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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 ñvisionary pragmatismò in the words of Patricia Hill Collins (1996) 

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

with ñunruly body/mindsò must use to navigate the world on their own terms.    

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 I 

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 
college. There is not one right way to do it. A studentôs experience will 
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 I think about the history of education in the United States I 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 
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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 

engaging these ñunruly bodies and mindsò in classrooms in all settings, and 

ensuring access to opportunities to explore, define, and redefine themselves in 

the university setting like their matriculating peers . I have borrowed this term 

ñunrulyò from the work of Nirmala Erevelles (2000), who rejects the Foucauldian 

concept of body as something that is ñdocileé that may be transformed and 

improvedò (p. 25) and embraces the concept of body as actively able.  This 

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 I 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, I 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, I 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 
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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).   

I am in agreement with Siebers (2008) who frames disability as a positive 

identity, that insists ñon the pertinence of disability to the human condition, on the 

value of disability as a form of diversity, and on the power of disability as a critical 

concept for thinking about human identity in generalò (p. 3). The goal of this 

dissertation, as I 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 the idea that ñability is the ideological baseline by which 

humanness is determined,ò and where it is determined that ñthe lesser the ability, 

the lesser the human beingò (Siebers, 2008, p. 318).  

In my ten years as the academic director for a four year certificate 

program for college students with intellectual disabilities, I 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. I offer the following two 

vignettes to further encapsulate my ñwhyò for doing this doctoral research. 
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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 

list was peppered with ñaffirmingò words here and there, but by far the majority of 

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 

disability community in the 70ôs, nothing about us without us (Upias, 1972).   
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Figure 1. Word Cloud Generated by ñProfessionalsò 

 
 

I 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 

question: 

 

 

 
Figure 2. Student Generated Word Cloud 
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Gregôs cloud (figure 2) is much more in line with what students in our program 

have described as outcomes that they are looking for in college. I 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 
that people get learning disabled peopleôs point of view. Instead of 
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 feel like, about what itôs like for people who are learning disabled, what 
itôs like to get to get bullied time and time againé Things have changed; 
the world has turned now. Itôs time to stop it always being the 
professionals doing everything. We want people to listen to us; listen to us 
and learn from us. Weôve seen tons and tons of reports about learning 
disability and theyôve all been done by people from organizations like BILD 
(British Institution of Learning Disabilities). Thereôs lots of articles too, but 
most of the articles are written by professionals who think they know all 
about learning disability and itôs time they included what weôve got to say 
and what other learning disabled people have got to say, not just the 
professionalsô and expertsô views. Other disabled people are doing 
research and writing as well-- thatôs good, but only if they donôt use big 
words. Thereôs a lot of disabled writers and researchers like Mike Higgins 
from BCODP (British Council of Disabled People) and Mike Oliver but 
thereôs not a lot of writing from learning disabled people (Docherty et al., 
2006, p.433) 

 
 

 I 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. 
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Vignette 2- Presuming Competence 

ñDanialò just graduated from UNCG with a certificate in Integrative 

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 say, as a ñthinking, feeling person who is 

capableò (p.73). Grigal and Hart (2010) speak to the significance of access to 

college in this process when they say, ñThe purpose of exposing students with 

intellectual disabilities to PSE is to provide them, for perhaps the first time in their 
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lives, the expectation that they CAN learn after leaving high school and the 

opportunity to CHOOSE to learnò (p. xv). 

In a recent article, Greg said very much the same thing when asked about 

why college was important to him, ñA lot of people donôt give us a chanceò he 

said, but UNCG and this program, ñthey actually believe we can do somethingò 

(Hibbard, 2016). In Biklenôs (2005) collection of narratives by young people with 

autism, self-advocate Richard Attfield says, ñIn all my years at school I had not 

before felt as if I was part of some bigger perspective, as if what I thought was of 

significance. I was given recognition for my ability at college, not penalized for 

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

like this poem below, provide a counterpoint to the story of Danialôs journey, 

 

People say, óyou canôtô all the time. 

You canôt get a job. 

You canôt get married. 

You canôt have a baby. 

You canôt have your own house. 

You canôt go out unless youôre with someone else. 

You canôt get on a university course. 

You canôt have a normal life. 

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 making a call for the ñpresumption of 

competence,ò a foundational concept for this research.  

Before moving forward, I think it important to highlight a number of other 

concepts that undergird my position and this work. The next section will clarify 
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concepts for the reader, including unrestricted imagination, postsecondary 

education, models of disability, inclusion, and disability ñnamingò, before I delve 

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 

MacIntyre (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 

ñunrestricted imaginationò which is ñnecessary to move beyond the constrained 

and impoverished view of disability held by many in our societyò (p. x). He 

asserts that inadequate education has denied students with disabilities the right 

to óimagine alternative possibilitiesò (MacIntyre, 1999, p. 75). 

I have found MacIntyreôs concepts of unrestricted imagination and 

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 ñclaim space, voice and power to disrupt the normative ideals of the 

social world that has historically ignored themò (Erevelles, 2009,  p.71), and the 

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 
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and unrestrict the collective imagination related to disability (Grigal, Hart & Weir, 

2012).   In that vein, I 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 

Institutions of Higher Education (IHEôs) to open their doors to students with 

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 ñfully inclusiveò as the ideal, ñhybridò as the next most 

acceptable structure, and ñsegregatedò as the least desirable option (Grigal & 

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

 

The term ñcomprehensive transition and 

postsecondary program for students with 

intellectual disabilitiesò means a degree, 

certificate, or non-degree program that isð  

The term ñstudent with an intellectual 

disabilityò means a student:  

Å offered by an institution of higher education; 

Å designed to support students with [intellectual 

disabilities] who are seeking to continue 

academic, career and technical, and 

independent living instruction at an IHE in order 

to prepare for gainful employment;  

Å includes an advising and curriculum structure; 

and  

Å requires students with intellectual disabilities 

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

as determined  

Å by the institution, with such participation 

focusing on academic components.  

