpose is to challenge theideat hat fAabil ity is the ideolog
humanness is determined, 6 and where it 1is

the |l esser the human ®l8ingo (Siebers, 2008

In my ten years as the academic director for a four year certificate
program for college students with intellectual disabilities, | have watched the
students in my program come up against barrier after barrier, just to have the
opportunity to be included and valued on their own campus. Their commitment
to pushing on ideas of normalcy and ruliness is what motivates me as a
researcher, professional, activist and as a person. | offer the following two

vignettes to further encapsulate my dAwhyo



Vignette 1-Nothing About Us Without Us

At a staff meeting in the spring of this year, one of the advisors in our
program, Ryan, shared a frustrating experience during an on-line training on
health services for people with ID that he attended. Training participants were
asked to engage in an on-line activity, where they provided one word answers to
the question, what comes to your mind when you think about students with
intellectual disabilities in college? This training was designed to illuminate the
perspectives/voices of people with disabilities receiving supports, yet the majority
of the training activities were facilitated by professionals, and the trainers were
professionals who did not identify as disabled.

Ryan shared his distress as answers scrolled across the screen, including
words like, limitations, retarded, difficult to understand, unlucky, innocence,
challenged, group home, adaptations, silly, trouble, disability, treatment, special
needs, mental disorder, difference, unable, vulnerable, and the list goes on. The
|l i st was pepmengd wiorksinaefier and there, bu
the words were negative and/or patronizing. The irony of this situation did not
escape any of us sitting at the table, and clearly illustrates the silencing and the
type of deficit thinking that people with disabilities have and continue to
encounter and resist in this climate of normalization -- a perfect example of the
marginalization and discounting of personhood that sparked the clarion call of the

di sability community i withauhue (Upia3,d%72). not hi ng
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| use the following two graphics to illustrate the importance of this concept.
Figure 1 is a word cloud created from the training exercise, the second is a word
cloud created by a student in our program, Greg, who was asked the same

guestion:
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Figure 2. Student Generated Word Cloud



Gregbs c¢cloud (figure 2) is much more in |1
have described as outcomes that they are looking for in college. | would argue

that the difference between the two clouds is a reflection of the state of the

majority of contemporary scholarship concerning students with ID-not in their

own words. Docherty et al. (2006), a collective of disabled scholars, argue this

beautifully in the following passage,

We wanted to write an article in our own words. We think it is important

t hat people get | earning disabled peopl
listening to the lies from people in day services and places like that. We

wanted to do an article like this, putting stuff down in writing about what

we f eel l i ke, about what i1itos |ike for
itéds | i ke to get to get bullied time an
t he worl d has tmeiuo stopitdalways being thet 0 s

professionals doing everything. We want people to listen to us; listen to us

and |l earn from us. WelOve seen tons and
di sability and theyoéve all been done by
(British Institution of Learning Disabi
most of the articles are written by professionals who think they know all

about | earning disability and itds ti me
and what other learning disabled people have got to say, not just the
professional sé6 and expertsodé views. Othe
research and writing aswell--t hat 6 s good, but only if t
words. Thereds a | ot of di sabHigghs writer
from BCODP (British Council of Disabled People) and Mike Oliver but

thereds not a | ot of writing from | earn
2006, p.433)

| am particularly sensitive to the tension that arises when disabled authors and
scholars are not included in research and scholarship that is about them and my
role as a non-disabled scholar. The desire to make space for a better balance of

voice and perspective is a foundational element of my research.



Vignette 2- Presuming Competence
ADaml 0 just graduated from UNCG with a
Community Studies. When he entered as a first-year student, as his guardian, his
mother was very involved in any and all decision making about his life, including
his day to day schedule. In North Carolina, guardianship is defined as
a legal relationship in which someone (the guardian) is authorized by the
clerk of superior court to be substitute decision maker for an incompetent
adult (the ward). Incompetence is determined in a court proceeding and

means an adult is unable to manage his own affairs, or is unable to make
important decisions (NCDHHS, 2016).

Per these rules, Danial was effectively determined to be incapable of making

decisions about his own life.

Over his four years in the program, Danial began to take on more and
more responsibility for decision making and as he began to believe in his own
capabilities, his parents began to see him in a new light, as a competent adult.
Upon graduation, Danial, with support from his parents, petitioned for restoration
of his rights, using life planning documentation that he developed in his college
program. The courts granted the restoration, presuming Danial to be competent
as Douglas Biklen (2005) would simy, as a
capableo (p.73). Grigal and Hart (2010) sp
college in this process when they say, ATh

intellectual disabilities to PSE is to provide them, for perhaps the first time in their



lives, the expectation that they CAN learn after leaving high school and the

opportunity to CHOOSE to learno(p. xv).

In a recent article, Greg said very much the same thing when asked about
why coll ege was important to himeofniAel ot o
said, but UNCG and this progr am, At hey act
(Hi bbard, 2016). I n Biklends (2005) <coll ec
autism,sefrfadvocate Richard Attfield says, Aln a
before felt as if | was part of some bigger perspective, as if what | thought was of
significance. | was given recognition for my ability at college, not penalized for

being disabledo(Biklen, 2005, p. 229). These statements by young folks with ID,

like thispoembel ow, provide a counterpoint to the
People say, 6éyou candétdé all the ti me.
You cand6t get a job
You canbét get marri ed.
You cand6t have a baby.
You canét have your own house.
You cand6ét go out unless youb6re with som

Youcandt get on a university course.

You candt have a normal 1|ife.

But now we can and people need to learn that we can (Docherty et al.,

2006, p.435).
Greg, Attfield and Docherty et al. are mak
competence, 0 ancepbfarths eesearchnal c o

Before moving forward, | think it important to highlight a number of other
concepts that undergird my position and this work. The next section will clarify

8



concepts for the reader, including unrestricted imagination, postsecondary
education, models of disability, inclusion

into other theoretical and methodological discussion.

Terms-Unrestricted Imagination

Each of the vignettes provided earlier speaks to the need to unrestrict our
collective imaginations regarding the capabilities of folks with ID. Alisdair
Maclntyre (1999) a moral philosopher who contends that disability is a much
neglected element of philosophical discourse in academia, and challenges
restrictions that limit access for disabled folk in education, citing the need for an
Aunrestricted i maginationo which is fAneces
and i mpoverished view of disability held b
asserts that inadequate education has denied students with disabilities the right

to O60i magine alternative possibilitieso ( Ma

I have found Maclntyreds concepts of un
alternative possibilities to be instructive ones for the purposes of our research.
The array of possibilities for young adults with ID/DD beyond high school has
been negligible at worst and limited at best. Students with disabilities have
struggled to fAclaim space, voice and power
social world that has historical | y i gnored themo (Erevell es,
PSE movement, supported by federal legislation in the form of the
Reauthorization of the Higher Education Opportunity Act of 2008, has come

about as a direct response to a grassroots calling to challenge that invisibility
9



and unrestrict the collective imagination related to disability (Grigal, Hart & Weir,
2012). In that vein, | see the role of the movement as an essential vehicle for
disrupting hegemony, in honoring the unruly and challenging power as a social

justice issue.

Terms- Postsecondary Education

In 2008, the Reauthorization of the Higher Education Opportunity Act
ushered in a new wave of postsecondary education (PSE) programming for
students with ID/DD across the country. This federal mandate set the stage for
Il nstitutions of Higher Education (1 HEGS)
intellectual disabilities, with relatively broad guidelines that has resulted in a
varied spectrum of approaches to PSE. The majority of programs are 2 years in

length, with a handful of four year programs nation-wide.

A hierarchy of approved approaches has developed since the beginning of

the movement, with Afully inclusiveod as

acceptabl e struct ur theleast dedirabfeomion(Grigab& e d 0 a s

Hart, 2013). Students attending fully inclusive programs generally audit existing
courses, students in hybrid models generally audit and/or take a combination of
existing courses and courses designed by the PSE program and students
attending segregated programs exclusively take courses designed by the PSE
program. General expectations such as the federal guidelines listed in Table 1
are consistent, but individual program specifics vary wildly from IHE to IHE, as

noted above.
10



Table 1. Definitions Found in Title VII, Part D, Section 760 of the Reauthorization
of HEOA 2008 (Lee, 2009)

disabilities] who are seeking to continue
academic, career and technical, and
independent living instruction at an IHE in order
to prepare for gainful employment;

to participate on not less than a half-time basis,

as determined

A by

focusing on academic components.

the institution,

A includes an advisingd
and
A requires students wi

The term Acomprehensi yThe term fistudent

postsecondary program for students with di sabilityo means

intell ectual di sabilit

certificate, or non-degree program that isd

A offered by an institf/A with mental ret
. cognitive impairment, characterized

A designed to support g P

by significant limitations in

intellectual

A with

cognitive impairment, characterized

mental ret
by significant limitations in
intellectual and cognitive functioning;
and adaptive behavior as expressed
in conceptual, social, and practical

adaptive skills; and

A who
eligible for a free appropriate public
education (FAPE) under the
Individuals with Disabilities

i s current!l

Education Act.

More background and context regarding the history of education for students with

ID in the United States, leading up to the contemporary postsecondary education

movement will be provided in Chapter one.

11




Terms- Models of Disability

Understanding the different models that shape discourse, advocacy and
policy such as those that govern postsecondary education, is an essential place
to start in the process of developing a more critical eye to disability. The most
widely accepted models that have been theorized about in the US are the
medical model and social models of disability. The medical approach has
historically been the predominant lens through which disability has been framed
in the US, with a focus on identification of deficits/sickness/disorders that need to
be treated and/or fixed (Kanter, 2014). This approach is anchored in pathology,
in the perception that disabled bodies/minds are inherently wrong and in need of
right i ng. Il n the 19706s disabled scholars anc
challenge this model and demand a reframing of disability as a social construct,
an action that essentially sparked the creation of the disability studies tradition
(Kanter, 2014)..

The soci al model of disability places e
creating fAphysical and attitudinal barrier
impairments and prevent them from exercising their rights and fully integrating
i nt o soci eptl@).orhe(inpairmentis npt seen as the problem in this
model, and disability is seen as a social construct that arises from imposed
societal limits. Scholars, researchers, advocates and activists who have found
the medical model to be unacceptable, have most broadly embraced the social
model. Kanter (2014) further clarifies that critics find it problematic that the social

12



model calls for a disconnect between a socially imposed disability identity and
the lived experience of having an actual impairment, and that folks with
disabilities who are unwilling to deny the reality of how their physical and or
intellectual impairments inform their identities, have expressed a need for

alternative approaches.

Kanter (2014) speaks to a number of alternative approaches to disability
including cultural and human rights models. The cultural model as Kanter
describes it, has a fAcritical and postmode
Astatutory, regulatory, and political proc
than focusing on impairment (p.12). This model is intersectional in that it asserts
that disability is one of many identities that are constructed as a result of cultural
forces (p.12). The human rights model , whi
allpeople with disabilitiesodo is unique to othert
to legal capacity, including folks with intellectual disabilities. This approach
demands that people with disabilities be r
t hei r o wrm hddithe sasm@rigvshas all people (p.13). This model holds
particular significance for programs like ours, that focus so heavily on self-
determination and advocacy and look for student outcomes in those areas. The

models are discussed in more detail in chapter 2, with an eye to how they inform

my position and our programbs philosophy.

13



Terms- Acts of Naming

A few important words here on language and the act of naming oneself.
Within the disability studies community, scholars and researchers who claim that
identity frequently use the term fAdisabl ed
purposeful reclamation, that is tied to the ways in which disability studies claims
affinity with the soci al model , defining
as the product of social injustice, one that requires not the cure or elimination of
the defective person but significant changes in the social and built environment.
(Siebers, 2008, p.3). This is in opposition to the medical model of disability, which
asstated before, fAdefines disability as an in
a defect that must be cured or eliminated if the person is to achieve full capacity
as a human being. (Upias, 1972, p.3).

Understanding the danger of the medical approach in recognizing the
Aunnecessary and violent exclusiono of fol
1972, p.6) is particularly important to those disabled scholars and activists who

want to be sure that efforts are dburected

instead at one of the symptomso (p. 4). L a
concentrate on the fAassessment of the indi
opposite direction from the soci al causeo
does noatt faditweeati on from the real probl emso

reasons, the term disabled is preferred by many scholars who resonate with the
social model of disability.

14



In contrast to this mindset that is so predominant within the UK,
scholarship and activists within the United States have taken up the mantle of
Aperfsiomst | anguage, 0 which fArespectfully pt
making the point that @Aa person with a dis
di sabil it i e qSnowh200l, ndoi). fThissappeoach i& a response to
| anguage that dehumanizes and centers the
identity. Proponents of person first |l angu
and the disability is presented as an adjective like any other personal

characteristic, not as a central identity component.

