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Preface 

At 17, and recently graduated from high school, I was an able-bodied middle-

class White female planning to go off to college.  Suddenly I acquired a disability, and 

with it a new identity: disabled.  Everything I knew and anticipated, based on my 

previous life experiences, was completely and drastically altered.  I had no idea what 

my options were, or even if it was possible for me to move forward with my life.  For 

example, how would I be able to return to school, or what kind of future and life could 

I expect?   

In the beginning all I could manage was simply to try to cope with my disability.  

I allowed my family to make decisions for me and only occasionally engaged in the 

decision-making process concerning events that directly affected my life.  The first big 

hurdle I had to face as a person with a catastrophic injury was navigating the 

complexities of the health-care system.  Beginning to understand the nuances of both 

private and public health care was necessary in order to obtain medical equipment and 

health-care coverage.  Also learning to manage personal-care attendants to assist me 

with activities of daily living was an important new task.  Experiences like these 

marked the beginning of my self-determination and of making choices for my own 

life. 

As a young woman, I was not used to speaking up for myself, advocating for my 

rights, or for what now became advocating for significant personal-care needs.  I was 

fortunate enough to have a strong family support system made up of family members 

who educated themselves and immersed themselves in supporting me to facilitate the 
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process of obtaining my basic needs.  They assisted me so that I could get on with my 

life as expeditiously as possible.  My family used the information they were able to 

pull together from professionals and others who had similar experiences to begin to 

take steps toward directing my life toward independence. 

I worked hard to try and figure out how to get on with my life as quickly as 

possible.  Six months into this permanently disabling injury, I began attending college 

classes part-time.  Taking college courses helped me feel like I was integrating back 

into society and getting somewhat back to a more regular routine.  However, I 

sometimes struggled with personal-care attendants who occasionally did not show up 

to assist me to get ready for school, causing me to be late or even occasionally to miss 

class altogether.  On other occasions, public transportation was unreliable, which 

would also result in my being late or missing classes.  Additionally, the campus was in 

part not accessible, including some classrooms, and some professors did not 

understand the fact that accommodations were sometimes necessary for me to 

participate in class.   

I was quickly learning that life as a student with a disability had a different set of 

obstacles and that I would have to work even harder and be willing to go the extra 

distance if I wanted to achieve my goal as a regular college student.  Becoming more 

integrated into the community meant I encountered more obstacles and more people 

who were less than empathetic to my situation.  I soon became more politically active 

concerning local issues in my community related to disability.  I began to speak at city 

council meetings and in local community meetings about how inaccessibility affected 
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my life and that of people like me.  However, being only 18 years old and disabled, I 

often thought people did not take me seriously. 

Two years after my injury, I attended a program for young adults with 

disabilities called the National Youth Leadership Network (NYLN).  I was one of 

about 150 participants from across the U.S. who were chosen to attend.  This 

conference changed my life and outlook concerning what it means to live with a 

disability in our society.  I went from feeling isolated in my personal struggle for 

access and equality to becoming a part of a community of young adults with 

disabilities dealing with many of the same issues that I was experiencing.  No longer 

alone with these issues, I discovered a community of others who also lived with 

disabilities.  At NYLN I began to learn about leadership skills from experts in the field 

of disability issues and from other attendees.  The rights of individuals with 

disabilities, policy development, developing a policy agenda, and learning how to 

educate and advocate on issues affecting persons with disabilities became part of my 

new awareness.  Successful adults with disabilities who were willing to share their 

own experiences became our mentors, helped us set goals, and supported us in acting 

on our goals through organized continued correspondence.  I continued to be educated 

about disability and my rights, and for the next eight years I built my leadership skills 

through participation with NYLN.  

That first conference helped me to recognize the possibilities that would 

continue to shape my life and my future.  This experience was a kind of awakening to 

me.  I felt more empowered, motivated, and connected by the experience and the 
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people I had met.  I gradually began taking larger steps toward my own self-

determination, with supports and mentoring from my new acquaintances, some of 

whom would become my best friends.  I realized that it was necessary that I speak up 

for things affecting my life and plans for my future.  I began to understand in a more 

affirmative way that it was time for me to be more in control of my own destiny as a 

person with a disability.  I also began to realize the importance of choices and control 

over decisions about my life and my future.  I soon realized the importance of not 

falling into the inevitable position of so many people with disabilities who relinquish 

control over their lives to others.  I began to learn how to implement the basic 

principles of self-determination in my life, developing an acute interest in how those 

principles could positively impact the lives of others. 

I had a vision of the life I wanted to lead, which was for all practical purposes 

not very different from the one that I had lived before my disability: resuming my 

college career, attaining relative independence, building relationships, and preparing 

for a career.  Despite what were at times barriers, I was determined not to have my 

disability affect the dreams I sought for myself.  For example, at the onset of my 

disability and after vocational and psychological testing I was informed by a 

vocational rehabilitation counselor that I would probably not be successful in higher 

education.  However, I believed that college was the only way I could achieve the life 

to which I aspired.  I decided to not let someone else’s opinion cloud my future plans.  

I was determined not to let results and interpretations from vocational testing hold me 

back from my hopes, aspirations, and dreams of seeking a postsecondary education.  
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To achieve the life I wanted, I needed to have access to institutions of higher learning.  

Armed with an education, I knew I would be better able to achieve the socioeconomic 

level I would need to live life more fully.  Reliable personal-care attendants, accessible 

housing, and durable medical equipment could only be paid for by having a 

professional career with a good income.  These necessities were what I viewed as 

important for me to have a life and would be the consequence of making the right 

choices in my life.  I am still determined to accomplish my goals. 

For a wheelchair user, accessibility means not only independence but also the 

freedom to develop interpersonal relationships.  An example that my family and I 

faced relating to accessibility in living arrangements was the resistance from the 

neighborhood to modify my home.  The homeowners did not approve the 

modifications I needed that provided maximum independence and accessibility for me.  

In fact, some neighbors essentially indicated that I needed to move somewhere else.  

In the first few years of my disability, I began to realize that our society is not 

designed for people who utilize wheelchairs for mobility.  Having access in my home 

and in the community environment was crucial, because as a person with a disability it 

is very easy to become isolated when the physical accommodations are not accessible 

for those who utilize a wheelchair for mobility.  To prevent isolation, it became 

important for me to become involved in the community and participate in social 

activities, continue to meet people, and have new experiences.   

However, accessing my immediate community was somewhat difficult.  

Because of a lack of usable curb cuts and sidewalks to get around the neighborhood, I 
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took my complaint to the local city government.  It seemed few listened and almost 

nothing was done to improve the conditions of access in my neighborhood.  I ended up 

having to file a legal complaint stating that my civil rights were being violated under 

the Americans with Disabilities Act and undertook litigation which lasted more than 

two years.  The case was successfully won, even though compliance by the city would 

continue to be an issue, requiring vigilance on my part to make sure the city did not 

backslide on its obligation to provide accessible sidewalks and ramps in the 

community.  This was my first experience in fighting for my self-determination in the 

court system. 

Despite access issues, I became active in disability groups and spent time 

socializing with friends, which enhanced my life.  However, as a young adult still 

living at home, my independence was somewhat limited.  Moving out was not a 

readily available option, as is true for many young adults with significant support 

needs.  Lack of accessible housing and access to transportation, as well as relying on 

my family for unpaid personal care and not having adequate income to support an 

independent lifestyle were among the financial and practical reasons for my living at 

home longer than a typical young adult.  Another obstacle was the need to live near 

family who could assist in an emergency.  Having reasonably close proximity to my 

family or trusted friends increased my independence and is an important component to 

my well-being and personal comfort level.  

More than a decade after my disability, I am a person with an advanced degree, 

personal connections, awareness of resources, an outstanding support system, life 
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experiences, and personal awareness, yet I continue to face significant challenges and 

struggles in being self-determined.  As a person with a disability, there have been and 

I expect will continue to be challenges to attain and maintain my self-determination.  

As Wehmeyer (1996) stated, a person is not born self-determined but learns self-

determining skills through life experiences and having appropriate supports that allow 

for opportunities to explore and take risks.  This has been true for me, and those skills 

have allowed me to imagine and attain self-determination, which I believe that I have 

earned. 

My own personal desires, expectations, and experiences have the cultural 

context of a White middle-class mind-set that values independence, personal 

achievement, success, goal setting, and has a future orientation.  Additionally, I value 

having material goods, life satisfaction, rights, equality, having control and being in 

charge of situations (Ting-Toomey & Chung, 2005).  My cultural context is of the 

majority, which has the most political power.  Being politically active means staying 

connected enough to decision makers so that obstacles and challenges can be 

addressed on a more level playing field at the governmental level.  My values and 

beliefs are in line with that of self-determination models and consistent with White 

Westernized values (Wehmeyer, 1996;  Zhang & Benz, 2006; Zhang, Katsiyannis, & 

Zhang, 2002).  Those dreams are achieved by Westernized self-determination 

principles.  However, by looking at the literature on cultural diversity, it becomes 

apparent that there are often substantial differences in how one operationalizes these 

actions due to differences in values and beliefs within and across different racial, 
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ethnic, and cultural backgrounds that might not align with how the dominant culture 

operationalizes self-determination (Gil-Kashiwabara, Hogansen, Geenen, Powers, & 

Powers, 2007; Trainor, 2005; Zhang, 2005; Zhang & Benz, 2006).  Michael 

Wehmeyer (personal communication, October 21, 2011) spoke about the problems of 

trying to operationalize self-determination for individuals with developmental 

disabilities without concern for culture, race, or ethnicity.  Wehmeyer stated that this 

is an area of great need to gain more understanding and knowledge and that too many 

researchers shy away from dealing with the impacts of race, ethnicity, and culture due 

to sociopolitical implications of this kind of undertaking. 

Because I am a person with a disability, I often have to deal with others trying to 

control my life, not allowing me to make my own decisions but deciding for me, or 

having to rely on social service agencies that help fund aspects of my disability, 

swaying me to do things their way or risk having funding cut.  Negative social 

attitudes of society indicate that I am not capable of directing my own life.  This mind-

set could have a very negative impact on me if I am not careful to dispel those who 

would not regard me as a self-determined individual.  Even though my own cultural 

context supports the principles of self-determination, there are still significant barriers 

to overcome.  I cannot help but wonder about the experiences of those individuals with 

disabilities whose life experiences are not like my own but who come from non-

Western cultural, racial, and ethnically diverse backgrounds.  By adding an additional 

component of race, ethnicity, or culture, an even greater obstacle is created for these 

individuals when trying to achieve self-determination.  The focus of this research is to 
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gain an understanding of the lived experiences of self-determination in individuals 

who are racially/ethnically diverse with developmental disabilities in both their 

personal/home life and their school/work life.  From my own experiences with self- 

determination, I want to find out the lived experiences of self-determination in persons 

with developmental disabilities who are racially/ethnically diverse. 
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Chapter 1:  Introduction 

Background 

Over the past 35 years federal legislation has been enacted to exact changes in 

how children and young adults with disabilities are educated, prepared for adult life in the 

community, and involved in meaningful employment.  Chief among this federal 

legislation related to transition services requirements was the Individuals with Disabilities 

Education Act of 1975 (IDEA), as amended in 1990 (U.S. Department of Education,, 

1990).  IDEA 1990 focused more on involving the student and family in the 

Individualized Education Plan (IEP) and the Individualized Transition Plan (ITP) than the 

original legislation. Amendments to IDEA in 2004 (IDEA 2004) required that the IEP 

and ITP include the young adult in the planning process beginning at age 16.  IDEA 2004 

additionally required that the IEP/ITP take into account individual preferences and 

interests of the young adult in planning his/her own future.  This involvement in 

transition planning is an important aspect of what is known as “self-determination” 

(Wehmeyer & Schwartz, 1997).  Self-determination refers to a person’s ability to choose 

how they want to live their own life (Wehmeyer & Schwartz, 1997). 

Encouraging and allowing students with disabilities to be self-determined may 

increase their successful transition to adulthood (Trainor, 2005).  Self-determination is 

the idea that young adults must be allowed to make choices, act on those choices and 

learn from outcomes and experiences.  Self-determination has been found to improve 

adult outcomes for individuals with developmental disabilities (Miller & Chan, 2008).  
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People who are self-determined make or cause more positive, goal directed outcomes to 

occur (Wehmeyer & Schwartz, 1997). 

Even with the legislation and amendments that were enacted, research has shown 

that far too few students are given opportunities to practice and use self-determined 

behaviors in their lives (Wehmeyer & Schwartz, 1997).  It has been found that almost 

83% of teachers are White and of Western perspective when it comes to self-

determination (Kober & Usher, 2012).  Therefore it could be assumed that most teachers 

subscribe to the Western perspective on self-determination, with limited knowledge of 

what this concept means to those from racially/ethnically diverse backgrounds.  The 

consequences of these factors continue to result in individuals with disabilities being at 

greater risk for poor school performance, high unemployment, limited access to 

postsecondary education, and limited opportunities to participate fully in the community 

compared to their able-bodied peers (National Council on Disability, 2004; Shogren, 

2011; Trainor, 2005).  

Research shows that young adults with developmental disabilities tend to have 

even less positive adult outcomes when compared to those with other types of disabilities 

(Wehmeyer & Palmer, 2003).  It has also been suggested that those with developmental 

disabilities are not as self-determined as those with more high incidence disabilities.  

There has been very little research done to explore the perceptions of self-determination 

in individuals with developmental disabilities (Shogren & Broussard, 2011).  There are 

many individuals who believe that people with developmental disabilities are not capable 

of being self-determined, due to limited cognitive ability or limited communication skills 
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(Wehmeyer, 1998).  In turn, these assumptions often limit opportunities individuals with 

developmental disabilities have to practice and experience self-determination.   

Researchers (Trainor, Lindstrom, Simon-Burroughs, Martin, & Sorrells, 2008; 

Zhang & Benz, 2006) have cited that many of those who are racially and/or ethnically 

diverse share a history of poor postsecondary outcomes.  Additionally, Shogren et al.  

(2007) and Wehmeyer et al. (2011) found that personal characteristics such as race and 

ethnicity can affect self-determination due to oppression and exclusion faced by these 

groups.  Many self-determination theorists propose that when considering issues related 

to self-determination, it is essential to consider values, beliefs, and customs of the 

individual (Shogren, 2011; Trainor et al., 2008).   