Å with mental retardation or a 

cognitive impairment, characterized 

by significant limitations in 

intellectual 

Å with mental retardation or a 

cognitive impairment, characterized 

by significant limitations in 

intellectual and cognitive functioning; 

and adaptive behavior as expressed 

in conceptual, social, and practical 

adaptive skills; and  

Å who is currently, or was formerly, 

eligible for a free appropriate public 

education (FAPE) under the 

Individuals with Disabilities 

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.   
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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 

righting. In the 1970ôs disabled scholars and activists began to aggressively 

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 social model of disability places emphasis on societyôs complicity in 

creating ñphysical and attitudinal barriersò that disable people ñwith various 

impairments and prevent them from exercising their rights and fully integrating 

into societyò (Kanter, p.10). The impairment is not 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 
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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 ñcritical and postmodernò focus that stresses the way that 

ñstatutory, regulatory, and political processesò impact disability identity, rather 

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, which affirms the ñbasic human rights of 

all people with disabilitiesò is unique to other models in its insistence on the right 

to legal capacity, including folks with intellectual disabilities. This approach 

demands that people with disabilities be respected and valued as ñsubjects of 

their own livesò who hold the same rights as 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 programôs philosophy. 
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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 ñdisabledò to describe themselves. This a very 

purposeful reclamation, that is tied to the ways in which disability studies claims 

affinity with the social model,  defining disability ñnot as an individual defect but 

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 

as stated before, ñdefines disability as an individual defect lodged in the person, 

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 

ñunnecessary and violent exclusionò of folks with disabilities from society (Upias, 

1972, p.6) is particularly important to those disabled scholars and activists who 

want to be sure that efforts are directed ñnot at the cause of our oppression, but 

instead at one of the symptomsò (p. 4). Language that avoids the tendency to 

concentrate on the ñassessment of the individualò and that seeks ñremedy in the 

opposite direction from the social causeò is a crucial element of advocacy that 

does not ñdivert attention from the real problemsò of disability (p. 13). For these 

reasons, the term disabled is preferred by many scholars who resonate with the 

social model of disability. 
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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 

ñperson-first language,ò which ñrespectfully puts the person before the disabilityò 

making the point that ña person with a disability is more like people without 

disabilities than differentò (Snow, 2001, n.p.).  This approach is a response to 

language that dehumanizes and centers the deficit/condition to a personôs 

identity. Proponents of person first language use ñperson withò as descriptors, 

and the disability is presented as an adjective like any other personal 

characteristic, not as a central identity component.  

This is a reflection of the rights-based, US mantra that ñpeople are 

people,ò a philosophical call for acknowledgment that has been a large part of my 

lens since I first began working in the field. I think that it is important to note, that 

although American scholars have a history of critiquing the medical model, the 

emphasis on the phrase ñwith diagnosis/disability/disorderò is still a reflection of a 

more medicalized/diagnostic approach to naming identity.  I struggle with this 

within my own critical positionality, but I also respect that person first language 

has been claimed as the preferred approach by the students with whom I work 

and research. In an effort to honor both of these important perspectives, I will use 

the term disabled when discussing scholarship by those who represent the UK 

tradition, and ñperson or student with disabilityò as I reference American 

scholarship including our own.  
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Terms- Inclusive Research 

Another term that is central to this work, and which I think is important to 

clarify, is inclusive research. This is a term that has come into popularity as a 

descriptive way ñto shorthand the various strands of research in which people 

with learning difficulties have been involved as active participants (Walmsley, 

2001), including participatory and emancipatory research (Walmsley, 2004). As I 

believe that many will consider this research to be inclusive, I think that is 

important to be clear about how I use the term here. 

Inclusive research is a term that I 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 ñthat we researchers in learning 

disability are more influenced by a crude interpretation of normalization than we 

care to admit, an interpretation which attempts to deny differenceò (p. 67).  This is 

echoed by Harbour (2013), who highlights that push to ñincludeò individuals from 

an oppressed group into the ñnormativeò population reinforces the status quo. 

Inclusive research promotes the polarization of non-disabled and disabled 

researchers where the idea of the expert is perpetuated (Walmsley, 2004). As I 

have come to be influenced by activists and other critical scholars with and 

without disabilities with similar ideas, I have also begun to ñtroubleò the term. I 

recognize however, that the students with whom I 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, I choose to use the same term and connect with that 

research tradition even, as I question the language. Having provided a 

background of this foundational term and those before it, I 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 I conducted in 

2014 that ñgrew out of an assignment for a research methods class where, 

initially, there was a desire to utilize critical, ethnographic research methods to 

explore the perspectives of college students with intellectual disabilities (ID)ò 

(Harrington & Brown, 2015). I 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 
ñemancipating the oppressed and improving the human conditionò 
(Lincoln, Lynham & Guba, 2011, p.114), informed our research activities, 
and encouraged us to explore participatory methods where ñknowledge is 
founded in transformationò (Lincoln, Lynham & Guba, 2011, p.114) and 
where that ñtransformation is based on democratic participation between 
researcher and subjectò (Lincoln, Lynham & Guba, 2011, p.102). Having 
experienced our own personal transformation and ñsearches for truthò 
through spoken word and advocacy, we were particularly drawn to 
research techniques that create opportunities for all participants to do the 
sameðto those techniques that ñsupport social transformation and 
revolutionò (Lincoln, Lynham & Guba, 2011, p.106). This belief in the 
impact of social structures like ñfreedom and oppression, power and 
controlò also drove our research efforts towards the production of 
knowledge that can ñchange existing oppressive structures and remove 
oppression through empowermentò (Lincoln, Lynham & Guba, 2011, 
p.103). 
 
We believe that we are our own experts in our life experiences, and that 
we must not give someone else power over our ñstory.ò This perspective is 
a prime example of why Kathy Hytten says that ñthe alliance between 
critical theory and qualitative research is problematic and uneasyò (Hytten, 
2004, p.95).  How do we, as researchers, ensure that we are not claiming 
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authority over the ñstoriesò of our research participants and partners? How 
do we structure research so that it helps to ñilluminate how theory informs 
lived experienceò and respects the narratives/voices of those being 
researched (Hytten, 2004, p. 95)? These were critical questions that we 
wanted to explore through this collaboration. 

 
 

I 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 I have had with co-production of 

knowledge and my own poetic sensibility greatly impact my own approach to 

scholarship. In the same vein, I 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 

I know suffocation 

family system expectations 

of blind obedience 
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and quiet suffering 

woman born 

to black mother and white father 

I 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 

I 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 I question everything 

made life 
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uncomfortable 

but out of that discomfort 

grew a critical viewpoint 

that became my anchor 

even when I didnôt have the language 

to define it 

as critical 

even in finding my own personhood 

beyond her influence 

I could still hear her voice in my ear 

see her thoughts on the pages of the books I read 

even as I 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 countryôs cultural, political and social scaffolding 

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 I find my place 

within the workings of research 

and scholarship 

 
 
At the Intersection- Map of a Dissertation 

I 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 like disability studies (theory). Within each ñcircleò there are a 

number of concepts that inform this study. I will introduce them briefly here, and 

then will explore them each more deeply in the following chapters.
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Figure 3. Visual Overview of CER Study. 
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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 ñreal, lived experiencesò  of folks with disabilities and/or that 

ñnaming the different models is less important than the critical viewpoint they 

espouse,ò I  would argue that Kanterôs (2014) compelling stratification of disability 

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 I believe they are in our program, the result is a more critical take 

on disability studies. For the purposes of this research, I 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 in their ñdefiningò of a critical viewpoint, but I do think that there is 

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 

 
 
 
It embraces critical pedagogical practices that challenge ableist systems and 

ñnormative educational contextsò that are often ñdesigned by and for able-bodied 

personsò(Goodley, 2007, p. 318), and as such, like the critical disability model, I 

consider it to be part of a larger umbrella of Critical Disability Studies (CDS).  