This is a reflection of therightssbased, US mantra that dpe.
people, 0 a philosophical <call for acknowl e
lens since | first began working in the field. | think that it is important to note, that
although American scholars have a history of critiquing the medical model, the
emphasis on the phrase fAwith diagnosis/ dis
more medicalized/diagnostic approach to naming identity. | struggle with this
within my own critical positionality, but | also respect that person first language
has been claimed as the preferred approach by the students with whom | work
and research. In an effort to honor both of these important perspectives, | will use
the term disabled when discussing scholarship by those who represent the UK
tradition, and fiperson or student with dis

scholarship including our own.
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Terms- Inclusive Research
Another term that is central to this work, and which | think is important to
clarify, is inclusive research. This is a term that has come into popularity as a
descriptive way Ato shorthand the various
with learning difficulties have been involved as active participants (Walmsley,
2001), including participatory and emancipatory research (Walmsley, 2004). As |
believe that many will consider this research to be inclusive, | think that is
important to be clear about how | use the term here.
Inclusive research is a term that | claim with some trepidation. The word
inclusive is problematic in that it reinforces the binary of included vs excluded, as
if there is an optimal, desired state to which individuals want to be included.
Walmsley (2004) has argued as much, saying 0ft
disability are more influenced by a crude interpretation of normalization than we
care to admit, an interpretation which attempt s t o deny di Thissr enceo
echoed by Harbour( 2013), who highlights that push
an oppressed group i ntooreinforees therstatusmq@ot | ve o po
Inclusive research promotes the polarization of non-disabled and disabled
researchers where the idea of the expert is perpetuated (Walmsley, 2004). As |
have come to be influenced by activists and other critical scholars with and
without disabilities with similar i1ideas,
recognize however, that the students with whom | work and whose voices are at
the center of this research have identified inclusion as an important goal. In
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honor of that perspective, | choose to use the same term and connect with that
research tradition even, as | question the language. Having provided a
background of this foundational term and those before it, | now move on to
describe the history and development of this study.

Evolution of a Study

History of Beyond Academics. This study evolved from my professional
role as academic director for Integrative Community Studies (ICS), a four-year
college certificate for students with Intellectual and Developmental Disabilities
(ID/DD) at the University of North Carolina at Greensboro, as well as my
consultation to Beyond Academics (BA), the non-profit partner that is central to
providing support to this target community of students, and that also served as
the incubator for the program of study. BA was initially conceived of by a group of
parents and young adults in Winston-Salem, NC who were frustrated by the

limited post-high school options for students with ID/DD.

After learning about a college-based program for adults with ID/DD in
Maine, this forward-thinking group approached CenterPoint Human Services in
Winston with the idea of developing a similar program in NC. The Consumer-
Initiated Program Planning Committee, made up of interested adults receiving
support, families and community partners began meeting in November of 2004. A
local service provider helped move the program from a plan to a reality by

providing initial funding, guidance and staffing with which to grow.
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BA quickly changed its course from a two-year program to a four-year
program in response to clear communication from students that they wished to
have four years to experience and grow from college life like their matriculating
peers. From its inception, the program has demonstrated a deep commitment to
incorporating student voice and desire into its evaluation and program
development activities, and BA has had a quality improvement process that
involves students, non-profit staff, university staff, faculty and community

members.

In 2015 however, it was determined that this process had become less
effective and in need of a change in approach, coinciding with my engagement in
a community engaged research (CER) course in my PhD program. The
leadership team from the non-profit, including myself, decided that the use of
CER had the potential to provide more meaningful feedback that was more in line
with the philosophy of the program, and that it could better illuminate the efficacy
of the program, as determined by the main stakeholders, the students. This
research opportunity was also determined to be an important vehicle for adding
to the existing body of literature related to postsecondary, higher education
programming for students with ID/DD. The research discussed here represents

the first stage of what will be an ongoing community engaged process.
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Trajectory of Research/My Position
This research approach also evolved from a pilot study that | conducted in
2014 that #Agrew out of an assignment for a
initially, there was a desire to utilize critical, ethnographic research methods to
explore the perspectives of college studen
(Harrington & Brown, 2015). | partnered with a student from the program to
conceptualize the study, and although the pilot was not IRB approved and
therefore reportable, a narrative of the collaborative process itself was co-
authored by myself and that same student from the program. The following is our

joint positionality statement from that writing,

Our inherent belief that knowledge and awareness are critical tools for

Aemanci pating the oppressed and i mprovi
(Lincoln, Lynham & Guba, 2011, p.114), informed our research activities,

and encouraged us to explore participat

founded in transformationo (Lincoln, Ly
where that Atransformation is based on
researcher and subjecto (Lincoln, Lynha
experienced our own personal transfor ma

through spoken word and advocacy, we were particularly drawn to
research techniques that create opportunities for all participants to do the
samedt o those techniques that Asupport so

revolutiono (Lincoln, Lynham & Guba, 20
i mpact of social structures I|ike Afreed
control 6 al s archdeffoastavardsuhe pradectoa of

knowl edge that can fichange existing opp
oppression through empowermento (Lincol

p.103).

We believe that we are our own experts in our life experiences, and that
wemust not give someone el se power over
a prime example of why Kathy Hytten say
critical theory and qualitative researc
2004, p.95). How do we, as researchers, ensure that we are not claiming
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aut hority over the Astorieso of our res
do we structure research so that i1t hel
|l ived experienceo and respects the narr
researched (Hytten, 2004, p. 95)? These were critical questions that we

wanted to explore through this collaboration.

| include the statement in its entirety because it is a reflection of essential ideas
that push me as a researcher, professional and engaged community member.
These ideas, as well as the experiences that | have had with co-production of
knowledge and my own poetic sensibility greatly impact my own approach to
scholarship. In the same vein, | also offer the following poem as a way to

highlight this in a more embodied way:

critical

emancipatory

community engaged

research

resonates within me

finding value in the articulation
of that which has previously been
unheard

undervalued

pushed to the margins

product of black, southern family
| know suffocation

family system expectations

of blind obedience
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and quiet suffering

woman born

to black mother and white father
| know the feeling

of voice not being counted
because it is not

authentic

or credible enough

to the very community to which you most wish
to belong

mother of black boy growing to man
| know the watching of educators
who try to silence

with labels

child who questions everything
and moves through learning

on all counts

my mother was the catalyst

that helped me find my way

past limitations

her books

her ideas

and her unrelenting expectation
that | question everything

made life
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uncomfortable

but out of that discomfort

grew a critical viewpoint

that became my anchor

even when | didndét have the | anguage
to define it

as critical

even in finding my own personhood

beyond her influence

| could still hear her voice in my ear

see her thoughts on the pages of the books | read
even as | discovered myself

in spoken word revelations

she continued to pop up

in my writings

creeping into my metaphors

leaving her mark

like kilroy

my experiences

have molded my view of the world

my belief that the desire for power is at the foundation
of this countrydés cultwural, political and
creating inequities

and pockets of oppression across lines

of race, ethnicity, gender, ability
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and so many other

ways to be different

my understanding of truth as it exists
and my relationship to knowledge
will all continue to influence me
guide me with gentle

and not so gentle insistence

as | find my place

within the workings of research

and scholarship

At the Intersection- Map of a Dissertation
| believe that the best way to illustrate this study is by using a Venn
diagram to show how it is situated at the intersection between research, praxis
and theory (see Figure 3). The perspectives of students with ID in higher
education are being centered (CER) which requires an understanding of
educational practice/pedagogy and student agency (Praxis), as informed by
critical frameworks |l ike disaibridligay tshearde e:
number of concepts that inform this study. | will introduce them briefly here, and

then will explore them each more deeply in the following chapters.
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At the Intersection

VISIONARY
PRAGMATISM

Equity

Disability Studies Community Engaged Research
informed by: informed by:
critical disability studies (CDS) »> emancipatory/inclusive research
black feminist thought »> arts-based research

feminist disability theory/studies black feminist thought/feminist

»
social role valorization disability theory

Critical _pedagogy/ advocacy Visionary pragmatism
informed by:

W inclusive; pedadogy Theoretical vision that is connected
W:‘angaged padagogy to "informed, practical struggle;”

W -ssli-dotetmination "linking visionary thinking with

B citical consciousiess pragmatic action” (Collins, 1996,

. ‘. p.188).
Take-away B™\

Figure 3. Visual Overview of CER Study.
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Equity

Figure 4. Theoretical Component of Study Overview.

Snapshot- Theory

Chapter 1 ties theory to postsecondary education as a movement and as
a research platform. With its focus on equity, social justice, emancipatory
research and challenges to the medical model of disability, this study situates
itself firmly within the Disability Studies (DS) tradition. Disability studies
represents an interdisciplinary body of scholarship that centers disability identity

and perspective in its discourse, with the goal of balancing power inequities
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experienced by people with disabilities in society. As Kanter outlined earlier,
essential ways that DS differs from traditional approaches to disability, include a
shift away from medical/diagnosis/treatment explanations of disability, to more
cultural, social, political explanations, an emphasis on ability and dignity vs.
tragedy and deficit, a positioning of the person with the disability as expert, and
the inclusion of fields that have not traditionally framed disability as social
construct (Kanter, 2014).

Although there is disagreement about how these models may or may not

respond to the Areal, | ived experienceso
Anaming the different models is | ess impor
espouse, 0 | woul d ar gue t h dficatiod ef disakilitydb s ( 20

models offers a number of engagement points for our program and others like it.
When elements from each of the models are collectively considered and
presented, as | believe they are in our program, the result is a more critical take
on disability studies. For the purposes of this research, | will refer to a critical
disability model in this sense; as an amalgamation of elements from the disability
models that Kanter references (see table 1). These elements are by no means
exhaustive i n their Adefiningodo of a critical vi

value in having this framework as a theoretical jumping off point.

Although DS does include a wide variety of disciplines that engage

disability critically, this research focuses specifically on Disability Studies in
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Education (DSE). DSE is committed to the same goal of equity, seeking to bring

disabled perspectives forward, specifically situated within educational research.

Table 2. Critical Disability Model

Elements of Critical Disablity Model
(based on Kanter, 2014)

wilisability acknowledged as part of human experience (social model)
usociety "disables”, not impairment (social model)
wmpairment does not define person's value and abilities (social model)

ustatutory, regulatory, political processes "disable" (cultural model)disability
occurs alongside other identities (cultural model)

adlisabilty should be examined through cultural lens (cultural model)
wpeople with disabilties have the same rights as everyone else (human rights
model)

alisability diagnosis cannot be used as determinant of legal capacity (human rights
model)

wpeople with disabilities are "subjects of their own lives" (human rights model)

It embraces critical pedagogical practices that challenge ableist systems and

Anormative educational contextso -bobdiedt ar
personso( Goodley, 2007, p. 318), and as
consider it to be part of a larger umbrella of Critical Disability Studies (CDS).

Critical disability theory/studies that

pedagogyo that share the Abroad objectiwv
Afempower t he powe rdxigtisgsocial mequalitiessandsnjusticem

(Hytten & Bettez, 2012, p. 17) is a key tradition needed to enrich and balance the

current field of PSE research. In their study, Cory et al. (2010) provide a great

example of this tradition in their case study of student activism, which was used
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to examine how disability studies theory can effectively be used to change
disability services on campus. Few educators within higher education situate
their research in this area (Rocco & Delgado, 2011), and as PSE programs move
to become more deeply and seamlessly integrated within higher education

communities, this type of research is even more crucial.

In contrast to critical disability studies, self-determination and theories
related to the concept are a significant component of current PSE research,
although they are not always successfully used to anchor discussion of research
activities. Michael Wehmeyer has been perhaps most prolific and effective in
defining self-determination theory and examining its position within educational
practice (Wehmeyer, Abery, Milthaug, & Stancliffe, 2003; Wehmeyer, Agran &
Hughes, 1998; Wehmeyer, Agran, Palmer, Milthaug, Martin &Wehmeyer, 2003;
Wehmeyer & Kelchner 1995). As cited by Lachapelle, Wehmeyer, Haelewyck,
Courbois, Keith, Schalock, Verdugo & Walsh (2005), Wehmeyer defines self-
determination as fAacting as the primary ca
choices and decision regarding oneds qual.

influence or T4ht erferenceo (p.

There is often great discussion about the importance of self-determination
for students with ID, but as Deborah Jameson (2007) has pointed out, very few
postsecondary studies have effectively examined the impact of self-determination
on the success of studentswi t h di sabilities, and that th

uncl ear about the reasons for successful 0
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with her analysis, and have experienced this anecdotally through my participation
on local and state PSE committees and alliances- there is a great need for
outcome research, and as my theoretical position would suggest, | believe that a
significant portion of that work needs to be anchored in theory that keeps equity

and social justice at the center.