These findings are compounded when brought together based on race/ethnicity 

and type of disability being a developmental disability, creating a “double jeopardy” 

when it comes to poor postsecondary outcomes and level of self-determination.  

Therefore, it becomes important to provide more of a focus on helping these individuals 

obtain a level of self-determination where they can achieve successful outcomes, 

particularly because the definitions of self-determination are rooted in a more 

Westernized orientation (Turnbull & Turnbull, 2001).    

Conceptual Underpinnings for the Study 

There are two theoretical frameworks this researcher utilized to govern this 

research.  The frameworks are self-determination theory (Wehmeyer, 1996) and 

sociocultural theory (Vygotsky, 1978).  The first theoretical framework, self-

determination, means “acting as the primary causal agent in one’s life and making 
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choices and decisions regarding one’s quality of life free from undue external influence 

or interference” (Wehmeyer, 1992, p. 305).  In operational terms, according to 

Wehmeyer (1992), self-determination reflects four essential characteristics: autonomy, 

self-regulation, psychological empowerment, and self-realization.  These characteristics 

emerge as individuals acquire component elements of self-determination, which include 

choice and decision-making, problem-solving, goal-setting, and attainment skills; internal 

locus of control orientations; positive self-efficacy and outcome expectancies; and self-

knowledge and understanding (Wehmeyer, 1992). 

The second framework, sociocultural theory (Vygotsky, 1978) emphasizes the 

role of culturally organized, socially mediated practices during the maturational 

processes.  A key feature of sociocultural theory is the shift of the unit of analysis from 

the isolated individual to the individual in interaction with the larger sociocultural 

context, such as the home or school environment.  Thus, from this approach, the values, 

beliefs, and attitudes that have been found to be associated with certain behaviors are no 

longer seen as individual characteristics but as produced in interaction with the social 

context.  Sociocultural theory may be the single most important contributor to one’s 

ability to become an independent, efficacious, and self-determined adult (Vygotsky, 

1978).  

Statement of the Problem 

There is increasing recognition that the central goal of special education is to 

provide students with the tools they need to become more independent, self-sufficient, 

and self-determined adults.  Self-determination has been found to be essential when an 
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individual is involved in the process of planning for their future (Wehmeyer & Schwartz, 

1997).  IDEA 2004 (U.S. Department of Education, 2004) recognizes that student 

involvement in planning is critical and provides for student input and leadership in the 

development of their transition plan.  Research on self-determination has focused mostly 

on young adults with intellectual disabilities, however this research has not factored in 

potential differences for individuals who are racially/ethnically diverse.  As a result, there 

is little information or research in self-determination on young adults who are of 

transition age with developmental disabilities, who are also racially/ethnically diverse.  It 

is generally acknowledged (Wehmeyer, 2002) that most individuals with disabilities may 

experience various levels of choices and supports in the educational environment 

necessary for development of self-determination.  Individuals from racially/culturally 

diverse backgrounds may also face similar barriers in terms of navigating the transition 

from school to adult life, independent living, and achieving satisfying employment.  Self-

determination has been shown to increase positive adult outcomes in White students 

(Wehmeyer, 1997, Wehmeyer & Schwartz, 1998), there has not been concomitant 

research of how self-determination may play a role in successful outcomes for individuals 

from racially/ethnically diverse backgrounds. 

The results of this study will extend the limited body of research of self-

determination to include transition-aged young adults with developmental disabilities 

from racially/ethnically diverse backgrounds.  It is the intention of this researcher to 

examine lived experiences of self-determination in a sample of racially/ethnically diverse 
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young adults with developmental disabilities, ages 18-24, enrolled in a vocational skills 

program.  

Purpose of the Study 

This qualitative multiple case study research examines the lived experiences of 

ethnically/racially diverse 18-to-24-year-olds with developmental disabilities as relates to 

their self-determination.  It is thought that there may be cultural variables that may exist 

that influence how self-determined behavior is operationalized in diverse individuals, and 

this study focuses on various settings (i.e., personal/home life and school/work life).  The 

researcher interviewed nine young adults from racially/ethnically diverse backgrounds 

with developmental disabilities who attend Houston Community College’s Vocational 

Adjustment Skills Training Academy. 

Definition of Terms 

Because the terms used in this research can have different meanings, this section 

will define how terms such as transition, self-determination, and developmental disability 

are to be used for this study.   

Transition can be defined as the life changes, adjustments, and cumulative 

experiences that occur in the lives of young adults as they move from school 

environments to adult life, which can encompass employment and independent living 

(Kraemer, McIntyre, Blacher, & Taylor, 2003).    

Self-determination refers to a person’s ability to choose how one wants to live 

their own life (Wehmeyer & Schwartz, 1997).  For example, when a student actively 

participates in their ITP meeting, they are able to express their desires and contribute to 
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their future planning as opposed to having someone else such as an educator or family 

decide for them.  Some of the components of self-determination include choice-making, 

decision-making, problem-solving, goal-setting and attainment, self-regulation, self-

instruction, self-advocacy, internal locus of control, self-efficacy, efficacy expectations, 

self-awareness, and self-expectation.   

According to the Developmental Disabilities Assistance Act and Bill of Rights 

Act of 2000 (P.L. 106-402), section 102(8), the term Developmental Disability means a 

severe, chronic disability of an individual five years of age or older that: 

1. is attributable to an intellectual or physical impairment or combination of 

intellectual and physical impairments;  

2. is manifested before the individual attains age 22;  

3. is likely to continue indefinitely;  

4. results in substantial functional limitations in three or more of the 

following areas of major life activity; 

i. self-care; 

ii. receptive and expressive language; 

iii. learning; 

iv. mobility; 

v. self-direction; 

vi. capacity for independent living; and 

vii. economic self-sufficiency. 
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5.  Reflects the individual’s need for a combination and sequence of special, 

interdisciplinary, or generic services, supports, or other assistance that is 

of lifelong or extended duration and is individually planned and 

coordinated, except that such term, when applied to infants and young 

children means individuals from birth to age 5, inclusive, who have 

substantial developmental delay or specific congenital or acquired 

conditions with a high probability of resulting in developmental 

disabilities if services are not provided. (U.S. Department of Health and 

Human Services, Administration on Intellectual and Developmental 

Disabilities, 2000) 

Race/ethnicity is comprised of major racial categories of the U.S. Census Bureau 

and for purposes of this study includes Black/African-American, Asian/Pacific Islander, 

Hispanic, and American Indian/Alaskan Native.  Within each of these groups there are 

numerous subgroups, and among individuals within subgroups there is much variability 

in terms of identification with factors such as their traditional culture and facility with 

English. 

Lived experience is how an individual lives, experiences, interprets, and makes 

meaning of their life within any setting.  Lived experiences focuses on participants 

perspectives about their life which can generally only be addressed in one-on-one 

interviews. 

Research Questions 
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1. What are the lived experiences of ethnically/racially diverse 18-to-24-year-olds 

with developmental disabilities as relates to their self-determination in their 

home/personal life? 

2. What are the lived experiences of ethnically/racially diverse 18-to-24-year-olds 

with developmental disabilities as relates to their self-determination in their 

school/work life? 

Conclusion 

 It has been found that both individuals with developmental disabilities and 

individuals who are from racially and/or ethnically diverse backgrounds often have poor 

post-school outcomes (National Council on Disability, 2004; Shogren, 2011; Trainor, 

2005).  This may be due in part to a lack of self-determination skills and opportunities to 

practice those skills.  Self-determination has been shown to improve the postsecondary 

outcomes of individuals with disabilities (Trainor, 2005).  While self-determination is 

said to be built across the life-span of an individual, many times a focus on self-

determination only begins during the transition process from high school to adult life 

(Wehmeyer & Schwartz, 1997).  Not everyone expresses self-determination in the same 

way, particularly when those individuals come from racially/ethnically diverse 

backgrounds (Shogren, 2001; Trainor, 2005).  Therefore this qualitative multiple case 

study research examines the lived experiences of racially and/or ethnically diverse 18-to-

24-year-olds with developmental disabilities as relates to their self-determination in their 

home/personal life as well as their school/work life. 
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To begin to analyze these important questions, this dissertation will begin with a 

review of literature on transition, self-determination, race/ethnicity, and developmental 

disabilities.  Next, the third chapter will outline the research design and methodology that 

will be used to examine the proposed research questions.  The fourth chapter will be used 

to analyze the data collected from the research study.  The fifth and final chapter of this 

dissertation will discuss the findings, conclusions, and implications of this research study. 
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Chapter 2:  Literature Review and Theoretical Framework 

The goal of this literature review is to develop a framework for this study and to 

situate this body of work within a broader context of related research in self-

determination concepts.  In order to accomplish this goal, the chapter is organized into 

five related sections. 

In the first section of the chapter, empirical research is reviewed with the purpose 

of examining general transition requirements, the manner in which these requirements 

affect a person with a developmental disability, and how they might differ with respect to 

multicultural transition.  In the second section of the chapter, focus is placed on self-

determination as it relates to schools and the role of culture.  The third section of the 

chapter deals with self-determination is assessed and measured.  In the next section, gaps 

in the literature on self-determination for racially/ethnically diverse individuals with 

developmental disabilities will be discussed.  In the concluding section of this chapter, I 

offer two theoretical frameworks utilized for this proposed study: self-determination 

(Wehmeyer, 1996) and sociocultural theory  (Vygotsky, 1978).   

Developmental Disabilities 

The distinguishing feature of developmental disabilities is that they become 

manifest during childhood and severely interfere with the typical course of a person's 

development.  Initially, the term developmental disabilities was used to refer to persons 

with intellectual disabilities, cerebral palsy, epilepsy, and autism.  However, since the late 

1970s, the focus of the definition of developmental disabilities has shifted away from lists 

of specific conditions and now emphasizes limitations in specific life activities and 
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individuals’ needs to deal with these limitations.  Often developmental disabilities affect 

the functioning of the brain, spinal cord, and nervous system, which can impact 

intelligence and learning.  These conditions can also cause problems such as behavioral 

issues, speech or language difficulties, convulsions, movement disorders, and issues with 

self-help and independent living.  

Developmental disabilities are widespread and affect almost 10 million 

individuals in the United States (Boyle et al., 2011).  Additionally, it has been found that 

males are twice as likely to have a developmental disability than females (American 

Association on Intellectual and Developmental Disabilities, 2011).  The effects of 

developmental disabilities vary considerably among people who have them, just as the 

range of abilities varies considerably among all people (American Association on 

Intellectual and Developmental Disabilities, 2011).  Individuals may take longer to learn 

to speak, walk, and take care of their personal needs, such as dressing or eating.  It may 

take students with developmental disabilities longer to learn in school.  As adults, some 

will be able to lead independent lives in the community without paid supports, while 

others will need significant support throughout their life-span.  In fact, a small percentage 

of those with intellectual disabilities will have serious, lifelong limitations in functioning 

(American Association on Intellectual and Developmental Disabilities, 2011).  This high 

level of dependency is reinforced by the fact that these individuals often have difficulties 

in communicating as to when and how support should be given.  Often their low level of 

functioning, complex and specific needs, and high level of dependency make their daily 
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life, in large part, different from that of people with milder forms of disabilities or 

without disabilities altogether. 

Transition   

For students with disabilities, transitioning from high school is a crucial time and 

elicits concern regarding transition outcomes in the field of special education.  Some of 

the main goals of transition are to assist students with disabilities in academics and 

functional skills as well as provide them with needed skills and training once they leave 

high school (U.S. Department of Education, 2004).  The basis for transition services has 

become one of the purposes of the Individuals with Disabilities Education Act (IDEA), 

which in part ensures that students with disabilities are prepared “for employment and 

independent living” (U.S. Department of Education, 2004, 34 CFR 300.1a).  The types of 

transition services are defined to include: instruction, related services, community 

experiences, development of employment and other post-school living objectives, and if 

appropriate, daily living skills and functional vocational evaluation (U.S. Department of 

Education, 2004, 34 CFR 300.34).  The goal of transition services is to promote the move 

to post-school activities (i.e., postsecondary education, vocational training, integrated 

employment, continuing and adult education, adult services, independent living, or 

community participation).   

Transition for Individuals with Developmental Disabilities 

For young adults with developmental disabilities, transition appears to be 

especially stressful and chaotic (Ferguson & Ferguson, 2000; Jordan & Dunlap, 2001) 

due to growth, change, increased uncertainties, and challenges (Kim & Turnbull, 2004).  
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Some of the poorest transition outcomes (e.g., employment, postsecondary education, 

vocational training, community adjustment) apply to individuals with developmental 

disabilities (Frank & Sitlington, 2000).   

Much of the transition literature focuses on the roles of parents, professionals, and 

community members in the development of transition plans and the provision of 

opportunities for students to be present at meetings.  However, little literature exists on 

how to support students with developmental disabilities individually in their own life 

planning (Thoma, Rogen, & Baker, 2001).  Thoma et al. (2001) found that students need 

opportunities to prepare for their Individualized Transition Plan (ITP) meetings, and also 

require various methods of communication in order to encourage student participation, 

which can be done through person-centered planning or student-led planning processes.  

While some students may have less verbal communication skills to be able to direct/lead 

their own meetings, there are still effective ways for them to participate in the planning 

process.  Therefore, it is important for stakeholders to develop strategies that will help 

students share information about their desires and wishes (i.e. through PowerPoint, 

portfolio, pictorial representation, videotape) or allow the student to invite an advocate to 

help support the student’s position and to problem solve.   

Additionally, Kim and Turnbull (2004) suggested that a person-centered planning 

approach might be more appropriate, particularly for those with developmental 

disabilities.  They further stated that transition planning for individuals with 

developmental disabilities is predicated by the family system.  Much of this is often due 

to the reliance on the family to assist the young adult with basic needs such as personal 
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care, other daily living supports, and external support for more complex decision making.  

There is also a suggestion by Kim and Turnbull (2004) to merge family-centered 

planning and person-centered planning to form person-centered interdependent planning.  

Person-centered interdependent planning, as proposed by Kim and Turnbull (2004), is an 

approach designed for young adults with disabilities and their families to improve the 

overall individual and family quality of life as the desired outcome of transition services.  