Critical disability theory/studies that values the ñvariety of traditions within critical 

pedagogyò that share the ñbroad objectiveò to, as McLaren (2003) has said, 

ñempower the powerless and transform existing social inequalities and injustices 

(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 

Elements of Critical Disablity Model

(based on Kanter, 2014)

ωdisability acknowledged as part of human experience (social model)

ωsociety "disables", not impairment (social model)

ωimpairment does not define person's value and abilities (social model)

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

ωdisabilty should be examined through cultural lens (cultural model)

ωpeople with disabilties have the same rights as everyone else (human rights 
model)

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

ωpeople with disabilities are "subjects of their own lives" (human rights model)
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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 ñacting as the primary causal agent in oneôs life and making 

choices and decision regarding oneôs quality of life free from undue external 

influence or interferenceò (p. 741).  

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 students with disabilities, and that those that do ñremain 

unclear about the reasons for successful outcomesò (Jameson, p. 27).  I agree 
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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, I 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, I 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). I 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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Figure 5. Research Component of Study Overview. 

 
 
Snapshot- Research 
 

I 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 ñemancipatoryò in nature,  and has been used 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 
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disability, as well as a more specific  method of ñcritical social researchò that has 

roots within the feminist tradition and focuses on the facilitation of  ña politics of 

the possible by confronting social oppression at whatever level it occursò (Oliver, 

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

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

ñfromò something. When I use it here, I am referring to methodological 

approaches that trouble that passivity and put stakeholder voices and their 

agency ñtoò at the center of the research agenda.  

 Like emancipatory research within the feminist tradition, I argue that 

community engaged work is a way to combat the divide between ñdisabled and 

non-disabled people, the researched and the researcherò (Watson, p. 95). 

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

marriage between the two goals of ñcommunity developmentò and ñknowledge 

generation to achieve social justice endsò (Flicker et al., 2007, p. 240), and it is 

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 

methodology that involves ñcollaboration between trained researchers and 

community members in the design and implementation of research projects 

aimed at meeting community-identified needsò (Strand, 2000, p. 85). 

Stakeholders are ideally involved in every step of the process, ñfrom identifying 

the research question to formulating action proposals that derive from the 
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research resultsò (Strand, 2000, p. 85). bell hooks (1990) encapsulates the 

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

No need to hear your voice when I can talk about you better than you can 
speak about yourself. No need to hear your voice. Only tell me about your 
pain. I want to know your story. And then I 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, I rewrite myself anew. I am still author, authority. I am still 
the colonizer, the speaking subject, and you are now the centre of my talkô 
(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 ñinquiry that expose ideological, political, and social 

processes underlying and permeating systems of inequalityò (Lykes & Coquillon, 

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 

qualitative research methodologies with people with multiple or significant 

disabilities, is the difficulty in understanding the social world of someone whose 

ñexperience of concepts and communications is so uncertain for usò (Kathleen 

Weiler, 1988 cited by Erevelles, 2009 p. 70). The response of critical education 

theorists regarding the configuration of ñhuman agencyò, according to Erevelles, 

is that in ñthe face of real physiological differencesò disability is avoided or 

ñarbitrarily addedò to other sociological categories like race, gender and class (p. 

70). It is this point that I 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. 

I think that capturing and valuing multi-modal forms of expression helps to 

address Erevellesô concern about uncertainty. Chapter 2 provides a backdrop of 

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, research that ñrelies upon one or more 

artistic process that may be used in generating, analyzing, and/or presenting 

data that emerges from collaboration with the people we engage in inquiryò (p. 

67).  
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Valle (2015) cites scholars like Elliot Eisner and Sara Lawrence-Light who 

are ñwidely recognizedò for the ways in which they have integrated qualitative 

research and narrative fiction and argues that ABR has earned a scholarly 

reputation for ñbroadening and deepening qualitative researchò in the 40 years 

since its beginnings (p. 68). ñThe points of compatibility between ABR and DSE,ò 

says Valle, ñare evident in a shared commitment to challenge a world; that is to 

bring marginalized voices to the forefront, raise critical awareness, and contribute 

to social changeò (p. 69).  I resonate deeply with this as well as the idea that 

artistic expression is a valuable way for people to show what they know about the 

world, to express their lived experience.  

As a poet, I also gravitate towards poetic inquiry as a way to ñexpand the 

repertoire of techniques used in data representation, analysis, and interpretation 

as we capture the lived experience of our participantsò (Janesick, 2016, p.59). 

Adrienne Rich echoes this when she says that the use of metaphor and poetic 

language allows people to challenge ñapparently self-evident propositionsò about 

society and how it operates, ñnot through ideology,  [but] by its very presence and 

ways of being, its embodiment of states of longing and desire (Rich, cited by 

Scheurer, 2011, p.159). Poetry allows us to ñillumine the surface of things with 

imaginationôs beamò (Critchley, p.179-180) through the unique perspectives that 

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

For the students with whom I work, who have varied communication styles 

and abilities, I also think that poetry is an effective way to ñhearò the uniqueness 
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of individual voices by virtue of capturing the ñessences of whatôs said, the 

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 ñso that professionals can look at itò (p. 434). They 

argue that such scholarship is not ñaccessible to learning disabled peopleò is full 

of ñjargonò that ñkeeps us out,ò and they make a call for information that uses 

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. ñThe more channels students (and writers generally) 

have to select from when composing and exchanging meaning,ò Walters (2010) 

cites, ñthe more resources they have at that their disposal for being successful 

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 because the ñinherent multimodal nature of 

this form, which combines text and image and asks readers to interpret or ñreadò 

other non-linguistic elements such as frames and ñcameraò angles,ò allows for a 

different engagement with the material- is representative of a different ñway of 

knowingò (Hughes & Morrison, 2014, p. 117).   

Graphic novels/formats ñpromote multiple modes of expression or ódual 

pathwaysô that provide more than one entry point to informationò, and my 

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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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, I 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 represent what I refer to as ñcritical advocacy,ò strategies that 

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 practice that ñdoes not directly address the 

needs of victims of oppressionò (Kincheloe, 2008, p. 49). Feminist Disability 

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, I 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 
significanté For example, I am concerned with not only the social 
construction of the individualôs knowledge but also with the individualôs 
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 look at how Kincheloeôs idea of individual 

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 pragmatism, the ñcreative tension (that) links 

visionary thinking and pragmatic action. (p. 188). Visionary thinking according to 

Collins, ñcan be conjured up in the theoretical imagination, yet pragmatic actions 

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) says, the ñsubjects of their own lives.ò  

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, I 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. I 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 II 

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 attending college. Gregôs words are a reflection of 

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 existence since the 1970ôs (Neubert, 

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 push is not a new one as there ñhas 

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 

1980ôs, as the focus of special education shifted to transition and employment, so 

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 literature in the 1990ôs. The literature from these eras, is not as 

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 

ñdescriptions of the characteristics, activities, and or outcomes of studentsò at 

state and national levels, yet ñthe limited information currently available does not 

reflect the vast variation in the array of services providedò (p.11). I am in 

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 Leonhardtôs (2011) NY Times article, Even for cashiers, college pays off, in 

which Leonhardt tells us that 

 
The evidence is overwhelming that college is a better investment for most 
graduates than in the past. A new study even shows that a bachelorôs 
degree pays off for jobs that donôt require one: secretaries, plumbers and 
cashiers. And, beyond money, education seems to make people happier 
and healthieréthe general skills that colleges teach, like discipline and 
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 focus on ñpracticalò gaps in 

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).  