Engagement in research that maintains such a social justice focus, is an
essential part of my theoretical lens as the lead researcher. Beyond the theories
mentioned already, as an academic, educator, researcher and artist, | have also
been heavily influenced by the thinking of black feminist/womanist scholars, by
feminist disability studies, as well as the call for inclusive/engaged pedagogy.
Overlapping elements within these traditions that center lived experience,
interdependence, reflexivity, voices of folks at the margins, agency, resistance,
the collective, valuing different ways of knowing, access, and mutual
engagement between student and teacher are foundational to my way of
understanding the world (Dadds, 2011; hooks, 1999; Carter, 2015). | believe
that exploring the intersection between these traditions can significantly inform
CDS scholarship. Chapters 1 and 2 provide definitions and a more complete
overview of these intersections, as well as how they impact the next element of

this research.
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Snapshot: Research

Figure 5. Research Component of Study Overview.

Snapshot- Research

| refer to the methodological approach in this study as community
engaged research (CER). Within the DSE tradition, this type of research is
generally considered to be fAemanchbbtpipat oryo
a broad sense to mean a number of methods that assume that people with

disabilities are the experts on their lives and the experience of living with a
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di sability, as well as a more specific me

rootswithi n t he feminist tradition and focuses

the possible by confronting social oppress

1992 as cited by Watson, p. 95). | find the term emancipatory to be problematic

when framed in the passive sense, as in someone who needs to be emancipated

Afromo something. When | use it here, I am

approaches that trouble that passivity and put stakeholder voices and their

agency Atoo at the center of the research
Like emancipatory research within the feminist tradition, | argue that

community engaged work is a way to combat

nondi sabl ed people, the researched and the

Community engaged research is an approach that can be described as a

marriage between the two goals of Acommuni

generation to achieve social justice endso

an impactful way to be sure that the voices of the students in our program are

being centered in a way that leads to action and agency and social change. It is a

met hodol ogy that involves fAcoll aboration b

community members in the design and implementation of research projects

aimed at meeting community-i dent i fi ed needsod (Strand, 20

Stakehol ders are ideally involved in every

the research question to formulating action proposals that derive from the
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research resultso ell%ooksgdl9aD)encapdulatesthep. 85) . b

caution that | think is so essential here when she says:

No need to hear your voice when | can talk about you better than you can

speak about yourself. No need to hear your voice. Only tell me about your

pain. | want to know your story. And then | will tell it back to you in a new

way. Tell it back to you in such a way that it has become mine, my own.

Re-writing you, | rewrite myself anew. | am still author, authority. | am still

the colonizer, the speaking subject, andyou ar e now t he centre
(Hooks, 1990, p.151-152).

Critical processes that highlight stakeholder voice and avoid this type of coopting
point to community engaged research as an ideal vehicle for programs that are

committed to the spirit of emancipatory work.

CER challenges ideas of neutrality and objectivity in research, the
generation of knowledge that is of genuine interest to all co-researchers,
collective processes of finquiry that expo
processesunderlying and per meating systems of inequ.
2006, p. 298). A primary goal of postsecondary education (PSE) programs
serving individuals with ID/DD is to empower students in the academic process,
as well as to provide a breeding ground for self-advocacy and self-determination.
As these students are learning these skills through their academic programs,
empowering them to be fully contributing members of the research team that
seeks to understand their experience in the program only makes philosophical
and practical sense. This is what makes postsecondary programs like my own

such valuable sites for participatory research efforts.
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Erevelles (2009) asserts that one of the barriers with these types of
gualitative research methodologies with people with multiple or significant
disabilities, is the difficulty in understanding the social world of someone whose
Afexperience of concepts and communications
Weiler, 1988 cited by Erevelles, 2009 p. 70). The response of critical education
theorists regarding the configuration of A
is that in Athe face of real physiological
Aarbitrarily addedo to other socdglassl(ppgi cal
70). It is this point that | think makes CER such a strong methodology for
students with ID/DD; co-researchers are able to draw on multiple relationships
and modes of communication from within the community of co-researchers to

help unearth those perspectives and experiences that Erevelles has described as

SO uncertain.

| think that capturing and valuing multi-modal forms of expression helps to
address Erevellesd concern about wuncertain
research methodologies in the US to which Erevelles references, against which
community engaged research and arts based inquiry are framed. Arts-based
research is, as Valle (2015) describes, re
artistic process that may be used in generating, analyzing, and/or presenting
data that emerges from coll aboration with

67).
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Valle (2015) cites scholars like Elliot Eisner and Sara Lawrence-Light who
are Awidely recognizedo for t healtatmeys 1 n wh
research and narrative fiction and argues that ABR has earned a scholarly
reputation for Abroadening and deepening ¢
since its beginnings (p. 68). AThe points
saysValle,iare evident in a shared commitment t
bring marginalized voices to the forefront, raise critical awareness, and contribute
to soci al changeo (p. 69). I resonate dee
artistic expression is a valuable way for people to show what they know about the

world, to express their lived experience.

As a poet, | also gravitate towards poe
repertoire of techniques used in data representation, analysis, and interpretation
as we capture the |lived experience of our
Adrienne Rich echoes this when she says that the use of metaphor and poetic
| anguage all ows peopl e teovicdeantl eprgoep ofisaiptpiaorr
societyandhow it operates, fdAnot through ideol og
ways of being, its embodiment of states of longing and desire (Rich, cited by
Scheurer, 2011, p.159). Poetry all ows wus t
i magi nat i on ghiey, p.E7ra-180) thfo@h thet unique perspectives that

are embodied by those who are engaged in research at all points (Duarte, 2010).

For the students with whom | work, who have varied communication styles
and abilities, | also think that poetryisanef f ect i ve way to fhear o
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of individual voices by virtue of capturin
emotions expressed, and the rhythm of speaking (Glesne, 2011, p. 250). Chapter

2 sets the stage for the ways in which poetic inquiry can be used as an

alternative to more traditional approaches to analysis, and Chapter 4 describes

the way that it was used in this research.

Chapter three uses a visual approach to provide an overview of the
theoretical background and research methodologies, including critical disability
studies, the intersection with black feminist thought, feminist research, pedagogy
and visionary pragmatism, and will provide a timeline of the history of special
education, inclusion and postsecondary education in the US. Disabled scholars
Docherty et al. (2006) make an important point when they state that scholarship
in disability studies is written fAiso that
argue that such scholarship is notsfuliaccess
of Ajargono that Akeeps us out, 0 and they

visuals and large print so that it is more accessible (p. 434).

If this work is to be a reflection of community engaged research that
engages disabled scholars, then it is paramount that it is also accessible to the
folks that are at its center. AThe more ch
have to select from when composing and exc
cites, Athe more r es ourisposadforbbdingsuccessfl e at t h
communicators (Selfe & Takayoshi, 2007 cited by Walters, p. 437). For this

reason, chapter 3 has been formatted as part graphic novel/ part infographic, for
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wider accessibility and in large part becauset he @Ai nher e naturewful t i mo d .
this form, which combines text and i mage a
othernon-l i ngui stic el ements such as frames anc
different engagement with the material-i s r epr esentative of a di

knowi ngo (Hughes & Mdgrrison, 2014, p.

Graphic novels/ formats fipromote multipl
pat hhwayso that provide more than one entry
dissertation is an opportunity for me, again, as an educator, to reflect universally
designed pedagogical practices (Hughes & Morrison, 2014, p. 118). As such, this
chapter is an important example of praxis, which is significant, because unlike
the ways in which many other examples of PSE scholarship are presented or

reported, the nature of this study makes it difficult to isolate theory and practice.
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Snapshot: Praxis

Figure 6. Praxis Component of Study Overview.

Snapshot-Praxis

Praxis, the enactment of theory is an important element, particularly as it
relates to pedagogy and advocacy. In relation to this research, | have found it
helpful to think about and discuss praxis in three areas: as practice for the

educator, practice for the person and practice for the community. All of these
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practices together representwhatlrefer t o as #Acritical advocac
explore individual and collective responsibilities to challenge discrimination and
inequity and are required for students to have more access, value and

engagement within the hallowed halls of higher education.

Critical practice for educators cannot be divorced from critical theoretical
foundations that reject any teaching pract
needs of victims of opprd®.FeminstDEabi(ittki nc hel oe
Pedagogy cannot be divorced from the feminist theories that are at is foundation.

Discussion about implications of this work on pedagogical practices in higher
education can be tied to black feminist thought around the engagement of
multiple experiences, perspectives, bodies and minds in the classroom. Results
from this research presented in Chapters 5 and 6 speak to a need for a better
understanding of the intersection of universal design, inclusive pedagogy and
engaged pedagogy. If students with ID are to achieve the level of academic
access that they are telling us that they desire, then this has significant
implications on work that needs to be done in higher education; a transformation

of pedagogy that is indeed a practice for educators.

Practice for the person is the second area of praxis that has come forth in
this research. Student agency and critical practices of self-determination are
impossible to untangle from theories of self-determination and emancipation.
Therefore, | have situated self-determination both in the theory component as

well as here in the praxis component. The enactment of self-determination is very
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much at the center of PSE programming like ours. Kincheloe (2007) speaks to

the importance of exploring this site of praxis within education here,
Since ideological education takes place in a variety of domains, study is
demanded of not only the social (macro-) and individual (micro-) level but
the institutional (meso-) on as well. In this integrative approach, the
interactions of these three levels in the process of ideological education,
the ways they operate in the construction of the social and individual, are
significanteé For exampl e, | am concerne
construction of the individual 6s knowl e
responsibility for his or her actions. This attention to individual volition is

often missing from some articulations of critical education. (Kincheloe,
2007, p. 27)

This study provides an opportunity to | ook
volition, or practice for the person, can be explored in relationship to theory. This

engagement of individual action and theory can also be framed as what Patricia

Hill Collins (1996) <calls visionary pragma
visionary thinking and pragmatic action. (p. 188). Visionary thinking according to
Collins, Acan be conjured up in the theore
require being responsive to the injustices of everyday life. (p. 228). This is an

important theme that became very clear in the data. Students see college as a

site for learning about and practicing self-determination, so that they can

become, as Kanter (2014)s ays, the fisubjects of their o

Practice for the community encompasses transformation of educational
systems that devalue unruly bodies and minds. An important element of that
process highlighted in student data, is the need for a contemporary take on social

role valorization, where research is used to help expand the way that society at-
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large values folks with disabilities. This research is significant in that it is an
example of how this can be executed, an implication for future research which is

discussed in in the conclusion.

In the conclusion, | address this significance as part of a larger discussion
about the ways that this research can inform/impact local and national PSE
programming, expanding non-traditional research methods, and access to higher
education. | tie the results of data analysis presented in chapters 5 and 6 to calls
for more engaged pedagogy, higher education system transformation, provision
of more opportunities for disabled scholarship and socially just treatment for

students with ID on college campuses.
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CHAPTER I

PSE LITERATURE AND THEORETICAL FRAMEWORK

Since the Reauthorization of Higher Education Opportunity Act of 2008 we
have heard more and more voices of students like Greg and Danial, reflecting a
new movement in higher education: students with intellectual and developmental
disabilities (ID/DD) who are attendingcoll ege. Gr egds wor ds
the ways in which college has been broadly characterized in this country, as a
time for unlocking opportunities, increasing independence, self-exploration, and
having new life experiences (College board, 2016). It has not however,
traditionally been an option for students with ID/DD, with the exception of a
limited few that were able to gain access to the small number of postsecondary
education programs that have been in

Moon, Grigal & Redd, 2001).

So it is exciting that over these past ten years, high school graduates with
ID/DD in larger numbers have begun to demand access to opportunities for the
personal and professional growth that the College Board promises. It is also
exciting that this movement towards inclusive higher education requires a
reevaluation of some of the elitist philosophies and exclusive educational

practices that have played a part in restricting postsecondary choice for students
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with ID/DD. As noted by Grigal and Hart (2010) in their comprehensive text on

the postsecondary education movement, the pushisnotanewoneast her e fAhas
been evidence of this emerging practice in the literature for over 30 years

(Baxter, 1972; Bilovsky & Matson, 1974; Caparosa, 1985; Corcoran, 1979;

Dahms, Ackler, & Aandahl, 1977; Daily, 1982; Doyle, 1997; Duran, 1986; Frank

& Uditsky, 1988; Goldstein, 1993; Hall, Kleinert, & Kearns, 2000; Jones, & Moe,

1980; McAfee, & Sheeler, 1987).