It involves the person with a disability, their parents, and family members.   

Multicultural Transition   

Past efforts in the transition process for racially/ethnically diverse students with 

disabilities have not been effective to translate into demonstrable results such as stable 

employment, adequate wages, and opportunities for further training and advancement 

(Wilder, Ashbaker, Obiakor, & Rotz, 2006).  Some research would suggest that the 

reason for lack of success in the transition process for racially/ethnically diverse students 

with disabilities can be traced to the fact that there has been much more emphasis placed 

on the disability of a student rather than on the implications of their culture.  For 

example, there may be multiple levels of discrimination faced by these young adults that 

often create additional barriers to successful transition (Gil-Kashiwabara et al., 2007).  

While individualization is a guiding principle in the field of special education (Smith, 

1998), culture has for the most part been left out of the process.  Smith (1998) cites that 

understanding and acknowledging a student’s culture is critical because it is a pervasive 

influence on behavior.  Focus on a student’s culture during transition planning is critical 
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because schools and workplaces are themselves characterized by sets of beliefs, values, 

customs, and behaviors (Wilder et al., 2006).    

Also within transition there is a contrast between the individualistic orientation of 

mainstream U.S. culture and the collectivistic orientation of many racially/ethnically 

diverse cultures.  Individualism is rooted in the view that people are discrete entities who, 

as they transition to adulthood, should move from dependence to independence and self-

reliance.  Collectivism is rooted in the contrasting view that people are woven into the 

fabric of groups (e.g., family, neighborhood, tribe), and as they transition to adulthood 

they should move from dependence to interdependence (Ewalt & Mokuau, 1995).  Given 

this variability among racial/ethnically diverse populations of young adults with 

disabilities, there are no hard and fast rules for transition planning, aside from one: the 

principle of individualization must be adhered to (Leake, Black, & Roberts, 2004).  

However, because transition systems are typically rooted in individualistic cultural 

assumptions, they often fall short in accommodating collectivistic values and behaviors 

of some cultures.  Professionals need to be aware of the contrasts of individualism and 

collectivism and the cultural basis of their own values and practices. 

In a study of marginalized young adults (Latinas and young adults in foster care) 

Gil-Kashiwabara et al. (2007) found the need to consider culture of marginalization and 

disenfranchisement within a broad diversity lens when developing transition plans and 

providing services to young adults with disabilities.  Additionally, they found a lack of 

opportunity and support for young adults’ self-determination, an incongruence of what 

young adults desire for their futures and the preferences and expectations of their families 
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and teachers, lack of access to mentors, unstable housing, and language barrier.  Gil-

Kashiwabara et al. (2007) also indicated that policies and services tend to be more 

aligned with the majority culture and can disproportionately constrain or impede the 

success of these young adults.  Additionally, these researchers emphasized the need to 

recognize practices and policies that provide genuine opportunity and support for young 

adults to realize their dreams and discard stereotypes (Gil-Kashiwabara et al., 2007). 

Self-Determination   

Wehmeyer (1996), Field and Hoffman (1994), and Ward (1988) formulated a 

basic groundwork on the meaning of self-determination, particularly as the concept 

applied to individuals with disabilities.  Although there is not a universally accepted 

definition of self-determination, a consensus on the internal attributes of an individual 

grounded in the principle of freedom of choice has been established.  Self-determination 

originally referred to “the right [for] a nation to self-governance” (Price, Wolensky, & 

Mulligan, 2002, p. 110).  In another view of the meaning of self-determination, Ward 

(1988) described self-determination as the acquisition of attitudes, abilities, and skills that 

help a young adult establish goals and to attain them.  Field and Hoffman (1994) took a 

similar position to Ward’s, describing self-determination within the context of achieving 

goals, as well as knowing and valuing oneself as an individual.  Wehmeyer (1995) further 

characterized self-determination as self-knowledge, freedom of choice, and autonomy.  

He stated it includes being in control and responsible for one’s own life and the ability to 

make individual choices and personal decisions.  Wehmeyer (1996) extended the 

implications of what it means to be self-determined, describing the concept in terms of a 
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lifelong learning process, an outcome of being educated, and the learning that takes place 

within the context of interacting with the environment.  Other skills known to promote 

self-determination include knowledge concerning accessing resources that are essential 

for an adult; ability to communicate interests, preferences, and needs; ability to set and 

monitor goals; ability to plan and manage time; ability to identify and solve problems; 

and self-advocacy (Wehmeyer & Schwartz, 1997).    

Researchers have shown that self-determination increases positive adult outcomes 

such as education, employment, independence, and an overall improved quality of life for 

individuals with disabilities.  Wehmeyer and Schwartz (1997) found that students with a 

higher level of self-determination have a stronger chance of being successful in making 

the transition to adulthood, including employment and independence.  In this study of 

students with cognitive and learning disabilities, data obtained one year prior to high 

school graduation and one year after graduation were compared.  Self-determination was 

measured by observing whether students were employed, how much they earned, and/or 

where they lived.  Students with high self-determination were typically employed, earned 

more and/or lived on their own compared to students who were considered to have low 

self-determination (Wehmeyer & Schwartz, 1997). This study provided preliminary 

empirical evidence that self-determination is an important educational outcome if young 

adults with disabilities are to achieve positive adult success with certain endeavors after 

they leave high school. 

Self-Determination and Schools   
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Several studies have reported poor transition outcomes for students with 

disabilities (Rueda, Monzo, Shapiro, Gomez, & Blacher, 2005; Wilder et al., 2006; 

Wilder, Jackson, & Smith, 2001) when the student is not adequately self-determined.  

These findings serve to identify key elements to improve transition services, primary 

among them the promotion of self-determination (Field, Martin, Miller, Ward, & 

Wehmeyer, 1998).  There is wide belief that skills associated with becoming more self-

determined (e.g., setting goals, problem-solving, decision-making, self-management) are 

important for a successful transition from school to adult life. Ensuring these skills are 

aught should be dealt with during the Individualized Education Plan (IEP) and 

Individualized Transition Plan (ITP) meetings and considered essential steps to begin to 

transition young adults with disabilities. 

IEP and ITP meetings are generally team-driven by professionals, with the 

intended purpose of making an effort to support young adults as they plan for life after 

high school.  Thoma, Nathanson, Baker, and Tamura (2002) found that the team does not 

always actively involve the young adults in the process, which should be considered 

essential for supporting and acknowledging individual student preferences and interests.     

While the Individuals with Disabilities Education Act (IDEA) has achieved some 

level of success to ensure that students are actively involved in the IEP/ITP process, not 

all schools adequately reflect the requirements in their actual practices (Wehmeyer, 

1995).  Wehmeyer (1995) speculated that the lack of a full complement of self-

determination skills in individuals with disabilities might be due in part to the structuring 

of the special education curriculum to meet mandated educational, behavioral, and 
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administrative program requirements of the educational system.  As a result, there may be 

fewer opportunities for students to participate in student-directed learning compared to 

non-disabled peers, which could limit acquisition of self-determination skills for students 

with disabilities.  The educational structure of the required special education curriculum 

may also lead to insufficient participation of families in the educational planning for their 

school-age children (Wehmeyer, 1995), thus leaving little room to accommodate the 

needs of students and families from racially and ethnically diverse backgrounds relative 

to their young adult in the transition-planning process. 

While self-determination is a valued transition outcome, traditionally it has 

received minimal instructional emphasis (Agran, Blanchard, & Wehmeyer, 2000).  

Several researchers (Field et al., 1998; Wehmeyer, Sands, Doll, & Palmer, 1997) have 

concluded that schools who put more emphasis on promoting self-determination for 

young adults with disabilities increase the young adults’ independence and personal 

control within the school setting.  Agran et al. (2000) further added that young adults are 

not adequately trained or prepared to function in the transition-planning and decision-

making process, in part, due to limited instruction in self-determination skills.  

Wehmeyer (2002) also concluded that young adults with disabilities who are self-

determined are more likely to succeed as adults.  He further emphasized that efforts to 

build self-determination in schools should be encouraged, along with promoting and 

integrating use of these skills in classroom practices (Wehmeyer, 2002).    

Self-Determination and Culture   



 21 

Recent work has focused on understanding the impact of culture on acquiring 

self-determination skills.  Frankland, Turnbull, Wehmeyer, and Blackmountain (2004) 

indicated that Westernized values, including personal control over the environment, 

individualism, self-help, competition, future orientation, and goal orientation, have up 

until now been given the most emphasis in research.  The problem with Westernized 

values most often presented in self-determination definitions is that some cultures do not 

emphasize these traits (Frankland et al., 2004).  There is significant disparity in White 

and those from racially/ethically diverse backgrounds concerning what constitutes the 

norm for self-determination.  For example, in more collectivistic cultures (e.g., Asian, 

Native American, Latino/Hispanic), self is understood in relationship to others; 

individuals may set goals by considering their own needs within the context of the family 

(Browder, Wood, Test, Karvonen, & Algozzine, 2001).  Turnbull and Turnbull (2001) 

believed that that when choosing how one is to live his or her life, a respect for family 

values, culture, preferences, strengths, and needs, free from external influences, be 

maintained and preserved.  Because of different beliefs and values from one culture to 

another, barriers are thought at times to be created between diverse young adults and the 

White middle-class educators who make up the majority of the teaching population 

(Trainor, 2005; Trainor, Lindstrom, Simon-Burroughs, Martin, & Sorrells, 2008).  

For individuals with disabilities from racially and ethnically diverse backgrounds, 

“self-determination means different things to, and is manifest in different ways by, 

different people” (Turnbull & Turnbull, 2001, p. 59).  For example, “independent living” 

could mean anything from living on one’s own to living with one’s family and still 
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maintaining one’s own autonomy.  Members of some cultures tend to place high value on 

group achievement and interdependence among members.  Therefore it is not the concept 

that is foreign but how one operationalizes the concepts that appears foreign to White 

American values.  By incorporating cultural values of their students, schools might be in 

a better position to assist in setting goals in a way that is much more tailored to specific 

needs.  Encouraging students from racially and ethnically diverse backgrounds to set 

transition goals with cultural, ethnic, and social factors in mind may put the student in a 

position to transition into adulthood with a better chance of success (Trainor, 2002).  

However, ethnically/racially diverse students with disabilities may grow up with few 

opportunities for self-determination, especially if they are from low-income backgrounds 

or are immigrants, which limit available choices, or if individual choice and self-

expression are not culturally valued in their families or communities. 

Zhang (2005) investigated the influences of culture, socioeconomic status, and 

children’s special education status on parents’ engagement in fostering self-determination 

behaviors.  Zhang found that children of White families were much more involved in 

opportunities to be independent than Asian and Black/African-American children.  He 

also found that parents across cultures with college degrees gave their children more 

opportunities to express their interests, make daily decisions that have an impact on their 

life, and set personal goals than did parents without college degrees (Zhang, 2005).  It is 

noteworthy that when Zhang separated self-determination into various components, there 

were significant differences across cultural groups for these components described above 

such as culture and socioeconomic status, but not for goal-setting.  
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A literature review conducted by Zhang and Benz (2006) suggested that family 

cultural beliefs and values play an important role in influencing post-school outcomes for 

students.  They also found that racially/ethnically diverse students have difficulty in self-

regulation and being goal directed.  Zhang and Benz (2006) additionally found that 

racially/ethnically diverse students often have underdeveloped self-advocacy skills.  

These attributes, which are all components of self-determination, have a direct bearing on 

post-school outcomes.  Zhang and Benz (2006) cited a number of other factors 

influencing low post-school outcome for racially or ethnically diverse youth ages 6 to 21, 

including a deficit view of racially and ethnically diverse families by schools, 

sociocultural disadvantages of the family, and dropout rates higher than the general 

population.   Not surprising, Zhang and Benz (2006) found in their review that 

racially/ethnically diverse young adults who are more self-determined generally have 

more positive post-school outcomes, including higher rates of becoming employed, 

increased wages, and enhanced daily living skills. 

In a dissertation study, Cortijo-Doval (2008) evaluated aspects of how the self-

determination phenomena functions in the school to work transition for students with 

disabilities from the Hispanic culture.  Cortijo-Doval (2008) found that the function 

which self-determination plays in transition from school to work of Hispanic students 

with disabilities is significantly affected by culture and family values.  Therefore students 

were more influenced by their family when it came to transition than by the school 

personnel (Cortijo-Dorval, 2008). 
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In another study, Valenzuela and Martin (2005) discussed the need to be sensitive 

to and respect the concept of a successful transition as valued by individuals from 

different cultures.  For example, undertaking a successful career might not necessarily be 

reflected by a highly paid job, but rather by finding placement in an appropriate 

environment for that particular career choice, or achieving independence might not mean 

living away from their family, but rather being able to pay their own expenses while 

continuing to live with their family.  Finally, the authors discussed how self-

determination practices can provide individualism while allowing the students to 

maintain their bond with their native cultures when the students are taught self-

determination skills incrementally and without disrupting their native cultural values 

(Valenzuela & Martin, 2005). 

Self-Determination Assessment and Measurement 

Given the general consensus that self-determination skills are such a vital 

component of transition instruction, it is important that educators have reliable and valid 

ways to assess these skills, to determine students’ strengths and weaknesses in order to be 

able to plan effective instructional programming, to monitor their progress in response to 

that programming, and to evaluate the effectiveness of that instruction.  There are a 

variety of ways in which to assess self-determination, whether by personal appraisal, 

which is a subjective measure, or by functional assessment, which is more of a subjective 

measure.  There is a very personal nature to assessing if one is self-determined 

(Wehmeyer & Schalock, 2001).  However when examining the degree to which one is 

self-determined, one should consider two primary contributors:  
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The capacity of the person to act in a self-determined manner and the degree to 
which the environment in which the person lives, learns, works, and plays 
provides opportunities to make choices and exert control over his or her life. 
(Wehmeyer, Baker, Blumberg, & Harrison, 2004, p. 29) 
 
In the past there was a focus on teacher or parent appraisal (Wehmeyer & 

Schalock, 2001).  However, recently there has been more of a push toward self-appraisal.  