I believe that the practical role that these authors play in providing 

technical assistance and support to PSE programs across the country through 

the NCATC, logically lends itself to a more ñprogram evaluation/developmentò 

approach to PSE research, although they themselves have noted a need for 

ñstakeholderò voice and involvement through more varied qualitative studies, and 

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 I will outline in 

the next section. 

Access and equity are themes common to the bulk of current PSE 

literature reflecting what Hytten and Bettez (2012) describe as ñbroad criteria, 

principles, and constructs for thinking about justice ò(p. 11). Pliner and Johnsonôs 

(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 marked as ñminoritiesò because 
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 

ñtotally reconfiguredò in order to successfully create inclusive learning 

communities for each student, and that educational institutions must meet the 

same challenges that our society as a whole must meet for ñfull integration and 

nothing lessò(p. 105). Although legislation and social activism have opened the 

door for students from diverse backgrounds, higher education continues to 

ñperpetuate ways of being and knowing that disproportionately support and 

rewardé white, able-bodied, heterosexual, Christian malesò (Pliner & Johnson, 

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 

ñhistorically been underrepresented, disempowered, and oppressed within 

educational institutionsò (Pliner & Johnson, 2004, p. 108). This article is 

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

our thinking from ñplacing reactive responsibility on the óotherô to adapt to 

exclusionary structuresò to a ñproactive processò where all educational practices, 

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 Johnsonôs call for inclusive 

educational practices, as he ties the ñdevastating effects of deficit-thinking, where 

teachers, schools and society attribute the lack of student achievement to the 

values, behaviors, and choices of oppressed groups,ò to education as a matter of 

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 the classroom matters for a 
studentôs success, we are in effect standing by and witnessing the 
defunding of communitiesô health, nutrition, housing, employment, 
transportation, etc. We play into the myth that our studentsô current and 
future life situations and opportunities will be significantly different even if 
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we do not work to transform this societyôs inequitable distribution of 
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 ñdemocratically groundedò as Hytten and Bettez (2012) would say, in its 

exploration of the impact of socially just education on citizenship and civic 

engagement. The authors state that the process of moving ñideas and practices 

residing at the margins of debatesò to the center ñof discourseò can impact the 

ways in which ñcritical citizens may be developed in and through higher 

educationò (p. 9). The articleôs emphasis on how ñnormative frameworksò 

empower hegemonic discourses by ñconferring power on certain speaking 

positions and vocabulariesò is a direct reflection of the philosophical/conceptual 

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 I 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 ñlong advocated the importance of students with 

disabilities developing self-advocacy and self-determination skillsò (Garrison-

Wade, 2012, p. 113), and self-determination and theories related to the concept 

are a significant component of current PSE researchðalthough 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 crucial in highlighting ideas like Rocco & Delgadoôs (2011) argument 

that ñpeople with disabilities have unique voices and experiences, the right to 

self-determination, the right to escape the ócommodificationô of the labor and 

disability businessò (p. 7-8).  

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 defines self-determination as ñacting as the primary 

causal agent in oneôs life and making choices and decisions regarding oneôs 
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quality of life free from undue external influence or interferenceò (p. 741).  In this 

same study, Wehmeyer and his colleagues found that self-determination 

contributes to ñenhanced quality of lifeò (LaChapelle et al., 2005). Authors of a 

number of qualitative studies have also come to the conclusion that college 

students with disabilities ñattribute their success  in postsecondary environments 

to learning and practicing self-determined behaviorò (Morningstar, M.E., Frey, 

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 

ñknowing themselvesò well enough to be able to identify realistic goals that reflect 

their personal strengths and weaknesses. In their qualitative study examining the 

life stories of students with ID at a community college, they identified four ñareas 

of practiceò that impact the likelihood that students with ID will develop self-

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 identifies ñability to take riskò as a predictor of self-

determination. This is a key factor in my opinion, that receives limited attentionð

to achieve a genuinely self-determined life, students need a ñreal-life 

environment to develop and practice the skills and the self-advocacy required to 

truly succeed in the world beyond schoolò (Ankeny & Lehmann, 2011, p. 282). 
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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 

disabilities desire access to opportunities to ñbe viewed as a valued memberò of 

their community (p. 55).  Farnham heavily referenced Wehmeyerôs 

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 ñempowerment evaluationò which he 

describes as a process at societal and cultural levels that determines the ñextent 

to which all members of society have a fair chance of pursuing those self-defined 

ends in life that are most fulfilling.ò Farnham ultimately found in her survey of 

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.  
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I 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-determination, that ñwithout 

sensitive, valid, reliable measures, self-determination can easily become a 

concept that is often referenced but devoid of meaningò (p. 154). Although I find 

myself responding, perhaps somewhat predictably, to their use of ñpositivisticò 

language about valid and reliable measures, I do think that there is some merit to 

their concern about the trustworthiness and meaningful production of knowledge. 

         It is for this reason that I think that research like Emily Furgangôs (2012) 

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 perspective to ñholisticallyò frame her study, in examining how 

students developed their identities over the course of one year in college. She 

described the transactional perspective as an approach where ñpeople are 

understood as relating with their environment rather than as separate entities 

acting inside of their environmentsò (Furgang, 2012, p. 4). She was particularly 

interested in how college acts as a time to ñdevelop student and peer identities 

while kindling development of future worker and community participant identitiesò 

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 ñappreciate the various transactions of personal, social, 



53 
 

cultural, and historical factors that shaped the participantôs occupational 

situationsò (p. 4), and hopefully come to see how the exclusivity and elitist beliefs 

of higher education create an attitudinal and institutional bias against students 

with intellectual disabilities. 