The Era of Postsecondary Education

Early iterations of postsecondary programs were generally focused on
deinstitutionalization, community integration and striving for normalization,
provided in segregated settings (Neubert, Moon, Grigal, and Redd, 2001). By the
19806s, as t he f oc shiftedbtd trassiiom and employendnti soat i o n
did PSE programs began aligning themselves with Section 504 of the
Rehabilitation Act of 1973 (Grigal & Hart, 2010). As Grigal and Hart (2010) note,
this shift sparked a change in perspective, reflected by an emphasis on student
identity in the |iterature in the 19906s.
extensive as we would like, and even with the recent explosion of PSE programs,
they highlight the following,

The current base of knowledge about PSE services for students with dis.

Is most often focused on students with learning disabilities, including

physical or sensory impairments, who comprise the largest percentage of

college students with disabilities (NLTS-2, 2006). Much less is known

about the various types of of PSE programs, and associated activities and
outcomes, for students with ID, as these students have not typically been
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supported in their efforts to seek out college. In addition, many recent
national education studies provide little if any information on students with
ID. This is unfortunate, as such an effort would allow for meaningful
comparisons between disability groups. (p.10)

Current research efforts, as compiled by Grigal and Hart (2010), provide
Adescriptions ofadthievicthiagsa,ctaenmd sdri caeyt c ome ¢
state and national l evel s, yet Athe | imite
reflect the vast wvariation in the array of
agreement in fact, that employment readiness has by-and-large been the most
enduring theme in PSE literature to date (Migliore, Butterworth & Hart, 2009;

Grigal & Sulweski, 2012; Grigal & Hart, 2010), while there has been a dearth of
writing on how programs are evaluating the holistic growth that can occur during
the college years (Gurin, Dey, Hurtado & Gurin, 2002). Other buzzwords that are
taking center stage in the PSE discourse are disability-identified terms and/or
outcomes like transition, independent living, advocacy, productive citizenship,
self-sufficiency, inclusion, and equal access. The field is still dominated by
professionals, disability advocates and scholars, and with the exception of a few
researchers like Maria Paiewonsky at UMass, there are relatively few examples
in the US where student voice is centered in scholarship, research and reporting

of program outcomes.

Meg Grigal, Debra Hart, and Cate Weir, scholars that have played an
instrumental role in the development of the Postsecondary Education (PSE)

National Coordinating and Technical Assistance Center (NCATC) based at the
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University of Massachusetts, have provided some of the most comprehensive
and prolific surveys about program development in the field. In each study, these
authors take advantage of the opportunity to introduce postsecondary education
as a social justice/access issue (Grigal, Hart & Weir, 2012; Hart, Grigal & Weir,

2010; Neubert, Moon, Grigal & Redd, 2001), often referencing resources like

David Leonhardt 6s ( Z&0ehfbrcashiers, cbliege@ays off,int i c | e,

which Leonhardt tells us that

The evidence is overwhelming that college is a better investment for most
graduates than in the past. A new

degree pays off for jobs t hanberslamd 6t

cashiers. And, beyond money, education seems to make people happier

and healthieréthe general skills
persistence, may be more important than academics anyway, (Leonhardt,
2011, n.p.)

Leonhardt speaks to the idea that students with ID find themselves wanting the

same types of post-college outcomes as their college-aged peers.

In their 2012 survey of PSE programs in the US, Grigal, Hart & Weir
outline the current state of legislation and policy on postsecondary education,
national and state vocational rehabilitation policies and practices, as well as
current postsecondary education practices for students with ID. In an effort to
provide some standardization to the field, they also offer 8 areas of consideration
for program development, including academic access, career development, self-
determination, campus membership, alignment with college systems and

practices, coordination and collaboration, sustainability and evaluation (Grigal,
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Hart & Weir, 2012). The authors also identify what they see as current research
trends in postsecondary education: secondary analysis of datasets, national
surveys, stakeholder surveys, model demonstration program evaluation and

topic-specific qualitative research (Grigal, Hart & Weir, 2012).

Research highlighting efforts in the field is really in its infancy stage, with
much of it focusing on curriculum development, program development,
evaluation and teaching practices, etc. (Trela & Jimenez, 2012; Mock & love
2012; Folk, Yamamato & Stodden , 2012; Papay and Griffin, 2013; Papay and
Bambara, 2011; Hafner, Moffat, & Kisa, 2011). Recommended future research
on inclusive higher education continues to
knowledge, such as the impact of PSE programs on outcomes, capturing and
monitoring student outcomes, and the impact on K-12 and Transition practices

(Grigal, Hart & Weir, 2012).

| believe that the practical role that these authors play in providing
technical assistance and support to PSE programs across the country through
the NCATC, Il ogically Il ends itself to a mor
approach to PSE research, although they themselves have noted a need for
Afstakeholdero voice and involvement throug
also identify PSE as a social justice issue. In this way, they are connected to
those scholars that center the call for more democratic, equity and access based

educational practices in their research efforts; efforts that represent another
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significant portion of PSE research that is currently available, as | will outline in

the next section.

Access and equity are themes common to the bulk of current PSE
|l iterature reflecting what Hytten and Bet't
principles, and constructsfor t hi nki ng abhaéuwt PuUsheceadn@pJo
(2004) study on universally designed instruction provides a powerful look at the
moral imperative for access to inclusive education and teaching. They state,

Although institutes of higher education serve an increasingly diverse

student body, they have traditionally been resistant to change, especially

in accommodating the needs of students

of race, class, ethnicity, gender, disability, religion, nationality, or sexual
identification or orientation (p. 105).

Pliner and Johnson (2004) assert that systems of higher education must be

Atotally reconfiguredod in order to success
communities for each student, and that educational institutions must meet the

same challenges that our society as a whol
not hi ng 105 Atlsoogh lkegislation and social activism have opened the

door for students from diverse backgrounds, higher education continues to

A p er peanays af being and knowing that disproportionately support and

rewar dé whbiotdei,edablheet er osexual , Christian n

2004, p. 106).

The authors connect the different theoretical frameworks of universal

design for learning, multicultural education and social justice education to the
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common philosophical goal of meeting the needs of students who have

Ahi storically been underrepreseihined, di sem
educati onal (Pliner & Johnson, 2004, p. 408). This article is

persuasive in its arguments for the need to level the playing field and transform

our thinking from Aplacing reactive respon
exclusionary structureso to a Aproactive p
from curriculum development to student development programs include the

learning needs of all students (p. 109). This type of learning environment will be

of particular importance to the success of students with different learning styles,

including students with ID.

Thomas Philip (2012) echoes Pliner and
educational practices, as he fihinkeng, whelee fAdev
teachers, schools and society attribute the lack of student achievement to the
values, behavi or s, and choices of oppressed group
Civil Rights (Philip, 2012, p. 31). He believes that social educators today must
view education through the lens of Civil Rights in order to connect truly inclusive
education to practices that challenge segregated learning spaces and unequal

distribution of resources (Philip, 2012).

éwhen we say that nothing outside of th
studentds success, we are in effect sta
defundi ng of ealth mutritiomihousire,semplogment,

transportation, etc. We play into the m

future life situations and opportunities will be significantly different even if
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we do not work to transfor mtiohdfi s soci et
income, wealth, resources and opportunities (Phili. 2012, p. 35).

Philip provides a convincing argument about the importance of challenging

deficit-thinking and its impact across all learners. By issuing the same challenge,

PSE for students with ID has an opportunity to improve educational practices for

all, and to act as a catalyst for the democratic transformation of which Philip

speaks.

Bozalek and Carolissen (2012) give us another example of research that
is Ademocrati cal |InandBettea(20tPewbudld saysinitdy t t e
exploration of the impact of socially just education on citizenship and civic
engagement. The authors state that the pro
residing at the margins of ea@&@baaresiomgactt htet
ways i n which dAcritical <citizens may be de
educationodo (p. 9). The articlebs emphasi s
empower hegemonic discourses by fAconferrin
positions and vocabularie s 6 i s a direct reflection of t1l
approach articulated by Ashby and Slee, but then it also goes on to identify and
utilize critical feminist theory as a preferred theoretical approach for addressing
oppressive practices (Bozalek & Carolissen, 2012, p. 9). By doing so, this study
represents what | consider to be a lesser utilized approach in PSE research, one
that significantly integrates theory into the core of the research practice. This is

an approach that resonates with me as a researcher, and has significantly
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informed my own position on the importance/relevance of critical theory and

pedagogy in the field of PSE.

PSE as Sites of Self-determination

Researchers have Al ong advocated the im
disabilities developing self-advocacy and self-d et er mi nati on -ski |l |l s0
Wade, 2012, p. 113), and self-determination and theories related to the concept
are a significant component of current PSE researchd although not always
successfully connected by researchers to parallel elements in critical disability
theory. As PSE programs move to become more deeply and seamlessly

integrated within higher education communities, this type of research will become

even more cruci al in highlightlargumendeas | i
t hat fApeople with disabilities have unique
se-fdet er mi nati on, the right to escape the 0
di sabilit(78usinesso

Michael Wehmeyer has been perhaps most prolific and effective in
defining self-determination theory and examining its position within educational
practice (Palmer, Wehmeyer, Gipson, Agran, 2004; Wehmeyer & Palmer, 2003;
Wehmeyer, Palmer, Agran, Milthaug, Martin 2000; Wehmeyer & Kelchner 1995,
Weymeyer, Palmer, Williams-Deihm, Shogren, Davies & Stock, S. (2011). As
cited by Lachapelle, Wehmeyer, Haelewyck, Courbois, Keith, Schalock, Verdugo
& Walsh (2005), Wehmeyer definesself-d et er mi nati on as MfAacting

causal agent i n onecoess |anfde daencdi smaokni sn gr ecghaorid
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guality of Ilife free from undu#®lelnthi€r nal i
same study, Wehmeyer and his colleagues found that self-determination
contributes to Aenhanced quad). Authgrsadd | i f eo
number of qualitative studies have also come to the conclusion that college

students with disabilities fAattribute thei
to learning and practicingself-d et er mi ned behavioro (Morning
B.B., Noonan, P.M., Ng, J., Clavenna-Deane, B., Graves, P., Kellems, R.,

McCall, Z., Pearson, M., Wade, D.B. & Williams-Diems, K., 2010, p. 87).

Self-determination has also been defined by Ankeny & Lehmann (2011)
as a set of characteristics that allow people to exert control over their lives by
Aknowing themselveso well enough to be abl
their personal strengths and weaknesses. In their qualitative study examining the
life stories of students with ID at a communitycol | ege, they identifie
of practiceo that i mpact the | ikedihood th
determination skills: the promotion of self-knowledge, advancement of self-
determination skills learned before college, increased opportunities to take risks,
and opportunities for self-reflective practice (p. 286). This study is one of the few
of which I am aware, that identifi-es fAabil
determination. This is a key factor in my opinion, that receives limited attentiond
to achieve a genuinelyself-d et er mi ned | i fe, -lfet udents need
environment to develop and practice the skills and the self-advocacy required to

truly succeed in the world beyond school 0
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Different PSE Lenses

In her dissertation on postsecondary outcomes for students with
intellectual disabilities, Lindsey Farnham (2011) used equal opportunity theory to
help frame the inequities that are often present when students with intellectual
disabilitesdesieaccess t o opportunities to fAbe vi e
their community (p.55) . Farnham heavily referenced
contemporary, Dennis Milthaug in her work, who describes equal opportunity

theory thusly,

The theory claims that the discrepancy between the right and the
experience of self-determination is due to the lack of capacity and lack of
opportunity among individuals whose personal, social, and economic
circumstances are beyond their control. By claiming that every member of
society deserves an optimal chance of securing the good in life, the theory
explains our collective responsibility for assuring fair prospects for all. The
theory shows that when prospects for self-determination are distributed
fairly, they are equally optimal for all (Milthaug, 1996, p. 4-5).

Milthaug (1996) also discusses a model of
describes as a process at societal and cul
to which all members of society have a fair chance of pursuing those self-defined

ends in |ife that are most fulfilling. o Fa
students with intellectual disabilities enrolled in a college, school-to-work

program, that training in self-determination was one of the more robust indicators

of positive post-college outcomes.

51



| find studies like this to be a hopeful harbinger of what we are likely to see
in future research, but I also find myself critically considering the perspective of
researchers like Baker, Horner, Sappington and Ard (2000) who caution the field
regarding the development of measures of self-d et er mi nati on, that @A
sensitive, valid, reliable measures, self-determination can easily become a
concept that is often referenced bud devoi
myself responding, perhaps somewhat predic
language about valid and reliable measures, | do think that there is some merit to

their concern about the trustworthiness and meaningful production of knowledge.

ti s for this reason that | think that r
doctoral study anchored in occupational science theory is important- it provides a
unique perspective to the field of PSE research. Furgang chose to use the
transactional perspectve t o Ahol i sticallyo frame her st
students developed their identities over the course of one year in college. She
described the transactional perspective as

understood as relating with their environment rather than as separate entities

acting inside of their environmentso (Furg
interested in how college acts as a time t
while kindling development of future worker and community partici pant i dent it

for all students (Furgang, 2012, p. 18). She used student interviews and direct
observation to examine identity development for students with ID in college so

that the reader could RAHappreciate the var.i
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cultural, and historical factors that shap
situationso (p. 4), and hopefully come to
of higher education create an attitudinal and institutional bias against students

with intellectual disabilities.