The self-appraisal measure was greatly influenced by the empowerment model of 

disability or the socially constructed view of disability model (Schalock, Bonham, & 

Marchand, 2000; Wehmeyer, 2001; Wehmeyer & Schalock, 2001).  People with 

disabilities were thus able to begin to report their own response to being self-determined 

through these self-reporting measures which had been developed specifically for them. 

It has also been common for self-determination to be assessed using functional 

assessments (Wehmeyer & Schalock, 2001).  The most typical forms of functional 

assessments are rating scales, participant observation, and questionnaires.  Each of these 

is an attempt to document a person’s functioning across the multiple dimensions and 

indicators that are part self-determined.  The advantage of functional assessments is that 

this form of assessment is more objective and performance-based instead of being more 

subjective (Wehmeyer & Schalock, 2001).  As a result, relevant feedback can be 

provided to educators and evaluators concerning modifications to services and supports 

to improve the student’s life, if necessary, or indicated by the assessment.  Additionally, 

Turnbull, Turnbull, Wehmeyer, and Park (2003) stated that the uniqueness of each 

individual is at the heart of how self-determination should be measured when individuals 

are so highly diverse.   
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When looking to measure and assess self-determination, researchers have  

suggested that measurement in self-determination must involve multiple indicators that 

include participant observation, personal interviews, subjective and objective indicators, 

and standardized instruments (Wehmeyer, 2000).  Only when rich sources of data are 

generated by these multiple methods and perspectives can we begin to adequately 

measure self-determination.  Measurement in self-determination also needs to share 

features with measurement in the field of transition services, which has a life-skills and a 

life-span focus, involves multiple methods and sources, and is future oriented.  Such 

efforts should focus on ability, not deficits; strengths, not limitations; and be outcome 

oriented. 

Gaps in the Literature 

 Throughout this literature review we have seen serious gaps in the literature that 

pertains to ethnically/racially diverse individuals with developmental disabilities in 

terms of self-determination.  Specifically, Trainor et al. (2008) argued that current 

interventions do not adequately address cultural issues even though potential benefits of 

self-determination for diverse youth have been identified.  Shogren (2011) stated that 

this is due to an inability to define cultural diversity and variables that must be 

considered as relates to cultural issues when designing and implementing interventions.  

Shogren also identified themes in a literature review that she conducted across articles 

related to self-determination and culture; she found that self-determined behavior can 

and does vary across cultural identities (Shogren, 2011).  Therefore, there is a need for 

flexible self-determination perspectives that take into account each student and their 
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family’s value system.  Additionally, Shogren (2011) found self-determination needs a 

more flexible perspective and understanding of diverse behaviors.  Another key area 

addressed in the literature was that research often lacked voices and practices of diverse 

students and their families looking at how they themselves operationalize self-

determination (Shogren, 2011).  Finally, Shogren (2011) found that there is a need to 

change multiple systems.  This means educating families and communities on self-

determination and changing of policy and practices in various organizations to be more 

flexible to cultural differences.  These gaps point out some of the areas that this 

researcher intends to further identify. 

Theoretical Foundations of This Study 

Self-determination theory.  As part of the review of the self-determination 

literature, it is essential to describe the self-determined theoretical framework used for 

this study.  The underlying tenet of self-determination is the belief that all individuals 

have the inherent right to direct their own lives.  Self-determination theory (Wehmeyer, 

1996) is based on the assumption that people have inborn tendencies to grow and develop 

psychologically, to strive to master challenges in the environment, and to integrate 

experiences into self-concept.  Self-determination theory also holds that these human 

tendencies are fully expressed only within a supportive social context.  That is, self-

determination is not achieved simply because an individual has certain requisite 

knowledge and skills.  Key individuals, supports, and institutions also need to be 

incorporated and included in a person’s life in order to provide a framework conducive to 

self-determination.  A self-determined person is one who sets goals, makes decisions, 



 28 

sees options, solves problems, speaks up for himself or herself, understands what 

supports are needed for success, and knows how to evaluate outcomes (Martin & 

Marshall, 1995).  Wehmeyer and Schwartz (1997) found that students who are self-

determined have a stronger chance of being successful in making the transition to 

adulthood, including employment and independence.   

Sociocultural theory.  Additionally, this study will be utilizing sociocultural 

theory, which states that humans do not act directly on the physical world without the 

intermediary of tools.  Whether symbolic or signs, tools, according to Vygotsky (1978) 

are artifacts created by humans under specific cultural and historical conditions, and as 

such they carry with them the characteristics of the culture in question.  Without a 

sociocultural context, it is difficult if not impossible to elucidate the complexity of lived 

experiences.   

Many disciplines, and their parallel social movements, have been slow to address 

diversity within their group of interest, opting instead to focus on one form of diversity.  

It is thought that focusing on multiple minority statuses may detract from advancing the 

cause of any one such status.  Yet, focusing on a single such status leaves many 

individuals disconnected from a fuller understanding of their experience and organized 

movement to address their distinctive concerns (Fine & Asch, 1988).  It is thought that 

having a disability may isolate people with disabilities from their ethnic/racial group.  

Likewise, individuals’ race/ethnicity may segregate them from people with disabilities.  

In other words, people of color with disabilities may struggle to affiliate with groups 

based on either racial/ethnic or disability identification.  Ethnic minorities with 
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disabilities, who struggle with discrimination on two fronts, may find it more difficult to 

overcome negative stereotypes for either of their minority statuses and/or receive needed 

social support (McDonald, Keys, & Balcazar, 2007).   

Researchers have cited the importance of sociocultural contexts such as home and 

school environments for the development of self-determination (Wehmeyer, 1995; 

Zhang, 2005;  Zhang & Benz, 2006; Zhang et al., 2002).  Although our existing 

understanding of the developmental nature of component elements of self-determination 

can serve to inform school, home, and community practices to foster self-determination, 

we have yet to address fully the key aspects of these sociocultural variables.  However, 

sociocultural context may be the single most important contributor to one’s ability to 

become an independent, efficacious, self-determined adult (Sands & Doll, 1996).  The 

current body of self-determination research does not comprehensively consider the 

strengths, needs, practices, or preferences of a diverse population.  Exploring 

sociocultural variables is pertinent because postsecondary outcomes for diverse students 

(both with and without disabilities) have been the subject of ongoing concern among 

community members, educators, and policymakers due to historically poor post-school 

outcomes. 
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Chapter 3:  Methods 

Given the pattern of poor post-school outcomes for ethnically/racially diverse 

young adults with developmental disabilities, researchers suggest that the lack of self-

determination skills may be at least part of the reason (Rueda et al., 2005; Wilder et al., 

2006; Wilder et al., 2001).  Research on self-determination has focused mostly on Whites 

with learning disabilities without considering whether there are differences for 

individuals who are racially/ethnically diverse (Trainor, 2005).  As a result, there is little 

information or research in self-determination on young adults who are age 18 to 24, with 

developmental disabilities and also racially/ethnically diverse.  It is generally 

acknowledged that most individuals with disabilities may lack choices and supports in the 

educational environment necessary for development of self-determination (Wehmeyer, 

2002).   

Individuals from racially/culturally diverse backgrounds may also face additional 

barriers in terms of navigating the transition from school to adult life, independent living, 

and achieving satisfying employment (National Council on Disability, 2004; Shogren, 

2011; Trainor, 2005).  Just as self-determination has been shown to increase positive 

adult outcomes in Whites (Wehmeyer, 1997), understanding how self-determination may 

play a role in successful outcomes for individuals from racially/ethnically diverse 

backgrounds may be just as relevant.  An in-depth knowledge about what self-

determination means and encompasses can only be acquired by engaging in a subjective 

evaluation from the actual life experiences of these individuals.     
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In this research study, this researcher will explore the lived experiences in terms 

of self-determination in a sample of racially/ethnically diverse young adults with 

developmental disabilities, ages 18 to 24, enrolled in a vocational skills program.  This 

researcher examines the lived experiences of ethnically/racially diverse 18-to-24-year-

olds with developmental disabilities as relates to their self-determination in their 

home/personal life and school/work life. 

Research Design 

Qualitative research.  With qualitative research it is believed that as far as 

people’s perceptions are concerned, there is no one single truth.  This viewpoint serves to 

challenge the validity of socially oriented data that is collected using quantitative 

methods.  It demands an alternative set of methods for exploring people’s perceptions, 

one that is contextually and culturally related.  Qualitative research methods create 

opportunities to find the answer to questions about the meaning and individual 

interpretation of life (Yin, 2011).  Qualitative research is used to answer questions 

relating to people’s attitudes and beliefs in a given contextual setting.  This occurs by 

studying participants in their natural settings and by providing a vehicle for collecting 

and analyzing information based on the participants’ views and the way in which they 

make sense of the world (Yin, 2009).  This also serves to reinstate people to the center of 

the research agenda.  This is particularly important when talking about individuals with 

disabilities and those from racially/ethnically diverse backgrounds who have been 

marginalized and oppressed in society (Allen & Chung, 2000; McDonald et al., 2007; 

O'Day & Killeen, 2002).  Qualitative design is the best approach for investigating 
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subjective meanings within a culture, understanding attitudes and beliefs, and unraveling 

the dynamic constructs of culture and social traditions (Yin, 2009).  This type of research 

can capture perspectives of individuals affected by institutions in their lives and by the 

communities in which they live (O'Day & Killeen, 2002).  Therefore, both disability and 

culture as social constructs can truly only be explained through qualitative research.  This 

type of research also attempts to understand the participant experience through an 

insider’s point of view.  This knowledge has immediate and practical use because it is 

grounded in the realities of everyday life.  

Postsecondary and self-determination outcomes for students who are 

racially/ethnically diverse with developmental disabilities are not equal to those of their 

White peers with high incidence disabilities (i.e., LD, ADD, AHD) (Shogren & 

Broussard, 2011; Turnbull & Turnbull, 2001).  Disparities in employment, wage, and 

enrollment in postsecondary programs are compounded by societal problems such as 

racism, as well as issues related to disability.  Therefore my intent was to use a qualitative 

methodology to take a more critical approach in examining lived experiences of self-

determination in this population. 

Qualitative study allowed me to use rich description and a holistic approach to 

examine the complexities of diversity from a multitude of angles beyond school (Patton, 

1990).  For example, I was able to probe participants about their opportunities to practice 

self-determination in a variety of settings such as home, school, work, and with their 

friends, specifically around decisions and choices they faced.  
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Without directly talking to young adults about their experiences of self-

determination, we are limited to professionals’ perceptions, which do not get at what the 

young adults are experiencing and thinking.  This qualitative study utilized interviews 

and narrative analysis to dig deeper into this topic.  Narrative analysis is a good way to 

learn about real-life issues and problems facing a person or group of people. 

Although recording and analyzing narratives provided me with detail and depth, 

I was limited in that my contact with each participant was still limited to three or four 

in-depth encounters and a few brief contacts.  Therefore, the participants and I became 

only acquaintances.  However, this was mitigated by the fact that there has up until now 

been little to no information relative to racially/ethnically diverse young adults with 

developmental disabilities in research.      

Case study design.  The knowledge presented is a concrete and real-life 

example, and the context is a vital element in understanding the cases (Yin, 2009).  

Insights gleaned from case studies can directly influence policy, practice, or future 

research.  Case studies are also concrete and contextual, and in well-designed research, 

each of these reveals itself as a benefit (Flyvbjerg, 2006).  A case can serve to deepen 

understanding in a descriptive, meaningful form that is not often possible with 

quantitative or context-free research.  Case studies also contribute to the knowledge 

accumulated on a subject by providing specific examples or non-examples that can 

support or falsify a theory (Yin, 2009).   

Case studies are typically not designed to be widely generalizable (Yin, 2009).  

However, there are strategies a researcher might utilize to increase the external validity 
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and applicability of a case to a wider population (Flyvbjerg, 2006).  Including rich, 

thick description provides the reader with sufficient information to determine how the 

knowledge gained from the study might transfer, by allowing the research consumer to 

judge how closely their circumstance matches the research context.  In the description 

of cases and subsequent analysis of themes for the present study, every attempt was 

made to provide descriptive detail that would enable the reader to understand how the 

research matches their circumstances. 

In this study, I examine individuals’ lived experiences using a multiple case 

study approach.  A multiple case study enables the researcher to explore differences 

within and between cases.  One of the benefits of multiple case study design is that it 

provides a greater range of circumstances for the reader to generalize (Yin, 2009).  The 

information gathered from this study of young adults’ self-determination utilizes one-to-

one interviews to develop a complete picture of each student.  The description of the 

cases and subsequent analysis focuses on lived experiences of self-determination in 18-

to-24-year-old racially and ethnically diverse young adults with developmental 

disabilities. 

Researcher as instrument.  The researcher can be considered the primary 

research tool in a study (Denzin & Lincoln, 2000).  The interpretative nature of 

qualitative research is that “qualitative research is a situated activity that locates the 

observer in the world.  It consists of a set of interpretative, material practices that make 

the world visible” (Denzin & Lincoln, 2000, p. 3).  In other words, individuals make 

sense of their experiences through constructing what they experience within the context 
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of what is already known and understood.  This position also takes into account that the 

researcher is not without his or her own values.  The researcher comes into this study 

with prior assumptions and biases which should be recognized and stated.  These will 

influence both the design and the analysis process and the results.  The researcher has 

influenced and has been influenced by the research process.   

Prior to this study, this researcher had been a special education teacher who 

taught two reading and one career exploration courses at Houston Community College 

(HCC) in the Vocational Adjustment Skills Training (VAST) Academy over the course 

of two years.  I am aware of the structure, purpose, and fit of the program because of 

my previous work.  I also was able to see firsthand some of the aspects of self-

determination exibited by students in the program.  In addition, I come from the 

perspective of being a person with a disability, specifically a developmental disability.  

Moreover my disability allows me the perspective of knowing and experiencing many 

of the same daily issues confronted by a person with disabilities, giving me an insider 

perspective as pertains to disability, as I shared in the Preface to this dissertation.  Many 

of the interactions with these students led to the questions that formed the basis of this 

study.    

Participants 

Participants in this study were selected using purposeful criterion sampling and 

were interviewed on a one-on-one basis by the researcher.  