Unlike some of the other doctoral studies mentioned here, Furgangôs did a 

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 I 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-reflection and transparency regarding oneôs position as researcher are 

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 I stated before, much more 

ñpracticalò in nature, outlining the history of postsecondary education from 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 development ñboomò in 2008, we saw a related increase in research 

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,  I 

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 
generaléThere is an urgent need for both qualitative and quantitative 
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. I 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, 

ñqualitatively differentò and something to be hidden from the public eye (Carey, 

2009; Trent, 1994; Winzer, 1998 as cited by Spaulding & Pratt, 2015). Children 

were hidden away by families to avoid stigma, ñcharityò was given to ñsalve the 

consciences of benefactorsò rather than in the best interest of recipients, and 

ownership of ñknowledgeò was generally associated with ñhumannessò 

(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 be educated in the ñcommon 

schoolhouseò to create a ñcommon culture and reduce social conflictò (Spring, 

2011, p. 80) Inquiries about the ñessence of human natureò sparked an interest in 

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 

located in hospitals, in separate classes where ñstruggling learners could develop 

at their own rates, with the goal of ócatching upô and rejoining the general classò 
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(Baglieri & Shapiro, 2012, p. 186). This belief in the need for a specialized 

settings fueled that separatist  view where ñstudent should master and be able to 

express or perform each component of a skill before moving onto a sequential 

stepò resulting in students getting ñtrapped in special educationò (p. 186). This 

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, 2015). Darwinôs conclusions about the 

animal world would be devastatingly applied to people with disabilities, and with 

Oliver Wendell Holmesô crusade against a ñcontaminated speciesò that was a 

threat to society, the stage was set for eugenics and state-sanctioned ñgenocideò 

(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 labeled as ñculturally deprivedò were 

tracked into classes with students categorized as ñmentally retardedò and 

ñemotionally disturbed,ò heralding a new era of  ñracial containmentò and ñparallel 
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educationò in schools that is still in operation to this day (Baglieri & Shapiro, 

2012, p. 187). 

            After World War II, 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 providing ñfree and appropriate 

educationò(FAPE) in the ñleast restrictive environmentò (LRE) possible  through 

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 moral imperative, ñ aligned with civil 

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 

disabilities before moving toward ófull inclusionô (Kavale, 2002).  

Researchers like Ashby (2012) and Slee (2001) argued that special 

educationôs ñtraditional formulations of disability as defective individual pathologyò 

needed to be challenged and re-evaluated in terms of ñpolitical, cultural and 

historical specificityò (Slee, 2001, p. 170). Ashby expressed concern about 

teacher preparation programs that are anchored in the ñmedical model of 

disabilityò and position disability as a ñdeficit that can be addressed through 

identification and remediationò (Ashby, 2012, p. 91). Slee (2001) echoed this 

concern regarding traditional special education programming, asserting that 

efforts at inclusion were ñappropriatedò by ñquasi-medical pathologies of 

defectivenessò (p. 168). Both authors  connected the vocabulary of ñdefectò to 

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 the learner or the ñmake the child right.ò These are scholars and 

educators who ñgenerally accept the categorical definitions of disability proffered 

by special education systems that, in turn, displace the lived experience and thus 

diminish understanding disability as part of the larger human experienceò (Ware, 

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 

ñin basements, down dark hallways and in former closets...ò (Winzer, 1993), with 

little or no acknowledgement of the ways in which disability ñpermeates the 

everyday schooling context in multiple and complex  waysò (Ware, 2009, p. 111). 

This debate is important to acknowledge as ñinclusionò efforts continue to 

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 

Ellen Brantlingerôs (1997) analysis of special education literature, speaks 

to this regime of traditionalists who have long manipulated the fieldôs official 

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 ñcritical special educationò movement that 
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critiqued the ñnormative practices, beliefs, and assumptions about disability 

outlined in the bulk of the traditional special education literatureò (p. 104).  

These scholars challenged the unquestioned acceptance of a medical 

model which had historically been at the foundation of all ñideology, history, 

social and political assumptions about disabilityò (Ware, 2009, p. 111). Linda 

Ware (2009) describes critical special education as occurring in four waves: 1) 

late 1960s and 70ôs-initial discontent with the technical, scientific approach, and 

challenges to assessment and labeling, 2)  80ôs- support for holism and the 

sociological perspective, 3) 90ôs- focus on interpretivism, activism and post-

modernism and 4) 2000 to present- a move towards disparate, interdisciplinary 

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

During the 1990ôs, disability research 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 scienceôs 

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 ñopen inquiryò or an ñexpansion and diversification of what was considered 

legitimate and valuable writing within special education publicationsò (Connor, 

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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educationôs long-standing model for ñprevention/treatment/remediation/ 

measurementò   and its conceptualization of disability as a story of pathologizing 

difference in pursuit of normalizationò (p. 105). 

Slee (2001) went a step further, to connect inclusive education to ñcultural 

politicsò by stating that while special educators are ñseldom likely to place issues 

of class, culture and ethnicity, sexuality, bi-lingualism, and so on onto their 

agenda for educational inclusionò there is still a tendency to ñpull up short before 

disabled students when arguing for representation of diversity in schoolingò (p. 

168). He asserted that, 

 
Special education stumbles into the reductionist trap of promoting 
inclusive education according to the technical assimilationist imperative of 
making ódefectiveô kids fit the school, as it is. Inclusion and social justice 
with it, cannot be reduced to absorption (p. 170). 

 
 

 His writing positions the call for inclusive education as a project of 

ñreconceptualization and radical reconstructionò (p. 11) to ensure that students 

with disabilities are valued, recognized and given access to a broad variety of 

resources and opportunities. 

Special educationôs historical role in advancing this concept 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) 
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assert that the only way to determine educational policy for students with 

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

question 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).  Kavale, who has been praised for his ñstaunch, even 

dogged demand for high scientific standards in learning disabilities research and 

practiceò (Regent University, 2015), reflects special educationôs characteristic call 

for assessment, intervention, diagnosis and classification, as well as its penchant 

for looking for ways to fix disability problems. 

            In Nirmala Erevellesô (2009) compelling analysis of  the history of  

American education and  how ability has been used as a category to reinforce 

hegemonic ideologies she describes mass public schooling as a response to ñthe 

turmoilò  of the Civil War, ñthe subsequent industrialization, urbanization, and 

rapid economic growth that ensued; and the increasing influx of immigration to 

the United Statesò (p. 76). Public educationôs focus on the relationship between 

disability and other social differences, according to Erevelles, and itôs effort to 

recreate an integrated and disciplined society,  obscures the ways in which the  

ñdemocratic ideology of the common schoolò has been incompatible with the 

ñsocial reality of class structureò (p. 77).   Erevelles highlights how, in spite of 

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, class and gender have been relegated to ñlower 

tracks within the educational matrixò that reflect similar placement within the 

socio-economic ñorderò (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 

lack of ñcenteringò of a disability perspective within general critical theory. This 

failure to consider disability related issues, Ware contends, is a reflection of the 

fact that disability ñoccupies little more than sideshow status extraneous to the 

ñbig tentò concerns of critical theoristsò (Ware, 2009, p. 104). It is this gap that the 

field of disability studies works to address, by taking a critical, interdisciplinary 

approach that draws from a variety of scholarly genres to ñre-create a developed 

portrait of disabled people across histories and culturesò (p. 13). In this way, DS 

differs from special education in that it ñspeaks to shared humanityò rather than 

focusing our differences that ñestrange usò (p. 103).\ 

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 focused on ñcollective sociopolitical 

issuesò(Gabel, 2009, p. 5). Gabel (2009) argues that 

 
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, prescribe, and treat ñconditionsò that are 
the result of institutionalized oppression; adhering to the medical modelôs 
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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, and explores disability as a ñsocial 

phenomenonò (p.117).  She goes on to say that DS ñadds a critical dimension to 

thinking about issues such as autonomy, competence, wholeness, 

independence/dependence, health, physical appearance, aesthetics, community, 

and notions of progress and perfectionò which is significant because these are 

issues that ñpervade every aspect of the civic and pedagogic cultureò (Linton, p. 