Unl i ke some of the other doctoral studi
thorough job of examining the position of the author in relation to her study,
which is a hallmark of effective critical qualitative research, and which highlights
what | see as a gap in the self-reflective approach in PSE research. This gap is
part of what draws me to critical and post-critical research methodologies, where
self-refl ecti on and transparency regarding on

integral components of the research process.

Dedra Hafner (2008) explored barriers such as those above by using a
phenomenological approach to show how 7 students in a 4-year PSE program
helped to transform the campus through their involvement in academic, social
and community roles in college. Through student interviews, reflection papers
and focus groups including students, peers and faculty, Hafner found a number
of examples of how full inclusion positively impacted student identity and self-
determination, as well as peer and faculty attitudes and practice. In a similar
phenomenological study of inclusion for students with intellectual disabilities in a
PSE program, Obrien, et al. (2009) used focus groups, reflective journals,
photovoice, and graphic representations of person-centered planning meeting
outcomes to examine the development of student identities, including student as
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friend, student as advisor, student as learner and student as dreamer. The
strength in this study is in the variety of methods used to collect data, an
important consideration for all qualitative research involving individuals with

alternative communication styles.

In 2001, Grigal, Neubert and Moon stated,

We know little about the development, implementation, and evaluation of
such programs, the instructional practice or curricula used, or the impact
of these programs and practices on student outcomes. (Grigal, Neubert &
Moon, 2001, p. 245)
They were right on the mark regarding their assessment of the research
landscape regarding postsecondary education programming for students with
intellectual disabilities. Early studies were, as | stated before, much more
Apractical 6 in nature, outlining the
1970s to the present, the status of the current, limited pool of options, as well as
the connection to social movements calling for an expansion of those

postsecondary options (Neubert, Moon, Grigal and Redd, 2001; Grigal, Neubert,

& Moon, 2002; Migliore, Butterworth & Hart, 2009; Grigal and Hart, 2010).

After the post-Reauthorization of Higher Education Opportunity Act
program devel opment fAboomd in 2008,
focusing on survey and program descriptions highlighting basic programmatic
characteristics, recruitment and admissions, course access, employment

strategies, etc. (Grigal, Hart & Weir, 2012). As of 2009, Grigal, Hart & Weir
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(2012) had surveyed as many as 149 programs across 39 states, and PSE
programs across the nation offered descriptions of their 2-year, and less frequent
4-year certificates at community colleges and universities, identifying themselves
as substantially separate, mixed programs, or fully inclusive/individualized
programs (Grigal, Hart & Weir, 2012; Hafner, Moffat & Kisa, 2011; May, 2012;
Folk, Yamamato & Stodden, 2012; Hendrickson, Busard, Rodgers &

Scheidecker, 2013).

There are currently well over 200 PSE programs available to students with
intellectual disabilities in the US, and with the increase in options, there also
comes an increased need to look at how programs are evaluating outcomes and
the efficacy of their supports/programs. The majority of studies looking at
outcomes for college students with intellectual disabilities focus on employment
outcomes (Migliore, Butterworth & Hart, 2009; Smith, Grigal, Sulewski, 2012;
Grigal and Hart, 2010; Grigal and Hart, 2013) There are limited studies that have
used student feedback to identify more comprehensive ideas about outcomes
(Folk, Yamamato & Stodden, 2012; Papay and Bambara, 2012), but in general, |
am in agreement with Hendrickson, et al (2013) who urge us to expand research
because,

There is a dearth of empirical data on the immediate and long-term

outcomes of program components and postsecondary programs in

gener al éTher e i s ahaqudlitativeand quanttagivé f or bot

research to examine the many questions that must be addressed to guide

policy makers, administrators, educational practitioners, and family
members/guardians. We strongly encourage individuals and institutions to
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work together to establish evaluation designs and research agendas in
concert with the development of postsecondary education options for
students with ID (p. 196).

Grigal, Hart & Weir (2012) reflect the same concern in their call for intervention
studies that explore the impact of PSE practices on outcomes as well as more

longitudinal data on PSE and post-PSE outcomes beyond employment. | think,
however, that we need to be cautious as we move forward, in making sure that
we do not exclude the voices of the very people for whom we are advocating in

our attempts to race to the top with our own research agendas.

Historical Backdrop- Special Education

It is important to have a sense of the history of specialized education in
the US in order to fully understand the ways in which students with ID/DD have
traditionally been perceived and/or treated within the educational system, as this
is likely to inform how they are or are not welcomed in higher education. Special
education did initially originate as a challenge to the status quo, from the
progressive notion that people with disabilities should be treated as human and
with greater equity, however it has become very rigid and prescribed in its form
over time.

Educational historians Lucinda Spaulding and Sharon Pratt (2015) have
identified three major eras in the history of special education: early reform (1800-
1860), stagnation and regression (1860-1950) and Contemporary reform (1950-

present) (p. 92). In so doing, they have provided a helpful framework that outlines
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the history of special education in the United states, and one which I will use to

illustrate this step-taking. The early reform period involved challenging centuries

old beliefs that viewed people with disabilities as less than human, deviant,

Aqual i tfaftearveedntydo dand something to be hidden
2009; Trent, 1994; Winzer, 1998 as cited by Spaulding & Pratt, 2015). Children

were hidden away by families to avoid stig
consciences of Dbteanie thabed interest®f recipients, end
ownership of Aknowledgeodo was generally ass

(Spaulding & Pratt, 2015).

By the 19th century however, advances in philosophical thought,
medicine, science and economics sparked a change in attitudes that resulted in
more protections for people with disabilities. During this era, the common school
movement began, where all children were to
school houseo to create a Acommon wgul ture a
2011,p. 80) I nquiries about the fAessence of
education for people with intellectual disabilities (p. 95), and the industrial
revolution was equal opportunity in its attempt to transform all its citizenry from

consumers into producers (Spring, 2011, p. 95).

Even with this movement towards the valuing of people with disabilities,
early programs for children with physical and cognitive disabilities were often
|l ocated in hospitals, i n s egnars@ulddeveltpas ses

at their own rates, with the goal of O0catc
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(Baglieri & Shapiro, 2012, p. 186). This belief in the need for a specialized

settings fueled that separatist eabletew wher
express or perform each component of a skill before moving onto a sequential

stepo resulting in students getting Atrapp
development, although it called for the segregation of students with disabilities,

was still an advance from the dehumanization of people with disabilities that

characterized the early 20th century.

During what Spaulding and Pratt call the era of stagnation and
regression, the rise of empiricism and economic pressures resulted in a return to
the pathologizing of disability. Mental disability would be theorized to be the
principal factor in criminal behavior and alcoholism, and as a defect to be tested
for and eliminated (Spaulding & Pratt, 201
animal world would be devastatingly applied to people with disabilities, and with
Ol'iver Wendel |l Hol mesd crusade against a
threat to society, the stage was set for eugenicsand state-s anct i oned fAgeno:
(Spaulding & Pratt, 2015). In this climate, and as states began to pass laws
calling for compulsory attendance to common schools, children with disabilities
were kept out of school or segregated so as not to negatively influence other

children (Spaulding & Pratt, 2015). A pattern also emerged during this time,

where black and brown students, who were |
tracked into classes with students categor
Aemotionally disturbed, 06 her altdi raghda Arpeaw ad
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educationo in schools that is stildl in ope

2012, p. 187).

After World War 11, as the United States attempted to distance itself from
eugenics practices that characterized the Nazi regime, and through a
combination of medical advances in treatment and parental advocacy and
lobbying, attitudes about disability shifted once again (Spaulding & Pratt, 2015).
As a result of fights for equal rights by advocates like the Kennedys, schools
were mandated to provide education to all children through laws like the
Individuals with Disabilities Act (IDEA) in 1975 and there was an increase in
special education services with a focus on
educationo( FAPE) iiwe téreviirl cramdedntree strRE)X po

Individualized Education Plans (IEPs) (Spaulding & Pratt, 2015).

This increase in legislation and programming also highlighted
philosophical differences in approach however, as inclusion into general
education classrooms through the Regular education Initiative (REI) took hold in
opposition to the segregationist advocates who argued that children with ID/DD
cannot benefit from general education classes, or somehow are too burdensome
for the teacher (Spaulding & Pratt, 2015). A debate began to coalesce, between
those who conceptualized inclusion as a mo
rights and a humanistic perspective on the role of schools in society (Gallagher,

2001 as cited by Baglieri, p. 188) and those who felt it necessary to wait for an
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empirical body of research demonstrating positive outcomes for students with

di sabilities before moving toward ofull i n

Researchers like Ashby (2012) and Slee (2001) argued that special
educattirommdist ifion al formul ations of disabilit
needed to be challenged andre-eval uated in terms of dApol it

historical specificityo (Slee, 2001, p. 17

teacher preparation programst hat are anchored in the fAmed
di sabilityo and position disability as a 0
identification and remediationo (Ashby, 20

concern regarding traditional special education programming, asserting that

efforts at inclusi on wreedieal patologesafpr i at edo b
defectivenesso (p. 168) . Both authors con
oppressive practices that continued to segregate and dehumanize students with

disabilities.

These voices however, have not historically been the loudest voices in
the special education debate. Those belong to the traditionalists, or those who
see the purpose of special education as a process of figuring out how to
remediate thelearner or t he fimake the child right.o
educators who fAgenerally accept the catego
by special education systems that, in turn, displace the lived experience and thus
diminish understanding disabiltyas part of the | arger human
2009, p. 111). They represent the most widely accepted perspective of this era;
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an era which called for segregation and isolation of students with ID, oftentimes

Ain basements, down dacldsetsh.aWihzaeral®33),withd i n f
l'ittle or no acknowledgement of the ways i
everyday schooling context in multiple and
This debate is important to antnketmwl edge as
proliferate on college campuses. The vestiges of traditional thinking are present

among faculty, staff and students in higher education, and even those who

identify with inclusion often unwittingly subscribe to the same process of labeling

that effectively others.

Critical Special Education and Challenges to the Medical Model
El'l en Brantlinger s (19 ®@rlijeratare, spbaksi s of
tothisregimeof traditionalists who have | ong man

knowledge base, a body of literature which in her words,

remains grounded in a functionalist behaviorist tradition that views truth as
singular, relies on microscopic views of human nature, employs social
science methods, and through analysis of causal factors places a high
premium on prediction and control to yield law-like generalizations (Ware,
2009, p. 107).
Scholars like Brantlinger and Burton Blatt, who is widely known to have initiated a
more critical approach to special education, were often silenced by the

heavyweights within the traditionalist, empirically focused special education

camp, but still managed to spark a dAdcritical
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critiqued the Anormative practices, belief

outlined in the bulk ofthet r adi ti onal special education |

These scholars challenged the unquestioned acceptance of a medical
model which had historically been at the f
social and political assuy200p.dh.dindabout di s
Ware (2009) describes critical special education as occurring in four waves: 1)
| at e 19 6 0-mitiahdmscbntehtOnv@hsthe technical, scientific approach, and
chall enges to assess mesudportdontlishandted i ng, 2)
sociol ogical p efocsisor interpretivesm, a&iyism arl post-
modernism and 4) 2000 to present- a move towards disparate, interdisciplinary

scholarship, emergence of disability studies in education (DSE) (p. 107).

Dur i ng t hdesabilityoré&e@accls that challenged the medical model
by using a post-positivist lens began evolving in the United States as well as
Europe, Australia and New Zealand; a critical response to social science 0 s
proclivity towards finding proof generated by objective, truth-finding (Connor,
Vale, & Halle, 2015, p. 2). At this time, the Coalition for Open Inquiry in Special
Education (COISE), consisting of scholars like Scot Danforth, Ellen Brantlinger,
Phil Ferguson, Lous Heshusius, and Chris Kliewer was formed, making a case
for fiopen inquiryo or an fiexpansion and di
|l egitimate and valuable writing within spe
Vale, & Halle, 2015, p. 3). Ware (2009), joined scholars like Ashby, Slee, Blatt,
and Heshusius, who spoke forthrightly about the need to challenge special
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educat i o n éwmndihgpmodelforipr eventi on/ treatment/ r eme

measur emento and its conceptualization o
difference in pursuitofnor mal i zati ono ( p. 105) .