Site.  A pool of potential participants was identified through Houston Community 

College System (HCC), Vocational Adjustment Skills Training (VAST) Academy.  This 
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site was chosen because I previously taught two years with the VAST Academy and had 

a professional relationship with the Academy director for the past 11 years.  The VAST 

Academy provides educational opportunities and support services to individuals with 

developmental disabilities (Houston Community College, 2012).  Students with ability 

levels ranging from second through eighth grade and above benefit from VAST’s 

comprehensive student support services and diverse course offerings.  The VAST 

Academy has three skill areas that can be pursued by students: Life Skills Certificates, 

Office Skills Training, and Pre-College Skills Development courses.  Through a broad 

selection of courses and workforce certificates, students have a chance to enhance basic 

readiness skills, computer skills, and independent living skills, which assist with 

successful transition into adult life.  

HCC, which houses the VAST Academy, is the fourth largest community college 

in the United States (Houston Community College, Office of Institutional Research, 

2010).  Ethnic makeup of the college is 29.1% Black/African-American, 0.5% American 

Indian, 9.6% Asian, 17.7% White, and 30.8% Hispanic.  

Participant recruitment and selection.  An introductory e-mail was sent to the 

program director which included information about the study and was followed with a 

phone call to the program director soliciting her support for the research study.  In a 

follow-up e-mail to the program director, she was asked to provide the prospective study 

participant letter to students who she felt might be good candidates for participation in 

this study.  The prospective study participant letter introduced the researcher, described 

the study, and asked the student to contact the researcher if they were interested in 
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learning more about the study.  Once the researcher was contacted by the potential 

participant, the researcher used the recruitment phone script to provide the potential 

participant with a brief description of the study and its procedures, determine if the 

student would be interested in participating in the study, and finally screen candidates 

using the demographic and contact information form.  Verbal consent was obtained by 

the researcher for students who verbally expressed a desire to participate in the study so 

that demographic information could be collected on the potential participant.  The 

researcher then used the demographic and contact information form to choose 

participants for the study who met the inclusion criteria for maximum diversity.  These 

criteria were: (a) be between the ages of 18-24 years, (b) be enrolled in at least one course 

during the 2011-2012 school year in the HCC VAST Academy, (c) be ethnically/racially 

diverse (i.e. Hispanic, Black/African-American, Asian or Other), (d) be their own legal 

guardian, (e) be proficient in the English language, and (f) meet the criteria of the 

definition of the Developmental Disabilities Act as having a developmental disability.  

If the student agreed to participate and met the inclusion criteria, the researcher 

also scheduled a time to meet with the student to explain the study in more detail and 

obtain written consent.  Upon initial face-to-face meeting, consent to participate was 

obtained and interviews were scheduled at the student’s convenience at a mutually agreed 

upon time and location on campus. See Appendix for letters and forms. 

About every week for three weeks after the initial recruitment letter was sent, the 

researcher would contact the program director to redistribute the participant letter and 
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remind students to contact the researcher if interested in participating, until enough 

potential participants were recruited to participate.   

On occasion, a family member would call the researcher to share that their child 

had given them the letter and that they had additional questions before their child could 

participate, even if they were their own legal guardian.  The director informed the 

researcher in the beginning that parents might be contacting me to ask additional 

questions, as they are protective and wary of their child being taken advantage of.  The 

director also said she would assist by way of informing interested potential participants 

that I was a former VAST teacher and that she knew me for well over 15 years, which 

helped to ease parents’ and/or students’ fears.  Additionally, the director assisted in 

helping to ensure that each potential participant was their own legal guardian, which was 

beneficial, because one of the questions on the demographic form concerned 

guardianship and it was later observed by the researcher that students were unsure about 

their status.  By week four, all prospective research participants were contacted and 

finalists screened. 

Participant sample.  Participants were enrolled in the VAST Academy and 

comprised of both females and males between the ages of 18 and 24, were 

racially/ethnically diverse, and had developmental disabilities.  Participants self-reported 

their gender, race, ethnicity and age.  Seven of the participants were Black/African-

American, one participant was Asian, and one participant was Hispanic.  There were four 

females and five males.  Three participants reported they had cognitive/intellectual 

disabilities, four reported they had cerebral palsy, one reported they had autism spectrum 
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disorder, and one reported they had epilepsy.  Participants’ names (pseudonyms), age, 

race/ethnic identity, and disability are compiled in Table 1.   

Table 1 

Participant’s Identifying Information 

Group Membership   Age            Gender                  Disability 

Black/African-American 

Jamarcus    23  Male         Cognitive/Intellectual 

Kandice    19  Female     Autism Spectrum Disorder 

Chris     21  Male        Cognitive/Intellectual 

Trinity     19  Female     Cerebral Palsy 

Thomas    24  Male      Epilepsy 

Brianna    21  Female     Cerebral Palsy 

Bones     21  Male         Cerebral Palsy 

Hispanic 

Anabell    23  Female     Cognitive/Intellectual 

Asian 

Joe     24  Male         Cerebral Palsy 

 

Instruments 

Several data collection instruments were designed for this study, including an 

interview guide, which was developed based on several steps that involved a review of 

the literature on self-determination, consultation with professionals, and a final pilot 
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study, described in more detail below.  In addition to the interview guide, a 

demographic/contact information form was developed based on the inclusion criteria for 

the study.  

Interview protocol.  The interview guide contained semi-structured open-ended 

questions, based on categories found in the literature and upon consultation with 

professionals in the field of self-determination and developmental disability.  Once the 

initial interview guide was developed, it was pilot tested utilizing individuals that fit the 

inclusion criteria for the study.  The results from the piloted interview guide helped to 

determine where there were flaws, limitations, or other weaknesses within the interview-

question design.  Based on the findings from the pilot study, the researcher pared back 

the number of questions and improved the flow of the remaining questions.  In addition to 

conducting the pilot study, the researcher also further revised the interview guide by 

consulting experts in the field who have published studies on self-determination, as well 

as experts in the field of developmental disabilities.  As a final step to validate the 

interview guide, the researcher contacted an organization that is known nationally to 

provide services to ensure that language in materials is accessible to persons with 

cognitive disabilities; they reviewed the guide and provided recommendations to improve 

question clarity.  The final interview guide focused on asking about experiences related to 

self-determination that participants experienced and lasted approximately one hour.   

Upon completion of the first interview, data was transcribed.  Next a preliminary 

data analysis took place to look at emerging themes that came up in the initial interviews.  

From these themes that emerged from the data, the researcher developed the second 
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interview guide that provided for additional questions in order to delve deeper into 

certain experiences of the participants.  Also, during this second interview guide 

development process, the researcher consulted peers and experts for feedback.  A final 

step during this interview guide development process entailed consulting the disability 

organization to ensure that the interview guide used accessible language for those with 

cognitive disabilities.  The second interview lasted approximately one hour.  See 

Appendix E for a more in-depth interview protocol. 

Demographic/contact information form.  The demographic/contact information 

form was developed by the researcher based on the inclusion criteria of this study.  The 

form includes information about participant race/ethnicity, gender, age, disability, 

guardianship, and contact information.  See Appendix D for demographic/contact 

information form.     

Ethical Considerations 

Project approval.  Review boards for research involving human subjects at both 

The University of Texas at Austin and Houston Community College approved the study.  

In addition to submitting my research proposal to each research accountability office, I 

utilized the required UT written consent template and developed a verbal consent script.  

Each template can be found in Appendixes C and F. 

Consent.  The consent process took place in two parts.  The first involved 

informed consent obtained during the initial recruitment phone screening.  The researcher 

obtained verbal consent via the recruitment phone script collecting participants’ contact 

and demographic information.   
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The second consent occurred during the first interview, where the participant was 

provided with a letter of informed consent for their review.  This form was also read to 

them slowly paragraph by paragraph to ensure clear understanding.  Participants were 

then asked if they had any questions regarding the research procedures, consent process, 

or terminology which may be unfamiliar, before signing the consent document.  Once a 

signature was obtained, the participant received a copy of the letter to keep and share 

with their support network and the researcher kept a copy for her records.  Upon each 

interview and during the follow-up, participants were reminded of the consent document 

and asked if they had any questions.  See Appendix C and F for the verbal consent script 

and written consent document.  

During the consent process, students were also informed that they would receive 

compensation of a $25 gift card for their time and an audio recording device for the 

interviews would be utilized. 

Data Collection 

Yin (2003) recommends that evidence for case study designs be collected from 

multiple data sources.  The source in this present research study includes semi-structured 

individual interviews with young adults.  

Interviews.  A minimum of two interviews were conducted by the researcher 

with the students who had consented to participate in the case study, utilizing an 

interview guide developed by the researcher (see Appendix E).  The first interview 

focused on self-determination as relates to the self-determination literature, lasting 

approximately one hour, conducted during the 2011-2012 school year.  The second 
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interview took themes that cut across interviews and had participants expand on them 

(see Appendix E).  The second interview was conducted two months after the first 

interview.  This second interview lasted approximately one hour.  Follow-up contact was 

made by phone or in person to obtain final clarifying information.  Each interview was 

recorded using a digital recording device and subsequently transcribed by Transcription 

Star transcription service. 

Scheduling and location of interviews.  Interviews were held in either the VAST 

conference room or staff offices, which were located on the HCC campus.  Interviews 

were scheduled around participants’ classes either before school, during lunch, or after 

school.  If the interview was scheduled during the student’s lunch hour, lunch was 

provided in order to maximize the limited time with the participant.  Interviews lasted 

approximately one hour each.  All interviews were scheduled during the spring 2012 

semester and there were approximately two months between the first and second 

interviews.  

Interview rapport.  I made every attempt to build rapport in my brief contact with 

participants prior to interviews.  Most of the participants had been informed that I had 

been a former VAST instructor and that now I was going back to school to better be able 

to help students like them.  Additionally, students were informed that I too had a 

disability and was of a younger age, which seemed to make the participants more 

comfortable in their responses and aid in eliminating any power differential.  I dressed 

casually during the visits and introduced myself by my first name.  I was friendly and 

open and thanked them for their participation.  I also made sure to remain visible to all 
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students.  Most participants seemed to think I was a new student; however, of those who 

inquired, I informed them of my purpose in the interview.  The openness and sincerity of 

the participant was potentially influenced by these factors. 

Implementation of interviews.  The duration of each interview was approximately 

one hour.  Initially, I focused on creating an atmosphere in which the participant felt 

comfortable.  Before each interview, the participants were met by the researcher in the 

foyer of the VAST offices.  On occasion, the program administrative assistant offered to 

identify the students who were participating to the researcher, as she was also in charge 

of ensuring room availability.  As I greeted the participant for their scheduled interview, I 

walked them back to the chosen interview room and engaged them in casual conversation 

about school, home, food, etc. 

I then attempted to make the participant feel appreciated and valued for their 

participation by explaining that their experiences and stories were important, and that by 

sharing them with me they could help improve the lives of other young people like 

themselves.  I assured them that their participation would be anonymous and had them 

select the pseudonym they wanted to be used for the interviews.  Lastly, I explained the 

questions were open-ended and that there were no right or wrong answers. 

The interview protocol is included in Appendix E.  Questions were designed to 

elicit participants’ experiences with self-determination.  Self-determination was defined 

to the participants as being able to direct one’s own life.  During the first interview, I 

asked the participants about experiences participating in their transition planning 

meetings, their living situation, activities they participate in, their disability, their 
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culture/race/ethnicity, their choices they make, their goal-setting activities, their future 

plans, their self-advocacy experiences, and their self-awareness.  At the end of the 

interview, there was an opportunity for participants to share anything extra they felt they 

wanted to share.  The second interview was developed based on themes that emerged 

from the first interview and included questions about religion, independent living, goal-

setting, family, disability, life circumstances, supports/friends, and school/work 

experiences.  The second interview also concluded with an opportunity for the 

participants to share additional information.  Throughout both interviews, I occasionally 

strayed from the interview protocol to probe participants’ responses further. 

At the end of each interview, I thanked each participant for their participation and 

explained the next steps regarding scheduling additional interviews and/or follow-up.  

Each student then was contacted by phone two weeks before their next interview to set a 

time and place for the next interview.  Then two days prior to the interview, the student 

was contacted via phone as a courtesy reminder call of their interview.  The VAST 

program director was also notified of the interview schedule via e-mail to assist in 

securing the interview space.  At the end of the final interview, the participants were 

given their $25 gift card, the agreed compensation for participation. 

Follow-up interviews.  Follow-up interviews provide the participants opportunity 

to respond to questions and issues from previous responses.  Rather than have 

participants review their interview transcripts, due to reading difficulties I might say, “In 

your interview you talked about a goal of starting your own business and your interest in 

children and disability, how did that become something you were interested in?”  I also 
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summarized major themes that came from the interviews as a whole.  I also asked 

participants to comment or expound upon previous responses.  

Data Analysis  

The following section describes the data organization and analysis. It should be 

restated that the strategies of data collection and analysis appear to be sequential, but they 

were ongoing throughout the study.  The guiding research questions are answered 

through the analysis of the data collected by the researcher in the form of interview data.  

This interview data was analyzed using a multiple step process called constant 

comparative method (Bogdan & Biklin, 1998), which consists of open coding, then 

progresses to axial or second level coding, where the researcher reflects on the emerged 

themes while also considering the theoretical foundations of the study in order to merge 

or create new categories. The last step to constant comparative method includes the 

researcher examining the data again to see if any additional themes can or need to be 

created before transferring the data into a story line.  Additionally, during data analysis 

the researcher created case records by assembling the raw data, constructing the case 

record, and then developing the final case narrative described in more detail. 

Constant comparative method protocol.  A major step in analyzing qualitative 

data is coding speech into meaningful categories, allowing the organization of large 

amounts of text and the discovery of patterns that would be difficult to detect by just 

listening to a tape or reading a transcript.  Bogdan and Biklin (1998) suggested first 

ordering interview transcripts and other information chronologically or by some other 

criteria.  The researcher then conducted an initial open coding of interview transcripts to 
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identify initial themes from the raw data.  The initial categories that came from this 

process were: disability, race/ethnicity/culture, religion, family, goal-setting, independent 

living, participation in the Admission Review and Dismissal (ARD) meeting, life 

circumstances, self-advocacy, self-awareness, supports/friends, and school/work 

experiences.  Next, a second step of coding or “axial coding” was done where the discrete 

categories developed in open coding  were compared and combined in new ways  while 

reflecting on Wehmeyer’s (1996) self-determination theory and Vygotsy’s (1978) 

sociocultural theory to begin to develop the big picture.  The themes that developed in 

this step were: setting and attaining goals, making choices based on preferences and 

interests, participating in decision making, advocating for themselves, and self-regulating 

and self-managing their day to day actions.  There was one additional emerging theme of 

participation that also came from this step.  