118) 

 Linton offers the following four main areas of research that she believes 

will help DS be an effective interdisciplinary field which is capable of bringing ñ 

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 knowledge baseò(p.125). 

 

1. Theories across the curriculum that ñconceptualize disabled and non-

disabled people as complementary parts of a whole integrated universeò 

(p. 120). 
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2. Articulation of how and in ñwhat areas of theory centering disability 

perspectives can be advantageous for knowledge development in all 

content areasò (p. 121). 

3. Disability has traditionally been housed in the ñappliedò fields, wherein the 

ñvast majority of work that explains and elaborates on the social-political 

paradigms is not found in that knowledge baseò- should be more 

interdisciplinary, ñgrounded in the humanities and social sciences (p. 123). 

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 experience of ñdisablementò strives to get as 

close as it can to explaining the ñreality of disabled peopleò (Gabel, 2009, p. 8). A 

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 

between theory and what ñdisabled people need to know in understanding and 

changing their livesò (p. 6). Gabel and other critical education scholars contend 
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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 ñpeople experience processes of power directed 

at their bodiesò (p. 79), is conspicuous in its absence in the ñscholarship of 

prominent educational theories (p. 67). In her 2014 analysis of Priceôs (2011) 

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) acknowledgement of ñmental differenceò 

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

As Erevelles uses Priceôs work through these themes, she challenges the 

notion that academia is a space of rationality, asserting that those bodies who do 

not meet ñdeeply entrenchedò ideas about autonomy and coherence are 

considered to be outside of the norm, and therefore not an appropriate fit for the 

ñhallowed hallsò of higher education (p. 68-69). She challenges medical diagnosis 

that is used to ñcontain and controlò students who do not ñfunctionò within the 

same normative framework as their peers, linking it to experiences of colonialism 

and alienation (p. 170). Erevelles lastly critiques an ñethics of autonomyò within 
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higher education, that denies the power of interdependence between students 

with and without disabilities (p. 171). I find Erevellesô and Priceôs critical analysis 

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 perspectives have been ósilencedò or 

ñignored,ò this critical approach is important.   

This need is what makes Allanôs (2014) assertion that there is a global 

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 ñlegitimate racial, gendered, and class inequalities in both schools as well as 

society at largeò educational institutions imply that there is indeed a relationship 

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 ñdefective students into the normal educational 

environment (Allan, 2006; Slee, 2001 as cited by Ashton, 2014, p. 47) and it 

foregrounds ñthe need to adapt social discourses and material environments to 
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ensure equity for folks with diverse abilities (Palmeri, 2006, p. 50) . ñInclusive 

education is not an endpoint, goal or optionò Ashton says, ñrather it is a 

prerequisite of democratic and socially just educationò (p. 47). I find Erevelles 

(2000) call for creating theories that frame people with and without disabilities as 

ñintegral, complementary parts of a whole universeò as well as her call for critical 

research on ñpractices that divide communities along disability linesò to be critical 

ones (p. 26), particularly in light of special educationôs tendency to ñconceptualize 

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 

costsò (Connor, Vale, & Hale, 2015, p. 1). 

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 ñivory towers.ò The long history between these students and the 

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 their integral place in the ñwhole universeò will require a more 
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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 

ñinvisibilityò of black voices and bodies within the ñdisability rightsò movement that 

was predicated on the ñindividualistic perspectives of white scholarsò (Jarrett, 

2015, p. 6). Today the disability community still has a difficult time ñreaching 

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

disability in Black communities ñbecomes concealed under the blanket of 

homelessness, substance abuse, violence and povertyò (Jarret, 2015, p.6). The 

social model of disability requires a move past ñrace and class neutralityò to 

encompass the diversity of lived experiences that ñshape the making of disabilityò 

(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 

parallel each other in relation to ñsocial services, representation, social attitudes, 

violence and access to technologyò (Schalk, 2015, p. 11). This analysis is not 

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 

used to ñdeny the rights and humanity of many groups of people throughout 

historyò including black people. The central element of Black DS, the analysis of 

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 live an ñeducated and economically powerful lifeò, and an 

acknowledgement of the ñrange of sexual identities/ways of 

being/physicalities/psychologiesò (Dadd, 2011).  It is collaborative, 

interdisciplinary and sensitive to how ñthe representational systems of gender, 

race, ethnicity, ability, sexuality, a class mutually produce, inflect and contradict 

one anotherò (Carter, 2015, p. 11).  I acknowledge that this is a cursory 

description of an involved evolution of thought over time, but for the purposes of 

this study, I will be concentrating on the contemporary ñpivot pointsò of feminist 

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 

representational system into the mix, in an attempt to expand ñcurrent notions of 

cultural diversity (Carter, 2015, p. 11).ò As such, this continuum is reflective of the 

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), reflects practice that blends ñthe 

ways dis/ability intersects with other vectors of power and oppression to inform 

how we teach and learnò (Carter, 2015, p. 11). FDSP utilizes principles of 

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

isolated ñbest practiceò but as in integrated element of an overall approach that 

moves beyond inclusion as a goal, towards ñshifting the pervasive and 

intersecting forces of inequalityò (p.11). FDSPôs focus on embodiment, lived 

experiences and interdependence are particularly salient to disability discourse, 

specifically for students with ID, whose experiences ñways of knowingò are 

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 III 

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 I 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 questions that ñare driven by these implicit normative premises, despite 

claims of objectivity so readily embraced by empiricists (p. 102), that is the 

medical model approach. Rioux (1997) argues that ñgerm theoryò is at the 

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

assumption that ñdisability is caused by a mental or physical condition that can 
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be prevented or ameliorated through medical, biological or genetic interventionò 

(p.103). This emphasis on the science of diagnosis and assessment results in 

what UPIAS has described as ñpanels of professional people coming around with 

tape measures...to perpetuate the stranglehold the professions have over 

disabled peopleò(Upias,1972, p. 8). They go on to say, 

 
The scene facing every physically impaired person, then, is of an army of 
ñexpertsò sitting on panels which are set up all over the country. These 
ñexpertsò, armed with the latest definitions and tests for measuring, will 
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 ñanomaly and social burdenò and intervention is framed as an 