Slee (2001) went a step further, to con
politicso by stating that while special ed

of class, culture and ethnicity, sexuality, bi-lingualism, and so on onto their
agenda for educational inclusiono there is
di sabled students when arguing for represe
168). He asserted that,

Special education stumbles into the reductionist trap of promoting

inclusive education according to the technical assimilationist imperative of

making 6defectived kids fit the school,
with it, cannot be reduced to absorption (p. 170).

His writing positions the call for inclusive education as a project of
Aireconceptualization and radical reconstru
with disabilities are valued, recognized and given access to a broad variety of

resources and opportunities.

Specialed u c at i o n & sole im advanang this cncept of normalcy
cannot be overstated. The meritocratic creed that is at the center of the American
educational system, serves as the determining factor for how individuals with
disabilities are measured and found wanting. Scholars within the traditional

special education community like Kenneth Kavale and Steven Forness (2000)

63



assert that the only way to determine educational policy for students with

disabilities is to rely on scholarly rigor and measureable scientific evidence. They

guestion the validity of conclusions made by scholars who claim that students

with disabilities have a right to full inclusion in educational settings, who have

have not used neutral and randomized methods in their experimental designs
(Kavale & Forness, 2000) . Kaval e, who has been pr
dogged demand for high scientific standards in learning disabilities research and
practiceo (Regent University, 2015), refle
for assessment, intervention, diagnosis and classification, as well as its penchant

for looking for ways to fix disability problems.

I n Nirmala Erevellesdé (2009) compelling
American education and how ability has been used as a category to reinforce
hegemonic ideologies she describes mass pu
turmoil o of the Civil War, fAthe subsequen
rapid economic growth that ensued; and the increasing influx of immigration to
theUni ted Stateso (p. 76). Public educationé
di sability and other soci al di fferences, a
recreate an integrated and disciplined society, obscures the ways in which the
Ademocraltogy idfe t he common school 0 has beel
Asoci al reality of c¢class structureo (p. 77
legal mandates for desegregation, the disability category has been used to

support the regular and special education delineation, and how students who
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have been marked by race, c¢class and gender
tracks within the educational matri xo that

socioeconomic Aordero (p. 77).

Even as critical scholarship began to emerge within special education and
as the field of disability studies itself evolved, Ware (2009) points to a noticeable
|l ack of Acenteringo of a disability perspe
failure to consider disability related issues, Ware contends, is a reflection of the
fact that disability fAoccupies |little more
Abig tento concerns of <critical theoristso
field of disability studies works to address, by taking a critical, interdisciplinary
approach that draws from a -createiadevelopedf scho
portrait of disabled people across histor.i
di ffers from speci alksedtuoc asthi aorne d nh unhaanti tiyto

focusing our differences that Aestrange us

Disability Studies (DS) and Critical Disability Studies (CDS)
As with critical special education, the DSE tradition has historically and
politically resisted the individualized, medical model of disability, preferring

instead those interpretations that have fo

Q

i ssueso( Gabel, 2009, p. 5). Gabel (2009)

The danger, of course, is in the misapplication of the medical model to the
social contexts of disability. Some of these misapplications include: using
the medical model to diagnose, prescri
the result of institutionalized oppres

n T
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emphasis on individual pathology while ignoring social pathology;

reproducing the myths used by the medical model (eg, IQ) to stigmatize

individuals and groups with labels; and dehumanizing individuals with

functional limitations (Gabel, 2009, p. 8)
As Linton (1998) points out, Disability Studies as an interdisciplinary field, has
provided a platform for organizing the scholarship and knowledge base that
challenges assumptions of the medical model,ande x pl or es di sabil ity
phenomenono (p. 1losaythatDShaeddesea onitical di
thinking about issues such as autonomy, competence, wholeness,
independence/dependence, health, physical appearance, aesthetics, community,
and notions of progress and per fesarei ono wh

i ssues that H@Apervade every aspect of the <c

118)

Linton offers the following four main areas of research that she believes
will help DS be an effective interdiscipld.i
multiple perspectives to bear on the phenomenon of disability and can present
disability as an organizing principle used to formulate questions, hypotheses, and

a coherent knpMbedge baseod(

1. Theories across the curriculndinon-t hat AcoO
di sabled people as compl ementary parts

(p. 120).
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2. Articulation of how and in Awhat areas
perspectives can be advantageous for knowledge development in all
content d2leeaso (p.

3. Disabili ty has traditionally been housed in
Avast majority of work that eprligcelai ns an
paradigms is not f oundédshauldbetmbrat knowl edg
interdisciplinary, fHandsocia scierkesipnl2l).he hum

4. Attention to the vast realm of meaning- making that occurs in metaphoric

and symbolic uses of disability (p. 125).

These areas of research help to set the stage for the discussion of critical

scholarship within the field of education.

Disability Studies in Education (DSE)

Critical scholars in education apply the lens that Linton describes in their
evaluation of the educational system, pedagogy and practice. There is generally
a focus on the social model, and how it resists oppression, political and economic
exclusion and stigma based on the experien
close as it can to explaining the fAreality
goal that is problematic in my mind, as laid out by Gabel, given its reductive
nature, but an impetus that is nonetheless important in its effort to close the gap
bet ween theory and what #Adisabled peopl e n

changing their |iveso (p. 6). Gadnteind and ot
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that this important perspective is missing from educational studies, and stress the
importance of DSE as a scholarly approach. She goes on to compare DSE to
philosophy of education or history of education and says that DSE can be
defined as the use and application of disability studies assumptions and methods
to educational issues and problems (p. 10).

Nirmala Erevelles (2009), speaks to the ways in which disability, defined

as a social construction where fApeaopl e exp
at their bodieso (p. 79), is conspicuous I
prominent educational theories (p. 67). I n

study on mental health within higher education, Erevelles generates three

themes that are essential for a critical evaluation of disability within education, 1)
deconstruction of normalcy/rationality rhetoric, 2) linking alienation and
colonialism to the medical model , and 3) a

in ethical contexts (Erevelles, 2014, p. 169-171).

As Erevelles uses Pricebs work through
notion that academia is a space of rationality, asserting that those bodies who do
not meet fideeply entrenchedo ideas about a
considered to be outside of the norm, and therefore not an appropriate fit for the
Ahal |l owed hall so of-69n Ehg bhallenges chedicad diagmnosis ( p. 6
that i s used to Acontain and control o stud
same normative framework as their peers, linking it to experiences of colonialism

and alienation (p. 170) . Erevelles | astly
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higher education, that denies the power of interdependence between students
with and without disabilities (p. 171).1fi nd Er evel |l es® and Pricebo
of the intersection between disability and academia to be instructive in looking at

the ways in which PSE requires attention to the ways that theory and lived

experience relate. For students whose perspectveshave been 6sil enced
Ai gnored, 06 this critical approach is i mpor
This need is what makes Allands (2014)

phenomenon wherein teacher education programs are reducing critical,

theoretical content from coursework, so troubling, as well as his contention that

texts on educational research do not generally acknowledge the intersection of

theory, philosophy, praxis and material experiences (Allan, 2014 p. 181-182).

Bowles and Gintis (1976) argue that by using the concept of intelligence/ability

to fAlegitimate racial, gendered, and cl ass
society at |l argeo educational institutions
between disability and other categories of difference like race, class, gender and

sexuality (Erevelles, 2009, p. 81).

Critical DSE questions the construction of such problematic
categorizations, and not only challenges the divisive labeling that is endemic to
special education, but also challenges contemporary inclusive education as it
attempts to assimilate Adefective students
environment (Allan, 2006; Slee, 2001 as cited by Ashton, 2014, p. 47) and it

foregrounds Athe need to adapt social disc
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ensureequi ty for folks with diverse abilities

education is not an endpoint, goal or opti
prerequisite of democratic and socially ju
(2000) call for creating theories that frame people with and without disabilities as

Ai ntegral, complementary parts of a whol e

research on fApractices that divide communi
ones (p. 26), particularlyi n | i ght of special educationos
disability as a deficit, something absent, suggesting an incomplete human who

needs to be fixed, cured, remediated, and shaped into the mold of normalcy at all

costso (Connor, pdale, & Hale, 2015,

This backdrop is particularly important as we begin to consider the impact
students with ID begin to break through higher education barriers that give them
access to the Aivory towers. o The |l ong his
educational system has set the stage for how they will be met by peers, faculty
and administrators on college campuses. Stigma about disability runs deep in
this country, with a comparatively short time of advocacy and acknowledgement
of equal rights. It has only been within the past 10 years or so that legislative
advocacy has provided federal guidelines for ensuring IHE participation in these

changes.

Black Disability Studies

The recent trend in viewing disability through an equal rights lens that

acknowledges theirinte g r a | pl ace in the Awhol e univer:
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intersectional approach than we have generally seen, as Chris Bell critiqued

earlier. Black disability studies (DS) itself developed as a response to the

Ai nvisibilityo of bimackheofidesabndi bpdriegh
was predicated on the Aindividualettsti c per
2015, p. 6). Todaythedisabi | ity community stil/ has a d

people outside of dominant culture (Moore, 2015, p.4) and too frequently

di sability in Black communities fibecomes ¢
homel essness, substance abuse, violence an
soci al model of disability requires a move
encompas s t he diversity of |lived experiences

(Nishida, 2015, p. 9).

Black DS shines the light on the collusion of racism and ableism not only
in the lives of black people with disabilities but those without as well. It prioritizes
an analysis of this intersection of race and disability and how lived experiences
parall el each other in relation to Asoci al
violence and access to technologyo (Schal k
presented as a comparison of oppression, but as a critical examination of life at
this intersection, that also has significance as a lens for ALL black folk. Sami
Schalk (2015) frames this well by looking at how disability discourses have been
us ed tydhe fighite and humanity of many groups of people throughout
hi storyo including black people. The centr

the intersection of race and disability, needs to be included in any pedagogy that
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seeks to shed light on the intersection of education and power inequities in this

country.

Feminist Disability Studies
Feminist disability studies (FDS), like Black DS, speaks to the need to

view disability through multiple lenses and/or identities. Feminist theory, the

foundation for FDS, has evolved over what is traditionally described as three

waves of thought, focusing respectively on injustices enacted upon the female

body, the right to Ilive an fieducated and e
acknowl edgement oxbialidehtideshiayssoh ge of se

being/ physicalities/ psychologiesodéd (Dadd, 2
interdisciplinary and sensitive to how fith
race, ethnicity, ability, sexuality, a class mutually produce, inflect and contradict

one anothero (Carter, 2015, p. 11). I ack
description of an involved evolution of thought over time, but for the purposes of

this study, | will be concentrating on the
thought that Julia Dadds describes as reflexive historicity, lived experience and

hidden structures, dialogic engagement with the margins, embodiment and

interdependence (2011, p. 177).

Feminist disability theory introduces the disability continuum as a
representation a | system into the mix, i n an att em,)
cultural diversity (Carter, 2015,p.11) . 6 As such, this continu

pivot points that Dadd highlights, in that the experience of disability is lived in
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unruly bodies that are traditionally shifted to and engaged from the margins.

Feminist disability studies pedagogy (FDSP
ways dis/ability intersects with other vectors of power and oppression to inform

how we teach an2015 peHY FD&P UtiliZes prinagples of

Universal Design (UD) to create accessible classrooms for all students, not as an

i sol ated fibest practiced but as in integra
moves beyond incl usi onngthsperwasigecaadl , t owar ds
intersecting forces of inequalityo (p.11).

experiences and interdependence are particularly salient to disability discourse,
specifically for students with | D, whose e

repeatedly discounted and dismissed within higher education.

The backdrop provided in this chapter was designed to illustrate the link
between the history of education for students with disabilities and contemporary
postsecondary engagement, as well as situating postsecondary programming
within theoretical traditions like Disability Studies and DS in Education and
others. Chapters 3 and 4 will further illustrate how these connections and

traditions have informed and provided direction for this research
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CHAPTER Il
RESEARCH METHODOLOGIES

We often lament the poor post-school outcomes of students with
intellectual disabilities. However, we never seem to make the connection
that the system does not support students with intellectual disabilities to

learn anything after they leave high school. (Grigal & Hart, 2010, p. xiv)

In order to understand the significance of the research approach used in
this study, it is essential to understand how ideas about disability have been
conceptualized, perpetuated and researched in the US. In this chapter | provide
an overview of the ways in which disability has been traditionally researched in
the US, to highlight and position the importance of community engaged research
as a step forward within that larger framework.