Data was then broken down based on each research question by the above themes 

into the categories home/personal and school/work.  The data was then analyzed within 

each theme for subcategories specific to home/personal or school/work. 

After coding was completed, the researcher utilized a constant comparative 

method.  This means that every time a passage of text and codes is selected, it is 

compared with all other passages already coded that way.  This ensures that coding is 

consistent and allows the researcher to consider the possibility that some of the passages 

coded a certain way do not fit.  It also allows for emergent dimensions or phenomena in 

the data to be compared to existing passages. 
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Case record construction.  The qualitative case study methodology generated a 

wealth of raw data that was maintained in an organized manner (Yin, 2009; Denzin & 

Lincoln, 2000).  The researcher adhered to Patton’s (2002) three-step process for 

constructing case studies: assemble the raw case data, construct a case record, and write a 

final case study narrative. 

Assembling the raw data.  The data from the interviews allows the researcher to 

understand and evaluate perceptions of racially/ethnically diverse young adults with 

developmental disabilities on self-determination.   Therefore, the researcher compiled all 

data collected on the case. 

Constructing the case record.  Constructing the case record organizes, classifies, 

and edits raw case data collected about the cases into a manageable, accessible size.  To 

do this, all data was coded utilizing a coding protocol that organizes the data into 

categories related to self-determination. 

Final case study narrative.  The narrative is a readable, descriptive picture of the 

case data that makes all the information accessible to the reader.  This makes it possible 

for the reader to understand the data contained in the interviews (Patton, 2002). 

Credibility 

Credibility involves establishing that the results of qualitative research are 

credible or believable from the perspective of the participant in the research (Brantlinger, 

Jimenez, Klingner, Pugach, & Richardson, 2005).  From this perspective, the purpose of 

qualitative research is to describe or understand the phenomena of interest from the 

participants’ eyes.  Providing participants and peers with the opportunity to review the 
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researcher’s interpretation of the data can create this credibility (Brantlinger et al., 2005).  

For this research study the researcher utilized member checks, prolonged field 

engagement, peer review/debriefing, and researcher reflectivity, which will be described 

more in depth in the following sections. 

Member checks.  One strategy that was used to maximize the trustworthiness of 

the findings was member checks (Brantlinger et al., 2005). This involved taking analysis 

back to the participants to ensure that it represents a reasonable account of their 

experience, thus minimizing researcher bias and determining trustworthiness of the data 

collected.  Furthermore, member checks also check the credibility of the analysis and see 

if the findings reflected the participants’ own experiences and perceptions of self-

determination.  Any additions or unworthy data were sorted appropriately, and this was 

reflected in the final accounts.  Due to many of the participants’ poor reading abilities, 

the researcher either read the transcripts back to them verbatim or on occasion 

paraphrased what she thought they were saying for re-verification. 

Prolonged field engagement.  Another strategy the researcher utilized was 

prolonged engagement in the field (Brantlinger et al., 2005).  Direct, sustained contact 

leads to more robust outcomes because the researcher is able to build trust with the 

participant where they are comfortable disclosing information (Brantlinger et al., 2005).  

Being in the field over time solidifies evidence because the researcher can check out the 

data and their hunches.  The longer the researcher stays in the field, the more pluralistic 

perspectives will be heard from participants and the better the understanding of the 

context of participants’ views (Brantlinger et al., 2005).  In practice, prolonged 
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engagement in the field has no set duration, but four months to a year is acceptable 

(Creswell & Miller, 2000). This research utilized an interview format that allowed for 

prolonged, sustained exposure to the participants over the course of the school semester, 

approximately five months. 

Peer review/debriefing.  An additional strategy utilized in this research is peer 

review (Brantlinger et al., 2005).  A peer review or debriefing is the review of the data 

and research process by someone who is familiar with the research or the phenomenon 

being explored.  A peer reviewer provides support, plays devil’s advocate, challenges the 

researcher’s assumptions, pushes the researcher to the next step methodologically, and 

asks difficult questions about methods and interpretations (Brantlinger et al., 2005).  This 

procedure is best used over time during the process of an entire study.  Peer reviewers 

can provide written feedback to researchers or simply serve as a sounding board for 

ideas.  By seeking the assistance of peer reviewers, researchers add credibility to a study.  

During the course of this study, the researcher met on a weekly or bi-weekly basis with 

professors and peers to debrief and received feedback.  Additionally, the researcher had 

two opportunities to present her research and receive feedback from faculty with 

expertise in developmental disabilities and self-determination.  

Researcher reflexivity.  Another validity procedure is for the researcher to self-

disclose their assumptions, beliefs, and biases (Brantlinger, 2005).  This is a process 

whereby researchers report on their personal beliefs, values, and biases that may shape 

their inquiry.  It is particularly important for researchers to acknowledge and describe 

their entering beliefs and biases early in the research process to allow the reader to 
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understand their positions, and then to suspend those researcher biases as the study 

proceeds (Creswell & Miller, 2000).  This researcher has both provided personal 

narrative of her own experiences and also has described how she herself was utilized as 

an instrument for this research.  A reflexive journal was used after each interview to 

remember and record personal thoughts, questions, and other reflective features during 

the data collection process.  The reflexive journal was meant to be read by the researcher 

to produce meaning and an understanding of the culture, social situation, or phenomenon 

being studied (Yin, 2009).  Analysis of the reflexive journal occurred as data was being 

prepared and was shared with peer reviewers during the data collection and analysis 

process.  This is important because this preliminary analysis fosters self-reflection, and 

self-reflection is crucial for understanding.  
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Chapter 4:  Results   

This qualitative case study research examines the lived experiences of 

ethnically/racially diverse 18-to-24-year-olds with developmental disabilities as relates to 

their self-determination in their home/personal life and their school/work life.  The 

research questions were broken up into two areas, home/personal and school/work, 

because literature suggests that individuals with disabilities have different opportunities 

to learn and practice self-determination in each of these settings (Carter et al., 2009; 

Wehmeyer & Bolding, 1999).  These different opportunities to learn and practice self-

determination could be due to issues like parenting styles, culture, age, and severity of 

disability, to name a few. 

In this chapter the researcher presents a description of the participants and the 

themes that emerged from this study.  In the first section of the chapter, the reader will 

be introduced to each participant.  Next, the reader will be given a presentation of the 

overarching themes that emerged across participants based on home and personal life.  

In the third section of the chapter a presentation of the overarching themes for school 

and work life will be discussed.  There were five themes that emerged from the data 

across home/personal and school/work based on Wehmeyer’s (1996) self-determination 

theory and Vygotsky’s (1978) sociocultural theory, which were: setting and attaining 

goals, making choices based on personal preferences, participating in decisions that 

affect their lives, advocating for themselves, self-regulation and self-management of 

day-to-day actions.  There is one additional theme that was added based on this data set 
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which was participation in the community.  These six themes will be described in depth 

in the following sections. 

Participant Vignettes   

Each of the nine participants who met the study’s inclusion criteria will be 

described in depth.  Some of the details from this description will include the 

participants’ age; race; specific disability type, if known; how long they have participated 

in the VAST Academy; some of their likes and dislikes; and their family situation. 

Kandice.  Kandice is a 19-year-old Black/African-American female with autistic 

disorder, specifically Asperger’s disorder (American Psychiatric Association, 2000).  She 

is in her first semester with the VAST Academy with hopes to transition to bridge classes 

offered through the community college in the fall.  Kandice reports that her weakest 

subject in school is math and she also struggles with verbal/non-verbal communication 

and eye contact.  She indicated that her favorite class is in computer skills.  Kandice has a 

very relaxed, quiet, yet personable demeanor.  She responded to the interview questions 

with openness and ease.  She was somewhat hesitant, however, when the questions were 

more abstract and had difficulties responding at times.   

Kandice currently lives with her mother, father, and older brother.  They have 

resided in the same home since Kandice’s birth, located in a modest established working-

class neighborhood in Houston, Texas.  She reports that her family often participates in 

activities together such as playing games and going on outings.  She is very close to her 

father, who regularly helps her advocate for things she needs.  Kandice reports most of 

her friends she has met online and that she communicates with them regularly online.  
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She has few friends she sees on a regular basis in-person, partly due to living distant from 

them and not having access to transportation.  In her spare time, she enjoys repairing and 

playing with computers, video games, and drawing. 

Jamarcus.  Jamarcus is a 23-year-old Black/African-American male with an 

intellectual disability of unspecified type.  He has completed the VAST coursework and 

has been serving in an internship capacity as an office helper.  Jamarcus’s favorite class is 

math but he struggles with reading.  He is very popular at the school with both students 

and staff.  He had an outgoing and friendly personality during the interviews.  He has 

been very active in past and present VAST Academy student advocacy groups, serving in 

many leadership roles.   

Jamarcus does not have a stable living environment and bounces around living 

arrangements staying at various friends’ and family members’ homes.  His mother is a 

special education teacher but for reasons that he does not specify he does not live with 

her or his stepfather.  He reports the school is working to help him locate more stable 

housing as well as housing assistance.  The school has been very influential in assisting 

him in obtaining social services and develop skills necessary to become independent, 

particularly one teacher, Ms. Karen.  On the second interview, Jamarcus reported he had 

just started a new job as a counter helper at a sports venue. 

Brianna.  Brianna is a 21-year-old Black/African-American female who is a 

person with cerebral palsy.  She is in her second year of the VAST Academy.  Her 

favorite class is theater and her area of weakness is math.  She lives with her mother, 

stepfather, and two younger sisters.  She reports she has no friends except her boyfriend; 
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however, she was hanging out with other students during the lunch period.  During the 

interview she was very shy, often looking down and remaining very quiet with short 

clipped answers.  She mentioned she has low self-esteem despite having the label of “the 

pretty girl.”  She reported she had a part-time job at Subway.  She also reported some of 

her favorite things to do are to sing, dance, and shop. 

Anabell.  Anabell is a 23-year-old Hispanic female with an intellectual disability 

of unknown type, as well as diabetes.  She has been involved in the VAST Academy for 

two years.  Anabell struggles with math and spelling.  Her parents are divorced so she 

often goes between her mother’s and father’s houses.  Both parents have remarried and 

have a good relationship with her.  She reports that she favors staying at her father’s 

house over her mother’s house as her father is less strict.  She enjoys spending time at 

church, hanging out with her friends, and watching sports.  She currently volunteers as an 

assistant to the activity director at a nursing home.  During the interview she had a very 

friendly, open, personable demeanor.  She is very active in the VAST self-advocacy 

group and has been asked to speak at the VAST graduation ceremony.  She is very 

popular with other students and staff at the school as well as at church.  She is very social 

and enjoys interacting with others. 

Bones.  Bones is a 21-year-old Black/African-American male with cerebral palsy.  

At school he utilizes a manual wheelchair; however, at home he reports he does not.  He 

loves UFC, NASCAR, and football.  He lives in Humble, Texas with his older sister, 

brother, aunts, and uncles.  His mother recently passed away and his father uses drugs 

and alcohol and is very seldom in his life.  During his interview he was very animated 
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and gregarious, almost as if he were being recorded for the media.  This behavior falls in 

line with him wanting to be a sports announcer and his love of talking about himself.  

During the interview Bones responded as if he were being recorded for a radio show, 

saying things like, “Get this, America!”  He also displayed great enthusiasm when 

sharing his experiences, yet somewhat guarded unless probed further. 

Joe.  Joe is a 24-year-old second-generation Asian male with cerebral palsy.  Joe 

utilizes a power chair for mobility and his father is his primary personal-care attendant.  

Joe has completed classes with the VAST Academy and is completing the internship 

portion as a teaching assistant for the Microsoft Office computer classes.  His favorite 

subjects are computer, science, and history.  Joe is an only child and lives with his father 

in southeast Houston.  His mother and father divorced when he was five years old and his 

mother passed away in 2009.  He does not socialize with friends outside of school, only 

spending time with his immediate family.  In public, Joe often translates for his father.  

Joe was very friendly and accommodating.  He also wanted to make sure the interview 

questions were not too personal in nature, asking to review the questions before fully 

agreeing to participate. 

Thomas.  Thomas is a 24-year-old Black/African-American male with epilepsy.  

His epilepsy affects his memory and speech and has partially paralyzed him on his left 

side.  Thomas has completed the course work for the VAST Academy and is completing 

his internship on campus.  He will be taking bridge classes in the fall to transfer into the 

community college toward a computer degree.  Thomas is very happy, outgoing, and 

talkative.  He is also very popular with the other students.  He enjoys horseback riding, 
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fishing, and anything that will keep him active.  He lives in north Houston with his 

mother, father, and younger sister and brother, who are twins.  Thomas has a part-time 

job as assistant manager at Urban Outfitters. 

Chris.  Chris is a 21-year-old Black/African-American male with fetal alcohol 

syndrome.  He lives with his grandparents, who have raised him since he was three years 

old, with his four brothers and sisters.  His mother is not in his life much, as she 

continues to struggle with drugs and alcohol, and his father is unknown.  Chris is very 

kind, outgoing, speaking with compassion and ease during his interview.  He is heavily 

involved in the church as an assistant deacon.  He also plays the drums at various 

churches around town.  He has been working to improve his math. 

Trinity.  Trinity is a 19-year-old Black/African-American female with cerebral 

palsy.  Trinity lives with her grandmother, who also raises her four younger siblings.  

Trinity’s mother passed away in 2000.  For fun she enjoys volunteering, going to church, 

and spending time with her family.  Trinity came to the VAST Academy from the 

Barbara Jordan Foundation, a program that includes youth with disabilities in the 

Houston area.  At school, math is a subject Trinity struggles with the most.  Trinity is 

very popular with the other students at school, particularly the young men.  She has 

leadership roles in both of the school disability advocacy groups in which she 

participates.  During her interviews Trinity was very shy, often not giving eye contact, 

and responding to questions in short answers. 