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 questions, stop staring, be still, donôt get too 

close, donôt be too friendly, ultimately, to ñact like everybody else.ò  This connects 

directly to what Rioux calls the functional approach to disability, which assumes 

that disability is seen as a deficit that ñstems from an individual condition or 

pathologyò (p. 104).  
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The focus is not medical intervention here, but rehabilitation. It looks at 

ways of ñtreating the functional incapacity through amelioration and enabling 

strategies to assist people to develop their potentialò (p.104). ñTo treat this 

functional incapacity,ò Rioux (1997) says, services are offered to individuals to 

help them become as ñsocially functional as possibleò to come as close as 

possible to the functional ñnormò (p.104). It is my experience that this is what 

people expect of PSE programs, this specialized treatment focus designed to 

help students function like their peers. I 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 race for ñnormalization.ò 

 

 

 

Figure 7. Scientific Formulations and Treatment of Disability 
(Rioux, 1997, p.104) 
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Like Kanterôs alternative disability models, Rioux identifies ñsocialò 

pathology approaches that take environmental and situational factors into 

account. These approaches are a reflection of the social model, as they focus on 

disability as a minority identity that ñis a product of disabling social and built 

environmentò (Siebers, 2008, p.3). Within the social pathology framework, Rioux 

defines the environmental and human rights approaches to disability as those 

that see disability as ñdifference rather than anomaly,ò and do not take an 

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

When I first started working in this program, we were more closely aligned 

with the individual pathology approach, i.e. supporting students to ñfit in to the 

system,ò as I said before. Although we still struggle to challenge this thinking, we 

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 ñtreatment.ò Research that reflects the environmental approach as 

Rioux conceptualizes it, demonstrates how failure to accommodate difference 

ñexacerbates the impacts of disability.ò (Rioux, 1997, p.105). This impact is 

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 

ñsocial, economic and physical barriersò (p.104). 
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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 looks beyond ñparticular environments to focus on broad 

systemic factors that keep certain people from participating as equals in societyò 

(Rioux, 1997, p. 106). Like this approach, our program and research philosophy 

asserts that people with disabilities represent ñwide variations in cognitive, 

sensory and motor abilityò and are valued members of society (p. 106). Research 

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 

Figure 8. Social Formulations and Treatment of Disability 
(Rioux, 1997, p.104) 
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work in this area, and I 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 

perspective, such as ñneo-conservative economic agenda, utilitarianism, culture 

of objectivity and positivismò (Rioux, 1997, p. 107).  He goes on to say, 

 
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 

resources go to those who ñbenefit the most,ò objectivity is a key cultural element 

that drives the research agenda (p. 108). The resulting focus on empiricism 

and/or positivism has led to a suspicion of more ñinductive and qualitative 
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approachesò Rioux says, (p. 108) and conditions where 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 assumptions consist of the following; a belief that 
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 Riouxôs concern about this ñpositivistic consciousness and 

hierarchical social structureò that gives elites the upper hand in setting the 

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 a ñvested financial interestò in 

presenting disability as their main asset (p.17). This bias, according to the union, 

ñunderlines the imperative needò for disabled people to be valued as their own 

experts and to regain ñauthority over their own social interestsò (p. 5). Corbett 

(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 

ñinadequate because of personal deficits,ò and that generally professionals who 
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speak of empowerment mean on their terms and using their own perceptions of 

what is appropriateò (p. 54). As Oliver (1992) says, disability research is an 

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 ñdisabled people find oppressiveò (p.102). 

 Oliver (1992) highlights the words of Patti Lather as he goes on to call for 

a ñnewer paradigm (critical inquiry/emancipatory research)ò which has a ñdifferent 

view of knowledge (theory),ò that focuses on the ñlived experiences of 

progressive social groupsò (p.107). ñTo be adequate to the task of the changing 

the world,ò theory, as Lather states, has to be  ñopen-ended, nondogmatic, 

informing, and grounded in the circumstances of everyday lifeò (Lather, 1987, 

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. 103),  Oliverôs call for 

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, I 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 well as a more specific  method of ñcritical 

social researchò that has roots within the feminist tradition and focuses on the 

facilitation of ña politics of the possible by confronting social oppression at 

whatever level it occursò (Oliver, 1992 as cited by Watson, p. 95).  

From this tradition, emancipatory research has been envisioned as a way 

to combat the divide between ñthe researched and the researcherò as Watson 

(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 acknowledgement of ñalternative oppositional 

intelligibilitiesò created by students who have heretofore been labeled as 

marginal or deviant (Erevelles, 2009, p. 70). It is ultimately concerned with ñfull 

participation in society where the work toward social change is led by those who 

are, themselves, oppressedò (p. 9). Once again, though, notwithstanding the 

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-80ôs, a number of scholars began to develop ñdisability 

methodology frameworksò to address the absence that Erevelles references, 

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. I 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 under an ñemancipatoryò umbrella, 

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 

ñprofessions,ò  worker productivity and satisfaction, and with the process of 

mixing theory and practice in educational settings (Stoecker, 2003, p. 37), and 

PAR is characterized by   ñthe centrality of social conflict and collective action, 

and the necessity of changing structuresò (Comstock & Fox, 1993 as cited by 

Stoecker, 2003, p. 37). There is also an aim to ensure that people are involved 

as ñmore than just subjectsò and are in fact involved in the research process itself 

(Watson, 2012, p. 97). AR  differs from PR in that it does not focus on 

challenging the ñstructural antagonismò that exists between groups, and unlike 

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 óexpertô and the researched merely the object of investigation, are 
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 

development of ñcritical consciousnessò amongst members of a team that moves 

back and forth between ñeducation, reflection, investigation, interpretation and 

action over a period of months or yearsò (Smith et al., 2010, p. 117). 

Community Engaged Research  

(CER), also known as community-based research (CBR) is an approach 

that can be described as a marriage between the two goals of ñcommunity 

developmentò and ñknowledge generation to achieve social justice endsò (Flicker 

et al., 2007, p. 240). It is a methodology that involves ñcollaboration between 

trained researchers and community members in the design and implementation 

of research projects aimed at meeting community-identified needsò (Strand, 

2000, p. 85), a connection between university and communities. Stakeholders 

are ideally involved in every step of the process, ñfrom identifying the research 
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question to formulating action proposals that derive from the research resultsò 

(Strand, 2000, p. 85).  

The definition of community-engaged research that speaks most 

significantly to me is Randy Stoeckerôs (2003) description of it as a method that 

places ñresearcher resources in the hands of grass-roots community membersò 

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, ñundermining the power structure that currently places control of 

knowledge production in the hands of credentialized expertsò and in  its most 

radical of incarnations, effective CER will result in ñmassive structural changesò 

that impact ñgovernment policy, economic practices, or cultural normsò (p. 36). 

Berman (2008) connects community engaged and arts based research 

approaches and describes them as a way to ñcounter the influence of the 

competitive, power driven, conflict-ridden organisational processes of the 

academy toward more consensual and cooperative ways of learningò about 

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 ñinquiry that expose ideological, political, and social processes underlying and 

permeating systems of inequalityò (Lykes & Coquillon, 2006, p. 298). Although 

these are ñworthy aimsò as Nick Watson (2012) acknowledges, there are also 
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difficulties that arise with these forms of research, most notably that their ñsheer 

scope makes the translation of such ideals into a research agenda problematicò 

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 seek the ñvoicesò of disabled scholars to ensure that they are 

ñparticipating in decision-making that will have a real impact on their livesò (p.30). 