Traditional Approaches to Disability Research

Traditional approaches to disability research reflect the ideological push in
the US, for objective, scientific inquiry that relies on a norm or as Rioux says, on
empirical guestions t ha tnormative prenises| despite
claims of objectivity so readily embraced by empiricists (p. 102), that is the
medi cal model approach. Rioux (1997)

foundation of this bio-medical approach to disability, which supports the

assumption that dAdisability is caused
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be prevented or ameliorated through medica
(p.103). This emphasis on the science of diagnosis and assessment results in
what UPIAShasdes cr i bed as fipanels of professional
tape measures...to perpetuate the stranglehold the professions have over
di sabl ed peopl e8hTheygoasosay9 72, p.
The scene facing every physically impaired person, then, is of an army of
Aexpertso sitting on panels which are s
Aexpertso, armed with the | atest defini
prod and probe into the intimate details of our lives. They will bear down
on us with batteries of questions, and wielding their tape measures will
attempt to tie down the last remaining vestige of our privacy and dignity as
human beings (Upias, 1972, p. 17).
In this world, disability is seen through the positivistic lens of diagnosis and

evaluation,as an fAanomaly and soci al burdeno and

individual issue/activity/responsibility (Rioux,1997, p. 103).

This is a tension that our program struggles with regularly. There is an
intense pressure from families, from educators and administrators, from the
students themselves sometimes, to identify, diagnose, treat, and fix. Students are
asked to be quiet, not ask so many questio
close, donét be too friendl y,seuldoti matiesl y,0n
directly to what Rioux calls the functional approach to disability, which assumes
that disability is seen as a deficit that

pat hol olg4.0 ( p.
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The focus is not medical intervention here, but rehabilitation. It looks at
ways of Atreating the functional incapaci't

strategies to assist people to develop the

functional i ncapacity, 0 Rioux (idual®td) says,
help them become as fAsocially functional a
possible to the functional Ainormo (p.104).

people expect of PSE programs, this specialized treatment focus designed to
help students function like their peers. | think that there is a significant need for
research in the field that explores providing support to students and campus

communities in a way that challenges this

Individual
Pathology
Bio-Medical " -
Approach Functional Origin

Treatment/Cure by, J_ e

Treatment through J_ iz S
rehab. services

biol/genetic
intervention

early diagnosisand

medical/tech mea treatment

Figure 7. Scientific Formulations and Treatment of Disability
(Rioux, 1997, p.104)
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Li ke Kanter s &l tmordredtsi,v Ri dbiuxa b idleintt i f i e
pathology approaches that take environmental and situational factors into
account. These approaches are a reflection of the social model, as they focus on
di sability as a minority i dseamkandbyilt t hat Ai s
environmento (Siebers, 2008, p.3). Within
defines the environmental and human rights approaches to disability as those
that see disability as fAdifference rather

individual approach to resolving disabling forces (Rioux, 1997).

When | first started working in this program, we were more closely aligned
with the individual pat hol ogy approach, i
system, 0 as | s ai dtillstreggle to ehallengd thistthinking,lwe w e
are much more closely aligned with the social pathology approaches at present-
with the critical disability model introduced in the conclusion. We see the
significance in research that addresses societal, cultural and other political forces
that negatively impact folks with disabilities in contrast to research that measures
strategies for fAtreat me rrviroomemRa apea@achah t hat
Rioux conceptualizes it, demonstrates how failure to accommodate difference
Aexacerbates the iRopalO97sp.105). Thisimpaxthsi | i ty. o (
addressed by ensuring that individuals are able to self-direct their own services
and by attempting to prevent the disabling conditions through the elimination of

Asocial, economic and physical barrierso (
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Social Pathology
(structure)

Environment
Approach

Human Rights
Approach

Prevention through Treatment through Prevention through
Treatment through o " . . -
eliminatin of social, reformulation of recognition of

increased indiv. - -
econ . and physical econ., cosialand

condition of disability
as inherent to society

control of services . e -
barriers political policy

Figure 8. Social Formulations and Treatment of Disability
(Rioux, 1997, p.104)
This approach resonates with our program as we work with students who are
learning to self-direct and identify and strategize around barriers, and with its
emphasis on self-determination, this research study itself could be classified as

the environmental approach.

Our research also reflects qualities associated with the rights-based
approach, which | ooks beyond Aparticul ar e
systemic factors that keep certain peoplefrom parti ci pating as equaéa
(Rioux, 1997, p. 106). Like this approach, our program and research philosophy
asserts that people with disabilities repr
sensory and motor abilityo a(pdO6)aRescarchal ued
in this arena focuses on public policy that centers equality and the right to access

supports and services that allow for self-determination (p. 106). We do significant
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work in this area, and | would argue that there is a gap in the research regarding

scholarship about how PSE programs are impacting local and national policy.

Rioux (1997) goes on to say that there is nothing inherently wrong with
any of the approaches described here, including the medical approach. The
danger, he says, lies on relying on any one perspective (p. 106) . He makes a
good point when he says that for those who reinforce the social model, it is still
crucial to understand the forces that drive research from the bio-medical
per spect i v e, -cossenative eemoniicragenda, utilitarianism, culture
of objectivity and pa®) Hagoeesenrosay( Ri oux, 199

In times like the present, when social policy is driven by economic neo-

conservatism (Drache, 1995), funding is much more likely to be allocated

to research that reinforces cost-savings. Another line of inquiry supported
in the reductionism of the new economic environment is on research in
ways to eliminate individual differences that cause inefficiencies and
dysfunctions in the global economic system as it is presently constituted.

Comparatively few resources are invested in how to reorganize

economies to integrate human differences, to empower marginilazed

groups and to ensure civic inequalities (Bowles & Gintis, 1986). In a neo-

conservative economic policy climate, researchers are pressured to look
for cost-savings. (p. 107)

In a society whose economic and social well-being is believed to be reliant
on the premise of utilitarianism, or the responsibility to ensure that scarce
resourcesgot o t hose who fAbenefit the most, 0 obj
that drives the research agenda (p. 108). The resulting focus on empiricism

and/ or positivism has | ed to a suspicion o
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approaches o0 R108) anxl coaditigns wheré fact is valued more
highly than the judgment of advocate. Oliver (1992) states the following,
Up until now, there is no doubt that social research has been dominated
by positivismé These assumptiothat consi s
the social world can be studied in the same way as the natural world- that
there is a unity of method between the natural and social sciences; that
the study of the social world can be value-free; that, ultimately
explanations of a causal nature can be provided; and that the knowledge
obtained from such research is independent of the assumptions
underpinning it and the methods used to obtain it (Oliver, 1992, p. 106).
He echoes Rioux6s concern about this fiposi

hierarchicals oci al structuredo that gives elites t

agenda for disability research (p.102).

UPIAS has challenged the bias of these small groups of elites who, they
say, have been more concerned with the effects of disability, rather than the
actual cause, limitations that have been imposed by society (p.5). The funding of
research and policy that is dependent on determining degrees of disability results
in a situation where disabled people have
presenting disability as their main asset (p.17). This bias, according to the union,
Aunderl ines the i mperative needo for disab
experts and to regain faut hor i5.Qorbetver t hei
(1998) asserts that the opinions of professionals have long been listened to with
more attention than the voices of disabled people, who are viewed as

Ai nadequate because of personal deficits, o
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speak of empowerment mean on their terms and using their own perceptions of
what i1 s appropriateo (p. 54). As Oliver (1
opportunity for disabled people to challenge the oppression that they experience
on a daily basis, and for the experts to join them as they refrain from using their

skills and expertise in ways that. Adisabl e

Oliver (1992) highlights the words of Patti Lather as he goes on to call for
a Anewer paradigm (critical i nquiry/ emanci
view of knowledge (theory), o that focuses on
progressive social groupso (p.107). ATo be
the world, 0o theory, as Leadedmondognttia,t es, has
informing, and grounded inthecir cumst ances of everyday | if e
p.262, cited by Oliver, p.107). Emancipatory research, according to Oliver, is
about people empowering themselves, confronting social oppression, and the
role that research can have in that process (Oliver, 1992). He says,

This does mean that the social relations of research production do have to

be fundamentally changed; researchers have to learn how to put their

knowledge and skills at the disposal of their research subjects, for them to

use in whatever ways they choose. The task for emancipatory research is

not, as is sometimes implied, to help the researched to understand

themselves better, but to develop its own understanding of the lived

experiences of these very subjects, (Oliver, 192, p. 111).
In an environment where the bio-medical approach to disability research

influences disability policy and practice (Rioux, 1997,p.1 0 3 ) , Ol'iverb6s c

emancipatory research is unfortunately not the predominant one. In accord with
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Oliver (1992) and scholars like Grigal and Hart (2010), whose work has
illustrated that students with ID are essentially invisible when it comes to
research efforts regarding disabled students, | see this study as an important

opportunity to claim space within disability research and scholarship.

Emancipatory Research Methods
Within the DSE tradition, research is generally approached from an
emancipatory standpoint, both in a broad sense to mean a number of methods

that assume that people with disabilities are the experts on their lives and the

experience of living with a disability, as
soci al researcho that has roots within the
facilitation of fAa politics ofsiomdie possi bl
whatever | evel it occurso (Oliver, 1992 as

From this tradition, emancipatory research has been envisioned as a way
to combat the divide between Athe research
(2012) has said. There is a focus here on leadership and involvement in the

research process by the group in whose interest research is being put into action

(Gabel, 2009, p.9) as well as the acknowl e
intelligibilitieso cr eetoforelbeendapeleddasudent s who
marginal or deviant (Erevelles, 2009, p. 7 0 ) . 't i s wultimately cor

participation in society where the work toward social change is led by those who
are, themselves, oppressedo ( p dingghe. Once a

emancipatory possibilities that these studies promise, the voices of disabled
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students as oppositional subjects/agents have remained conspicuously absent in

this diverse array of counter-narratives (Erevelles, 2009 p.70).

In the mid-8 0 6 s , a mdmlse hol ars began to
met hodol ogy frameworkso to address t
paralleling participatory work being done by other critical theorists, women
scholars and writers of color (Stevenson, 2010). In 1991, an emancipatory
disability framework was outlined by Oliver Barnes, including the following core
principles: control of the research process, accountability to disabled
researchers, practical outcomes, support of the social model of disability,
methodological rigor, decision making in design, and the valuing of lived
experience (Stevenson, 2010). Similar principles have been identified by Whaley
Hammell (2007), who provides insight in to the occupational therapy perspective,
with the addition of points related to respect, reflexivity and the centering of

priorities of disabled scholars (p. 367).

As definitions of emancipatory research paradigms are discussed in the
following section, it is helpful to keep the frameworks provided by Barnes and
Hammell in mind. The principles that they have recommended for the research
community were certainly an integral part of decision making regarding what was
going to be the best methodological match for this study. | argue that these
frameworks, in concert with black feminist thought, black disability studies and
feminist disability studies, provided a clear methodological pathway that led me
to community engaged research (CER).
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CER is one of several methods that fall
along with emancipatory research (ER), action research (AR), participatory
research (PR), and participatory action research (PAR). Although they are
presented here separately, they are not always thought of discretely, and are
often claimed interchangeably amongst scholars (Flicker, et al, 2007; Lykes &
Coquillon, 2006, Smith et al., 2010). Looking at them separately however, helps
to illustrate some of the different ways in which emancipatory research can be
approached and how community engaged research emerges as the best match

for this particular study.

Action research (AR) and Participatory Research (PR) are approaches
that value the democratic process as a central element for research methods
(Lykes & Coquillon, 2006). AR is most associated with the improvement of the
Aprefess, O wor ker productivity and satisf
mixing theory and practice in educational settings (Stoecker, 2003, p. 37), and
PAR is characterized by Athe centrality
and the necessityofc hangi ng structureso (Comstock &
Stoecker, 2003, p. 37). There is also an aim to ensure that people are involved
as fAmore than just subjectsd and are in fa
(Watson, 2012, p. 97). AR differs from PR in that it does not focus on
chall enging the fAstructur al antagoni smo th

participatory research, it emphasizes collaboration within the status quo.
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Participatory action research (PAR), which brings together the praxis
elements of action research and the participatory philosophy, is an approach that
has been widely used with people with disabilities. Fundamental to PAR are the
following elements:
First, that conventional research relationships, whereby the researcher is
the Oexpertdé and the researched merely
inequitable; secondly, that people have the right to be consulted about and
involved in research which is concerned with issues affecting their lives;
and thirdly, that the quality and relevance of research is improved when
disabled people [sic] are closely involved in the process. (Stalker, 1998 as
cited by Watson, 2012, p. 97)
Central to the core of PAR is the idea of co-research that results in the
devel opment oftiMasintiscal aenemgst members of

back and forth between NHneducati on, refl ect

action over a period of montils. or yearso (

Community Engaged Research

(CER), also known as community-based research (CBR) is an approach
t hat can be described as a marriage bet wee
devel opment o and Aknowledge generation to
et al., 2007, p. 240). | t i csatiombetmeenh odol ogy
trained researchers and community members in the design and implementation
of research projects aimed at meeting community-i dent i fi ed needso (S
2000, p. 85), a connection between university and communities. Stakeholders

areideallyinvol ved in every step of the process,
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guestion to formulating action proposal s t
(Strand, 2000, p. 85).