Lived Experiences as Relates to Self-determination in Home/Personal Life   
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Self-determination practices related to home/personal life appears to be 

significantly different than that of school/work life.  There are different and potentially 

less opportunities to learn and practice self-determination skills in the home setting.  The 

first research question focuses on the lived experiences of self-determination in home and 

personal life.  The themes that will be addressed in this section include: goal-setting and 

attainment of personal goals making appropriate choices based on personal preferences 

and interests, participation in decisions that impact the quality of their lives, self-

regulating and self-managing day-to-day actions, and experiences of participation in the 

community. 

Goal-setting and attainment of personal goals.  Every participant shared 

personal goals they had for themselves; they also shared action plans and barriers they 

faced in achieving their goals.   

Create action plans to achieve goals.  Many of the participants (n = 7) talked 

about action plans they intend to pursue in order to achieve their personal goals.  

However the remaining two participants had difficulty articulating an action plan for their 

goals.  For example, Trinity and Brianna were unable to distinguish steps to achieve their 

goals.  For example, both stated they were “bad at math” but wanted to be in charge of 

their finances. 

Specific goals mentioned by some of the participants entail learning skills to be 

able to live on their own or in a more independent manner (i.e., learning to cook, learning 

to budget, etc.).  The steps described by participants fit the skills they seek to learn.  Each 

participant states that they are not in a rush to live on their own and that they will get 
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there once necessary skills are obtained.  Chris, for example, shared that he needs to learn 

certain independent living skills to be able to achieve his goal of living on his own and 

shared how he would achieve this goal: 

I’m recently in the VAST program because I want to live on my own but I don’t 
have the ability right now to do it, that’s why I’m in the VAST program so I can 
learn be able to take care of myself.  That is why I’m here. 
 

For other participants, independent living skill goals are important but discussions of 

action plans have just started to begin because of a push from family members.  For 

example, Bones shared a conversation with his older brother: 

Me and my mom and my brother we talked about living skills I need to get all the 
time . . . We know it’s going to happen for me sooner or later.  I’m not ready now 
but I will be.  But you know it’s like I was talking with my brother the other day, 
we were going out to eat and we kind of came up on this subject in his truck and 
we sat there and we talked you know . . . He talked to me about going to through 
things in life like managing my money, getting married, having children and 
being an uncle, me being me . . . I have been worried about doing some of the 
stuff on my own but some other stuff I’m ok. 
 

For some participants, it takes family to push the participants to set goals and create 

action plans in order to set independent living skill goals; however, the participants are 

“worried” or scared to take the next step even though they want and know they need to. 

Anabell and some of the other participants stated that they know that it will be hard living 

on their own if they choose to do so.  “It’s going to be hard living on my own,” Anabell 

shared when speaking about living independently. 

Solve problems that act as barriers to achieving these goals.  Each participant 

shared the many barriers they faced to achieve their goals which include their disability, 
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their race/ethnicity, and their life circumstances.  Interestingly, while they identified 

barriers, they rarely discussed how to overcome the barriers they faced.  Further 

explanation of these experiences is provided in the following sections. 

Disability as a barrier.  Thomas said it best when he reflected the attitude of most 

participants concerning disability:  

I don’t see no problem I can do anything you can do . . . If you can climb a wall I 
can climb a wall . . . you know they say everyone has a disability.  I know I got 
one everyone can see me.  If you can’t see your disability then something is 
wrong with you . . .  
 

Brianna described herself as “regular” and just like everyone else.  She also stated 

that her disability does not hinder her day-to-day activities of accomplishing certain 

personal goals she has set; other participants shared that same sentiment.  Anabell shared 

a story about how one of her former VAST teachers, Mr. Frank, wanted her to refer to 

herself as having “learning differences” when she discusses her disability, however 

Anabell preferred to refer to herself as having “learning disabilities” and did not 

understand what learning differences were.   

Despite the participants’ statements it is apparent that their disability makes some 

impact on their day-to-day activities.  For example, participants reported they need help 

managing their personal finances due to poor math skills or need help learning how to 

cook or clean due to limited independent living and self-help skills.  Chris shared, “I’m 

not good at math and so right now my grandma helps manage my money, but I’m hoping 

to learn to do that someday.”  Another example was provided by Joe, “I’m trying to be 

independent but still gonna need some assistance. I won’t be totally independent so that’s 
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the main obvious reason.”  Here participants realize that they will always need supports; 

however, they will try their best to independently do the things they set out to do.   

Many participants (n = 7) hold a positive “can do” attitude which plays a large 

part in their determination to do their best to not allow disability to limit them and 

ultimately accomplish their goals.  Kandice, for example, shared that she uses her “gifts” 

due to her Asperger’s to accomplish the goals she sets for herself that revolve around 

computers.  Whereas Trinity and Brianna stated they felt their disability could bring them 

down and keep them from accomplishing their goals.  However, this is in contrast to 

Brianna’s earlier statement that she would not let her disability stop her from 

accomplishing her goals.  This could be due to the fact that both Trinity and Brianna 

stated they had self-esteem issues. 

Other participants expressed that they were bullied and picked on due to their 

disability, which affected their self-esteem and created barriers to accomplishing their 

personal goals.  For example, Trinity shared her experience of being picked on at church: 

Trinity:  People used to always pick at me in church because I wanted to be a 
singer in the church. 
Interviewer:  And so what do you do? What did you do or who were these people 
that did this? 
Trinity: Grown adults.  It made me feel like killing myself and giving up my 
dream so I went to talk to the bishop. 
Interviewer:  What did the bishop do? 
Trinity:  He went and talked to them and they hardly do it much anymore but 
they still pick on me some. 
 

Bones shared his experience, again similar to other participants, of being picked on by 

people talking about him behind his back: 
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I got that all the time when I am, you know, when I am in places that I am 
supposed to be and the people they talk about me behind my back I am like okay, 
if you going to talk about me, and you can talk about me when I am not around 
but don’t talk about me when I am standing right there like I don’t exist. 
 

The perception seems to be that because one has a disability they don’t exist, and people 

are talking about them without acknowledging they are present and can speak and explain 

a situation on their own. 

Joe also shared his experience living in a primarily immigrant community where 

he receives stares because he looks different, 

Joe:  I guess you could say people from other poorer countries have never seen 
someone in a wheelchair so I get stares, but not much anymore, only a little bit. 
Interviewer: So you’re saying a lot of people that have maybe newly immigrated 
to the United States they haven’t seen somebody that’s in a wheelchair like you 
and they may look at you weird. 
Joe:  I’ll just put it this way, their countries don’t have the laws like the United 
States has, specific ADA laws that you must know required by law.  Back in their 
country they don’t have these really enforced for the ADA like we do here.  So 
sometimes I still get the look but not as often anymore. 
 

It is apparent that participants with both visible and invisible disabilities face judgment 

and stares by others.  In some cases society impacts the participants’ self-esteem and for 

others it does not.  

Race/ethnicity as a barrier.  All of the participants discussed how their 

race/ethnicity impacts their life, using both positive and negative experiences.  Chris 

stated: 

Well, first of all, when I can get along with other people, I feel real good about 
being Black.  I have that problem that I don’t call people by their race.  I like to 
call people by their names because in slavery that’s what they used to do, call us, 
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niggers, and all of that.  But I’m the type of person, whatever your name is, I’ma 
call you by that name . . .   
 

The example shows the thought processes of the participants of how they deal with name 

calling based on race/ethnicity.  Bones shared an experience where someone felt he could 

not accomplish a certain task because of his race, however he did not let that stop him 

from successfully completing his task.   

Many of the participants felt their race/ethnicity was a positive thing in their life 

and without it they wouldn’t be where they are today.  For example, Anabell shared how 

she has become more confident speaking in public because she feels there are not enough 

Hispanic public speakers.  In Joe’s case, he reported that he is the first in his family to 

graduate from high school since his family migrated from Taiwan.  However, 

interestingly he also spoke about how his race is stereotyped, giving the example of 

“being smart” and “reading more” setting this expectation that he needs to act in the same 

manner, of which he did not agree.  Joe also spoke of how he has to be his father’s 

interpreter because his father struggles with English, which he in some cases wishes he 

did not have to do.  He feels he misses out on certain things because in a way he has to 

look out for his father, creating a barrier to some opportunities he wishes to pursue.   

Life circumstances as a barrier.  Life circumstances have also played an integral 

role in accomplishing goals.  Life circumstances included death of a parent, drug abuse or 

alcoholism by a parent, violence in their community, and poverty, to name a few that 

specifically impacted these participants.  Bones shared his experience: 
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Like I said earlier, my mom just passed away, but it took a toll on me, and you 
know with the way my dad is [into drugs & alcohol], knowing about things now, 
he’s starting to change, but his past is still affecting me to this day.  His drug 
abusing days are now nearly done, but they still affect me to some degree . . . This 
is big for me because I really don’t get to pay attention to this so much, but it 
really helps me to think about what my past does for me and what my past is 
going to do for me, or what my future is going to be like, when I get there, you 
know. 
 

For Bones, this experience of his mother’s death and father’s drug use allows him the 

opportunity to reflect on his path in life and potentially change his life course, if he 

chooses.   However, it is clear that these difficult family events have impacted Bones’s 

life as well as the lives of many other participants (n = 8) with similar experiences. 

Another example was described by Chris, who felt that due to his connection with God 

and the church that he could no longer be angry at his mother for “causing” his disability. 

Chris shared: 

Well before I was born into this world my mother was an alcoholic and what she 
did, she kind of messed up my brain.  I was classified as a r . . .  how do you say 
the “R” word? . . . It has made me stronger is because like I before stated that is I 
have people looking up to me [through church].  And so I done forgave her and I 
don’t really think about it no more because like that’s out of my mind like I don’t 
even think about that. 
 

It would appear his difficult life circumstances made him more accepting and willing to 

move forward and demonstrate this capacity to move forward to others; however, it plays 

a significant barrier in this life. 

 For Trinity, her mother passed away; however, she describes how her 

grandmother took over raising her and is very thankful for that.   However, she describes 

her neighborhood, “I stay in Trinity Gardens with my granny and my four siblings and its 
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rough out there a lot of the homeless people and sometimes there be noise because they 

use to have a club open.  So it used to be loud some, some nights and it used to be 

shooting some nights.”  While she has support from her grandmother, she reports she 

deeply misses her mother and is often scared at night due to the crime.  Jamarcus too 

states he struggles with fear about crime in his neighborhood at night. 

Joe’s mother passed away a few years ago, although he had not been very close to 

his mother growing up.  His father has been his sole provider and caregiver since Joe was 

five years old, which is a barrier for Joe, as Joe’s father will not answer the phone if 

someone calls for Joe and Joe cannot answer the phone due to his physical limitations.  

Make appropriate choices based on personal preferences and interests. When 

participants were asked what kinds of things are they good at, all of the participants stated 

various hobbies such as cooking or crafting or playing an instrument.  For example, 

Kandice shared her experience: “I’m very good at fixing computers. I can unhook a 

computer and hook it back without any help, and I help others if they have trouble with 

it.”  In this example, Kandice demonstrated how she utilizes her disability as a strength to 

fix computers.  Chris also shared his interests and choice to play in the church band:  

I’m really good at playing instruments, playing the drums.  I’m a drummer boy.  I 
love drums.  I play at my church.  I also play at other churches when they need 
me.  I play keyboard just a little bit.  I can mess with the bass a little bit.  Other 
than that, the drums is my number one priority. 
 

In other words, participants utilize their talents to make choices to participate in 

community activities. 
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Joe also shared his experiences of making choices, particularly choices about 

what his father will help him wear for the day, “sometimes he [father] takes my 

suggestion, sometimes he gives in and sometimes I give in, so we’re like a team.”  

Therefore, it becomes apparent that sometimes participants seem to have to make 

compromises instead of making choices they want to make for themselves.  Bones and 

Brianna also shared a similar experience where they have family make choices together. 

Bones stated “ . . . my cousins and my brothers are involved in almost every decision that 

I make,” while Brianna shared that her mother and sister help her with choice making.  

Also in a similar vein, Jamarcus shared he often makes a choice and many times a 

compromise as to where he is going to stay for the night since he does not live with his 

immediate family, “ . . . like where I’m going to stay at, where I’m going to live at and 

stuff like that.  I just had to make a choice to stay with my friends and stuff like that.”  He 

describes often staying with his “play sister,” Tina, his preferred friend because of her 

“helpfulness and willingness to help me do stuff.” 

Thomas, however, expressed that he makes the majority of his own decisions: 

Interviewer:  So what are some of the choices you make during the course of the 
day? 
Thomas:  make sure I have my clothes, shoes, have to put my time together first . 
. . my clothes, my shoes.  I already know I have to take a bath every morning . . . 
got to take a bath.  Then what shoes should I wear, should I eat breakfast, what 
kind of cereal and check the weather to see if I need a sweater.  I wore a sweater 
today because of Treyvon Martin . . . I wore my hoodie for my boy Treyvon.  I 
pretty much make my own choices. 
 

Trinity also shared similar experiences where she was able to make her own choices of 

clothing, eating, and even babysitting her cousins. 



 67 

When asked, Anabell expressed that she did not like others making choices for 

her, other participants agreed: 

Interviewer:  Do you like if people help make choices for you? 
Anabell:  No.  I don’t. 
Interviewer:  And why not? 
Anabell:  Because I feel like they are taking something I should make because it 
makes me feel, I don’t know what the word is . . . 
 

This comment expressed the sentiment that she is trying to lead an independent lifestyle 

and that she was adamant and firm stating that she did not want others making choices for 

her.  

Participate in decisions that impact the quality of their lives.  Participants 

discuss family involvement as a necessity to provide needed support during the decision-

making process.   

Family support of independent living skills.  Parents and family also seemed to 

play an integral role in the participants taking more and more responsibility for their 

lives.  Many participants (n = 5) shared that their family was working to teach them 

independent living skills (i.e., cooking, budgeting, cleaning, reading, etc.) and shared that 

their families also envisioned them living outside of the home.  For example, Anabell 

shared: “ . . . my mom’s boyfriend and her are trying to look for my own apartment for 

me to start off on my own they also suggested I get a roommate to help with some of the 

financial things.”  In other words, it appears that family helps the participant by providing 

suggestions and supports, wanting their child to be successful in living independently 
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within his or her means.  Chris also expressed a similar sentiment that his family has 

spoken about independent living: 

Yes, she’s [grandma] talked to me about it.  She says that she wants me to live on 
my own.  She wants me to have my own family and my own things and I felt 
good about it, but it’s just a matter of time.  Yes I am staying with them but yes to 
get me to brush up for me to get ready and go out and do what I need to do.   
 