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 I have to undertake this work? 

3. What responsibilities arise from the privileges I have as a result of 

my social position? 

4. How can I 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 I shown respect to disabled people I have worked with? (p. 
34) 

 
 
I 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 issue ñgoes well beyond 

disablement and is applicable to researchers working with all forms of 

marginalized and oppressed groupsò (Swain & French, 1998, p. 33). This 

reference to intersectionality resonates with me as an activist and scholar, and I 

think should be an integral part of any PSE programôs agenda. I have seen many 

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 

program and encourages them to maintain and establish ñpowers of definition 

and decision-makingò only makes philosophical and practical sense (Swain & 

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 

listen to the voices of disabled folks and advocates and to ñdiscard our colonizing 

ways, drop jargon, reject órejecting research,ô and put ourselves and our skills at 
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the disposal of people with learning difficulties so that they might take their 

rightful place in charge of the research agendaò (p. 66). Student researchers with 

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 I 

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 

members of community, ñvalidates multiple sources of knowledge,ò and has the 

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, I think that it is important to return to 

Erevellesô concern about the uncertainty of communication with stakeholders 

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., ABR  ñhas the ability to connect on an 

emotional level with the audience, engaging them in an interpretive process 

which promotes dialogueò (Fenge, Hodges and Cutts,  2016, p. 2). These 

connections ñencourage capacityò among community members to ñ óhearô and 

register the range of emotional responses towards equality and diversityò (Page 

et al, p. 579 ) 

Arts Based Research 

This 50 year tradition, according to Valle (2015), provides scholars with a 

way of moving beyond traditional models of scholarship and ñbroadening and 

deepening the qualitative research paradigm through its expermentation with 

varied representational methods (Vale, 2015, p. 68),ò  a paradigm that seeks to 

ñdescribe 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 instruments of measurementò (Alexander,  p. 
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3). Artistic or aesthetic inquiry ñfosters the discovery of new ideas and emotionsò 

by ñgrasping meanings that already exist in a world that lies ñoutsideò of usò 

through the engagement of a ñwhole thinking-feeling personò(Alexander, p. 5-6). 

This engagement encourages a more embodied interaction with research data.  

As Gergen and Gergen (2011) example, ñThe use of theater in 

communicating about the nature of prejudiceé has a far different impact on 

oneôs audience than a graphic or statistical form of representationò (as cited in 

Fenge, Hodges & Cutts, p. 2). Artistic practices can ñhelp members of 

organizations remember the emotional quality of lived experience that could not 

be expressed in their organizational rolesò (Page, et al, p.580). Valle (2015) 

affirms that using artistic processes through arts-based research ñcan move us 

closer to realizing the kind of social change advocated by DSE scholarsò (p. 67), 

that the artistic process, the ñactual making of artistic expressions in all of the 

different forms of the arts, as a primary way of understanding and examining 

experience by both researchers and the people that they involve in their studiesò 

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

Hanan Alexander (2016) contends that ñthe arts capture the dynamic form 

of social events in symbolic language, behaviors, sounds and artifacts,ò in 

essence, creating a form of aesthetic inquiry where the researchers/artists 

ñcreate virtual experiences in language, space, time, or sound so that others can 

grasp what they perceive directly, through encountering a new work of artò (p. 3). 

When combined with a community engaged approach, there is potential to 
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counter the ñcompetitive, power driven, conflict-ridden organizational processes 

of the academy toward more consensual and cooperative ways of learningò 

(Berman, 2008, p. 519). Here, I think Berman encapsulates the logic for 

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

that in a sense ñdemocratizesò research. Berman proposes that community 

engaged research involving the arts is a way to encourage ñmovement from 

reflection and theorizing to actionò (p. 526).  

In this move from theory to action, arts-based methods can be very 

effective in encouraging young folk and students to ñengage in conversations and 

communities that might otherwise be inaccessible to themò (Fenge, Hodges, &  

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 where ñmeaning is unlimited and everybody has someò (Brady, 

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

Poetic Inquiry  

If, as Critchley (2005) has said, poetry represents ñlife as it isò (p. 189) the 

use of poetic data analysis is a logical approach to capture meaning and 

represent that reality by reflecting the ñessence of whatôs said, the emotions 

expressed, and the rhythm of speakingò of research participants (Glesne, 2011, 

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 this technique creates a ñthird voiceò that 

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 

collaborative process helps to create a ñdeeper understanding of a metaphorical 

ócommunityô of experienceò (Mears, 2009, p. 9).   

I 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 legitimizes ñnarratives of individuals with 

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

effective way of ñgenerating, analyzing, and/or presenting data that emerges from 

collaboration with the people we engage in inquiryò (Valle, 2015, p. 67). For our 

program, the ability of poetry to be a ñself-revealing, self-constructing form of 

discoveryò resonates with what we hope to see college provide for students 

(Brady, 2004).  

I 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, 

Gallagher, and Morton (2008) argue much the same when they say, ñDSE itself 

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) 

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

  CER that involves arts-based methods is ñideally suited to apply 

imagination, collaboration and scholarshipò and ñchallenges different definitions 

of what constitutes researchò (Berman, p. 526) and as Hesse-Biber and Piatelli 

(2012) argue, ñresearchers working with vulnerable populations have been 

required to find innovative ways to do the work of translationò (p. 506). The 

coming together of CER and poetic inquiry provides researchers with an inclusive 

approach and tools that support unruly/marginalized groups in  naming 

themselves, speaking for themselves and participating in ñdefining terms of 

interaction, a situation in which we can construct an understanding of the world 

that is sensitive to differenceò (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 

ñgive control to people with intellectual disability to initiate, lead and execute their 

own research about issues that are important to themò (Bigby, Frawley  

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 ñdo not take over and that they remain in a 

facilitative rather than leadership rolesò (Bigby & Frawley, 2010, p. 53). I 

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. I checked in with my co-researchers at every stage, and adjusted my 

own activities based on their feedback. There were times when I had to let go of 

my own expectations when they did not align with those of the research circle. 

From what I 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. I engaged in all of these strategies in an effort to ameliorate concerns 

like Chapmanôs, and to foster a true sense of community and collaboration. 

Bigby, Frawley  Ramcharan (2014) define collaborative group approaches 

as those that are ñpartnerships or collaborations in which people with and without 

disabilities who work together have both shared and distinct purposes which are 

given similar attention and make contributions that are equally valuedò (p. 8). 

When done correctly, this approach is ideal in that it maintains the ñintegrity and 

authenticityò of contributions made by researchers with ID, but is also problematic 

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 ñdemonstrable indicators of inclusionò in terms of focus, research 

questions, 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, I 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 I 

am going to lay claim to a positionality that emphasizes the direct involvement of 

folks with ID in the research process, then I have a responsibility to present that 

research in a way that the very folks that I 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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