The definition of community-engaged research that speaks most
significantlytomeisRandy Stoeckerdés (2003) descripti
pl aces fAresearcher resomoacts commhei hywnme ml
to control the research process (p. 36). In this framing, social issues as

understood by the community, are used to define the project and related

theories, Aundermining the power structure
knowl edge production in the hands of <crede
radical of incarnations, effectihaengCBR wi l
t hat I mpact fAgovernment policy, economic p

Berman (2008) connects community engaged and arts based research

approaches and describes them as a way to
competitive, power driven, conflict-ridden organisational processes of the

academy toward more consensual and coopera

phenomena (p. 519).

Each of these models of research described here share common goals of
challenging ideas of neutrality and objectivity in research, the generation of
knowledge that is of genuine interest to all co-researchers, collective processes
of Ainquiry that expose ideological, pol it
permeating systems of inequabk®BtAthbughlLy kes &

these are Aworthy aimso as Nick Watson (20
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di fficulties that arise with these forms o
scope makes the translation of such ideal s
and that within the field of disability studies, people with disabilities have not truly

been consulted in the development of research priorities. (Watson, p. 98).

As Swain and French (1998) assert, within the educational context, we
must actively seekthe fivoi ceso of disabled schol ars t
Aparticipat-magi ng deatswohl have a real i m
There is a history of this engagement, or lack of engagement in disability politics,
that requires us to ask a number of questions of ourselves, highlighted here by

Swain and French (1998),

1. Who is this work for?

2. What right to | have to undertake this work?

3. What responsibilities arise from the privileges | have as a result of
my social position?

4. How can | use my knowledge and skills to challenge the forms of
oppression disabled people experience?

5. Does my writing and speaking reproduce a system of domination or
challenge that system?

6. Have | shown respect to disabled people | have worked with? (p.
34)

| believe that these questions provide a great road map for those of us who are
ready to take action to see that our communities are inclusive, and they have

been a guide for me in this research.
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As Barnes (1991) says, inclusion as an
disablement and is applicable to researchers working with all forms of
mar ginalized and oppressed groupso (Swain
reference to intersectionality resonates with me as an activist and scholar, and |
think should be an integral partofany PSE pr ogr amdés agenda. Il ha
a presentation, and have had many a conversation with other professionals and
students with ID, and can count on my hands how many times intersectionality
has come to the fore. This is significant area that requires attention from those of

us in the PSE world.

The most predominant goal of postsecondary education (PSE) programs
serving individuals with intellectual and developmental disabilities (ID/DD) is to
empower students in the academic process, as well as to provide opportunities
for self-advocacy and self-determination. As these students are learning these
skills through their academic programs, empowering them to be fully contributing
members of the research team that seeks to understand their experience in the
progr am and encourages them to maintain and
and decision-ma ki ngo only makes philosophical and

French, p. 31).

This is what makes postsecondary programs like my own such valuable
sites for community engaged research efforts. Walmsley (2004) challenges us to
|l isten to the voices of disabled fol ks and
ways, drop Jjargon, reject Orejecting resea
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the disposal of people with learning difficulties so that they might take their

rightful pl ace i n c¢har g6b) Studentrdsearchesswithar c h a
ID who help make decisions about research design, who analyze and interpret

data and who help determine how research will be used and reported answer

that challenge.

Understanding the history of positivism within educational, and particularly
within special education research activities greatly impacts the ways in which |
am called to do research within the educational field. My epistemological
viewpoint resonates with research methods that allow for collectivity, self-
definition and which have regard for perspectives/lived experiences of
marginalized stakeholders. Research that collaborates between multiple
membersof communit y, fAvali dates multiple sources c
goal of social change (Stoecker, 2003, p. 35). Community engaged research
(CER) is the approach that I think best reflects the frameworks that influence my

research position as well as our program philosophy.

When emancipatory, community engaged research is valued and
implemented in PSE settings, there should be agreement that the voice of the
student must remain at the center and the forefront of research efforts. Given the
location of PSE programs, within the higher education environment, collaboration
amongst a number of stakeholders, including faculty, students, and community
members also becomes necessary. For this reason community engaged

research is also an ideal method for PSE research, because even as it centers
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student voice, it also acknowledges the impact of the community from which

those students must operate.

Within this community engaged approach, which holds such great
potential for developing inclusive processes, | think that it is important to return to
Erevell esd concern about the uncertainty o
who may communicate in a broad number of ways and levels of skill. It is here
that arts-based research (ABR) methods can effectively come into play. Through
the use of drama, art, music, writing, etc.
emotional level with the audience, engaging them in an interpretive process
which promotes dialoguedo (Fenge, Hodges an
connecti ons Afaecnictoyuor aagneo ncgapc ommuni ty member s
register the range of emotional responses towardsequali t y and diversity

etal, p. 579)

Arts Based Research

This 50 year tradition, according to Valle (2015), provides scholars with a
way of movingbeyond traditi onal model s of schol ars
deepening the qualitative research paradigm through its expermentation with
varied representational met hods (Val e, 201
fdescribe and understand the reasons and meanings that influenced social
activity, rather than to explain, predict, and control behavior by means of random

selection, comparison groups, and instrume
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3). Artistic or aesthetic iindgeuaisr ya nidf ocesmoetri so
by Agrasping meanings that already exi st i
through the engagemeditedi ng pPpwhasloa-6){ Al @kiam
This engagement encourages a more embodied interaction with research data.

As Gergen and Gergen (2011) exampl e, ATl
communicating about the nature of prejudic
oneds audience than a graphic or statistic
Fenge, Hodges & Cultts, p. 2). Artisticpr act i ces can fAhel p member
organizations remember the emotional quality of lived experience that could not
be expressed in their organizational rol es
affirms that using artistic processes through arts-b a s e d r ecanenmveash
closer to realizing the kind of social <c¢cha
that the artistic process, the Aactual ma k
different forms of the arts, as a primary way of understanding and examining
experience by both researchers and the peorg

(Knowles & Cole, 2008, p. 29).

Hanan Al exander (2016) contends that ft
of social events in symbolic language, behaviors, sounds and artifacts,0 i n
essence, creating a form of aesthetic inquiry where the researchers/artists
Acreate virtual experiences in | anguage, s
grasp what they perceive directly, through

When combined with a community engaged approach, there is potential to
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counter the @ compmeconflitt-riddemn prgapizatoeat prodessesv e
of the academy toward more consensual and
(Berman, 2008, p. 519). Here, | think Berman encapsulates the logic for

combining community-engaged and arts-based methods, describing a process

that i n a sense fAdemocratizesoO research. B
engaged research involving the arts is a w
reflecion and theorizing to actiono (p. 526).

In this move from theory to action, arts-based methods can be very
effective in encouraging young fol k and st
communities that might otherwi selgeb& i nacce
Cutts, p. 3). For students/researchers who communicate in different ways,
poetry is one way to present the essences of who they are and/or what they think
about an issue or question. More importantly, it provides a method of
engagement awhiewrge ifismeunl i mited and everybody

2004, p. 636), honoring a multiplicity of voices and experiences.

Poetic Inquiry

|l f, as Critchley (2005) has said, poetr
use of poetic data analysis is a logical approach to capture meaning and
represent that reality by reflecting the i
expressed, and the rhythm of speakingo of

p. 250). The use of poetic form gives shape to the uniqueness of student voices
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in ways that prose cannot, and although th

is a combination of the researcher and researched, this singular activity is still

subsequently able to highlight a more nuanced voice of the student (Glesne,

2011). As this type of analysis is used to connect data to larger themes, the

coll aborative process helps to create a dd

ocommunitydé of experienceo (Mears, 2009, p
| contend that poetry as an alternative method of scholarly expression,

and its efficacy in distilling the essence of ideas in combination with a community

engaged, collective approach that I egiti mi

disabilities as scholarly sources of valued knowledge (Couser, 2009) is an

effective way of Agenerating, analyzing, a
coll aboration with the people we engage in
program, the abil i tregveabnf), sgif-ooadtructing formofbe a fse

dscoveryo resonates with what we hope to se

(Brady, 2004).

| see the use of poetic inquiry as a critical approach to disability studies in
education that is inclusive in the most plural sense of the word, that pushes
against institutional barriers that oppress, and that offers a counter-narrative to
conventional, hegemonic frameworks within higher education. Connor, Gabel,
Gall agher, and Morton (2008) argue much th

may be seen as a counter-narrative to the prevailing and intertwined hegemonic
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discourses of normalcy, deficiency, and efficiency operating in (special)

educationo (cited by Morton, 2015 p. 198) .

CER thatinvolvesartssb ased met hods is Aideally sui
imagination, collaborati on and schol arshipo and fchall e
of what <constit ut e sb26)and & dlesseiBiber &énB Riatetlia n , p .
(2012) argue, NnNresearchers working with wvu
required to find innovative waystodothewor k of t r ab08)lTag i ono ( p.
coming together of CER and poetic inquiry provides researchers with an inclusive
approach and tools that support unruly/marginalized groups in naming
t hemsel ves, speaking for themsel wles and pa
interaction, a situation in which we can construct an understanding of the world

that is sensitive to differenceo(Harstock, 1993, p. 545).

Inclusive Research

Just as there are multiple ways of framing and defining
emancipatory/participatory/community engaged research methods, there are a
number of ways to conceptualize approaches to inclusive research (Bigby,
Frawley Ramcharan, 2014; Walmsley & Johnson, 2003; Turk, et al, 2012;
Brooks & Davies, 2008; Chappell, 2000; Atksinson, 2005; Ward & Simmons,
1998; Chapman & McNulty, 2004). Bigby, Frawley Ramcharan (2014) point to a
number of these scholars in their comprehensive review of peer reviewed

literature on inclusive research. They highlight three main approaches to
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inclusive research that have been identified: an advisory approach, a people led
approach, and a collaborative group approach.
The advisory approach mainly involves people with disabilities in setting
research priorities and design, but lack of control in the other facets of the
research process has led to concerns about tokenism (Bigby, Frawley
Ramcharan, 2014). According to Bigby et al., the most common people led
approaches are emancipatory, participatory and action research which aim to
Agive control t o peoilyltoanitiate, iedd and execeté therc t u a |
own research about issues that are importa
Ramcharan, 2014). Concerns with this approach include support that is required

from non-disabled allies as well as issues regarding rigor.

Chapman (2005) calls for nondisabled researchers to commit to
reflexitivity to ensure that they Ado not
facilitative rather than | eadeSB)sithi p rol eso
struggled with this over the course of this research process, both because of my
role in the organization and because of my role as a PhD student and lead
researcher. | checked in with my co-researchers at every stage, and adjusted my
own activities based on their feedback. There were times when | had to let go of
my own expectations when they did not align with those of the research circle.

From what | observed and experienced, circle members were as engaged in the

process as they wanted to be, and were offered multiple opportunities to
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participate. | engaged in all of these strategies in an effort to ameliorate concerns

|l i ke Chapmandéds, and to foster a true sense

Bigby, Frawley Ramcharan (2014) define collaborative group approaches
as those that acodabadiagoas it whiehrpsople witls anewithout
disabilities who work together have both shared and distinct purposes which are
given similar attention and make &.ontribut
When done correctly, this approachisidealint hat it mai ntains the
authenticityo of contributions made by res
because it requires a significant output of resources (Bigby, Frawley

Ramcharan, 2014).

The community engaged approach that we have undertaken with this
research is best described by the third, group centered approach. This approach
requires fAdemonstrable indicators of inclu
guestions, design, and implementation (Bigby, Frawley Ramcharan, 2014).
Chapter 5, the methodology chapter outlines how our research team worked
collaboratively together in each of these areas. The chapter is presented in a
journal format that unfolds the process in chronological order, with the goal of
inviting readers into our community, so that they can experience our process as it

developed.

Before the methods chapter however, | felt it essential to provide a chapter

that summarizes important concepts and theoretical approaches that have been
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presented in the first chapters, in a way that is more accessible to a wider variety
of readers. People with ID have clearly communicated that they find much of the
scholarship and research about them to be presented in inaccessible formats. If |
am going to lay claim to a positionality that emphasizes the direct involvement of
folks with ID in the research process, then | have a responsibility to present that
research in a way that the very folks that | am writing about can access. Chapter
4, the visual chapter represents a multimodal approach to discussing the
complex ideas that anchor my position and this research, through the use of an
infographic format with elements of graphic novel style. Methods for this

research study follows in chapter 5.
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CHAPTER IV
GRAPHIC GUIDE TO THIS DISSERTATION

This chapter is designed to give an
overview of the major concepts at the

foundation of this research. Each page
stands alone, but together, they should
giv e the reader an understanding of my
positionality and the theories/concepts
that guide this work.
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