Thomas also shared a similar experience of learning from his family, “with my 

grandmother . . . she taught me how to be a respectful man and person in life.  Taught us 

how to pray and mindful where you coming from.  And helped me learn what I need to 

learn.”  This is an important statement in that families are preparing the participants with 

necessary independent living skills for them to live independently if they choose.  Bones 

shared that his brother has spoken to him about independent living but as previously 

shared he does not feel like he is ready yet.  Kandice also feels she is not ready yet, 

although independent living discussions have happened with her parents. 

Trinity does not talk about her family supporting her independent living skills, 

which may be due to the fact that she has three much younger siblings and is being raised 

by her grandmother since her mother’s passing.  Brianna and Joe also do not remark as to 

whether their family supports their independent living skills.  For Joe, this may be due to 

the fact that his father is his primary caregiver and is reliant on someone to provide for all 

of Joe’s needs.  Jamarcus, too, shares that it is not his immediate family that supports his 

independent living skills, but friends and teachers like Tina and Ms. Karen, who are 

assisting him with locating a more permanent home and social services. 
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Advocate for themselves.  Participants spoke some about having to advocate for 

themselves.  For example, Joe stated that he learned about laws that protect him as a 

person with a disability like the ADA (U.S. Department of Justice, 1991).  He spoke 

about people often harassing his father about parking in a wheelchair accessible parking 

space when he is dropping off or picking up Joe.  Joe often explains he must get out of 

the vehicle; however, once they see him in his wheelchair, they turn around and leave.   

He’s [father] not physical [physically disabled], not like something where you can 
see but he can get the Texas handicap plate.  And I was ‘Do you see me inside?’, 
and then he points straight to me, sometimes I have to get out, and then they be 
quiet.  I have a lot of instances that occur with this situation. 
 

Participants also describe needing help to advocate from family and friends.  For 

example, Bones shared, “You know, I enlisted to help, my brother and my sister to help 

me like you know, help me, you know, tell my story and what not.”  He later went on to 

share that he hated having to advocate for himself because it was scary and embarrassing 

but then learned to love it.  Many of the participants (n = 5) also shared that often they 

were scared or embarrassed to advocate for themselves because they were often met with 

criticism.  Whereas for Anabell, Kandice, Chris, and Thomas, this was not true; they 

were comfortable advocating for themselves without support.   However, it was unclear 

what lead them to this ability.  Chris stated “I feel good being able to speak out for 

myself.”  This demonstrated he was proud to be able to do something for himself, 

particularly when it pertained to his own needs and wants. 

Additionally participants describe having to advocate for themselves with social 

services to receive certain services.  For example, Joe shared his experiences working 
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with Medicaid, “. . . well at first they didn’t want to approve one of my shower chairs, 

and then I had to mess with Medicaid and say ‘if you don’t give me my shower chair, you 

want my dad to fall down?’ They finally approved the equipment.”  Other participants 

like Jamarcus shared similar experiences of being denied services and having to fight for 

them. 

Trinity and Brianna did not comment on this topic; however, Trinity stated that 

she needed to be prodded by others to self-advocate.  She gave an example of how her 

friend, Ms. Scott, helps her with her shyness by strongly encouraging her to do things 

such as speaking using a microphone even when she does not want to.  Her reluctance 

could be due to her shyness that she acknowledged at the beginning of our interview. 

Self-regulate and self-manage day-to-day actions.  In this section participants 

discuss how they self-manage and self-regulate their actions.  Specifically, participants 

discuss areas they feel they need to learn to have more control in self-management and 

additionally requiring supports and self-refection to self-regulate their emotions. 

Necessities for managing day-to-day actions.  One of the questions asked from 

the participants was about what they feel they need to learn or do in order to be in control 

of their life.  An example provided by Bones was “. . . learn how to cook, I need to learn 

not to be dependent on people that’s the one.  I need to learn how to do stuff on my own 

instead of depending on my mom and brother and my dad for money.”  Other participants 

like Anabell, Trinity, Kandice, and Chris expressed needing to know how to handle their 

own financial matters, which would make them more in control of their lives.  These 

participants were not able to control this aspect of their life because of their weakness 
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with math.  Additionally, participants like Thomas and Jamarcus expressed they needed 

to get a good job to make money to make them more independent.  Brianna was unsure 

what she needed to learn or do to be more in control of her life.  Participants like Bones 

and Trinity shared their concern for reliance on family or the government for finances. 

Trinity shared, “I don't want social security to be give me my monthly check, I want to be 

independent and do . . . get stuff on my own.”  Some participants like Chris and Bones 

state they are not yet ready to be in control of their lives but will be once they learn the 

necessary skills.   

Joe, on the other hand, stated that due to his significant care needs: “I’m trying to 

be independent but still gonna need some assistance.  I won’t be totally independent . . .” 

Therefore, he was asked if something happened to his father, his primary caregiver, what 

would happen.  He stated he would rely on his “program” or Medicaid to figure it out.  

He is reliant on others to determine what will happen to him and determine his level of 

independence. 

Controlling one’s emotions.  As people with disabilities, a few participants spoke 

of becoming frustrated when they feel like they are not in control of their lives.  For 

example, Jamarcus shared his experience of waiting for several hours at an appointment 

with a social services agency,  

. . . like at the food stamp place. I had an appointment at 11:30, and we was there 
at 11:30 and it passed 11:30 so I was looking at my time.  Ms. Karen went up 
there and asked the lady when she was coming, and the lady said she coming.  
Then it was one o’clock and I was getting like mad like upset.  So Ms. Karen was 
like ‘I’m fixing to go to the window and talk to the lady’ and I said ‘you better 
’cause I’m getting mad.’  The lady said she had lunch break, she hadn’t come 
back until after one o’clock.  I was getting mad.  Ms. Karen was like ‘calm down, 
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it’s ok, you got choices to make.  You could be mad or you could be happy.’  I 
said ok.  I just listened to my church music to calm me down, and then the lady, 
it’s passed two o’clock.  We were there ’til three and I was getting more mad, and 
she was like ‘Calm down, just calm down listen to your church music.’  I listened 
to that and it calmed me down. 
 

Another area where participants have had to control emotions is through dealing 

with family issues.  For example, Chris expresses his anger toward his mother for causing 

his disability through alcohol and drug use during pregnancy: 

Yeah it really, it really has it really has impacted my life.  I was kind of mad at 
her about it because I was wondering why does she do that, because if she didn’t 
do that I should have been married right now, I could have had my own place but 
since that and now I have a lot of case managers that look after me, they come and 
see me and see how I’m doing and stuff like that. 
 

While Chris has stated he has forgiven his mother, other participants discuss how they 

have to control their emotions when their family does things that have an impact on their 

lives.  An example would be with Bones and his father.  Bones’ father uses drugs and is 

“an addict;” his father’s actions force him to reflect on his own life so he doesn’t end up 

the same way.  None of the other participants, Trinity, Brianna, Anabell, Kandice, 

Thomas, or Joe spoke about this topic.    

Experiences of participation in the community.  The third area that came from 

the analysis of results was the youth’s participation in the community.  Experiences of 

participation in the community included recreational activities, participation in church, 

having relationships with others, and having jobs or volunteering. 

Recreational experiences.  All participants expressed having relationships and 

doing things with others within their community.  The first area addressed was within 
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participants’ neighborhoods.  For example, Bones expressed interacting with his 

neighbors. 

Bones:  Me loves my neighbors, I love my neighborhood. 
Interviewer:  What do you like about your neighbors and your neighborhood? 
Bones:  My neighborhood is cool, some of the coolest people probably I’ve ever 
met.   
 

Chris expressed the same sentiment about his neighborhood and the relationships he has 

built. 

Chris:  I hang out with classmates, friends in the neighborhood.  I play basketball 
with all the big guys.  I just like having fun. 
Interviewer: So when you hang out, what kind of things do you do and talk 
about? 
Chris: Well, um, we don’t really talk about anything negative.  It’s always 
something positive.  We talk about school and jobs and houses and stuff like that 
that we would like to have. 
Interviewer:  What do you like about these people that you talk to? 
Chris: What I like about them is that they are type of guys that can relate to what 
I’m trying to do because they’ve been there before. 
 

Thomas shared that since he recently moved he does not have any friends he yet hangs 

out with where he lives; he tries to go back to his old neighborhood as much as possible 

given he has transportation.  Brianna, Trinity, and Anabell reported that they do not speak 

much with their neighbors.  Jamarcus stated that he did not speak with neighbors because 

he is never living in one place long enough.  Joe similarly stated that he does not speak 

much to his neighbors but when he does they “just [speak about] anything.  Anything 

that’s not too private.”  

Many of the participants (n = 8) cited transportation to participate in recreational 

activities can be an issue with the majority of them having to rely on public 
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transportation.  Joe was the only participant who had special transportation of a modified 

van driven by his father to get around.  However, many (n = 7) cite enjoying shopping or 

going to the movies with friends if they have transportation.  Joe stated that for 

recreation, “you can say family but only here at the college for friends.”  In other words, 

Joe mostly is with his family the majority of time, partaking in occasional recreation 

activities and only when he is at the college does he spend time with and socialize with 

friends.  For some participants like Thomas and Kandice, they stated that they live too far 

from friends they might otherwise hang out with, which limits their time together. 

 Experiences of religious/spiritual participation. Another area of community 

participation for almost every participant is religious/spiritual activity.  Thomas, like 

other participants, plays quite a large part in the church service:  

We go to church every Friday . . . no no . . . Sunday, Tuesday, Thursday and 
Saturday.  We go almost every week.  If your mama, or grandmamma go to 
church you have to go to church.  You got to go to bible study, choir rehearsal, 
usher meetings . . . I got an usher meeting tomorrow as a matter of fact, 
tomorrow.  I got a deacon meeting Wednesday so you have to go.  It plays a 
heavy role in my life.  My dad was a . . .is a elder in the church and my mom is a 
district missionary.  So I go to church! 
 

Like Thomas, Brianna was also involved in church, “I go to church . . . Silverlake in 

Pearland.  I’m in the choir.  I go on Tuesdays.”  Chris also played a role in the church:  

Chris: Well actually I’m a preacher, and I do have my preaching license. 
Interviewer: Do you preach for a church yet?  Or do you have church that you 
work with? 
Chris: I preach for a church.  Well actually I preach up under a pastor, so I preach 
every third Sunday.  
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Participants like Anabell felt church was “ . . . a place where I can just, I guess be 

loose, be myself.”  Jamarcus felt going to church made him feel more confident and 

allowed him to spend time with his family.  Kandice also agreed that going to church 

“brought her family together.”  The participants described being supported, mentored, 

and included in the church environment.  Trinity shared her experience with members 

from her church who “ . . . call to check on me and sometimes they bring food and stuff 

to the house and do stuff for us.”  Bones also shared a similar experience: 

Matter of fact I love, you know what I love a minster to death because he makes 
me laugh a lot, like, when he’s like up preaching or whatever I’ll laugh at his little 
corny jokes or whatever and then like when he’s not preaching, he’ll come hang 
out at the house with me so . . . 
 

 In Joe’s case he stated that he’s “not under any religion however in Taiwan my 

family does practice Buddhism.” 

 Summary.  In conclusion, there were six themes presented in this section about 

lived experiences as relates to self-determination in home/personal life.  The themes 

were: setting and attaining goals, making choices based on personal preferences, 

participating in decisions that affect their lives, advocating for themselves, self-regulation 

and self-management of day-to-day actions, and participation in the community.  In the 

next section, lived experiences of self-determination in school/work life for these nine 

participants will be described. 

Lived Experiences as Relates to Self-determination in School/Work Life 

Self-determination practices related to school/work life appear to be different than 

that of home/personal life, particularly due to a change in environment.  There appear to 
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be different and potentially more opportunities to learn and practice self-determination 

skills in the school/work setting.  The second research question focuses on the lived 

experiences of self-determination in school and work life.  The themes that will be 

addressed in the next sections include: set and attain educational/career goals; making 

appropriate educational/career choices based on preferences and interests; participate in 

educational/career decisions that impact quality of their lives; advocate for themselves in 

school/career; self-regulate and self-manage day-to-day actions at school/work; and 

participation in school/work activities. 

Set and attain educational/career goals.  Many of the participants talked about 

goals they have for themselves to graduate from VAST, get a job, and do other things.  

They mentioned that their family and the VAST Academy have taught them how to go 

about setting and attaining goals, which will be described in more detail in subsequent 

sections.   

 Creation of action plans to achieve educational/career goals.  Many participants 

(n = 5) shared action plans they had, using their education to find employment.  Chris 

shared his experience: 

Chris:  I do have a goal, and my goal is to be able to live on my own. 
Interviewer:  Can you tell me, what are some steps that you are doing to be sure 
that you are going to be able to live on your own? 
Chris:  Well that’s the reason that I’m in this VAST program.  And it’s really 
showing me a lot, how to prepare for a job, how to be able to manage my money, 
how to be able to drive and stuff like that. 
 

Thomas’s goal was to get a degree so he could work with computers.  “I want to go into 

computer engineering.  I took the test and I passed it.  Now I need to get my reading and 
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English taken care of and I need math so I’m doing that. ” Trinity articulated that she 

wanted to own her own daycare center one day.  Trinity articulated a few of the necessary 

steps, “I’m going to have to wait until I graduate from VAST program.  I can go to the 

main campus and take classes and take business and childcare and stuff like that and 

graduate and have my business.”  Joe, who is getting ready to graduate, stated:  

Joe:  Hopefully I can find a job that I can maybe use my computer skills.  That 
what they’re trying to help me work on right now because, you know what I’m 
trying to say. 
Interviewer:  Can you tell about some of the steps you need to take to get a job? 
Joe:  Well I got to get familiar with all the interview questions, like you know, 
tell me about yourself, you know the different questions that they may ask.   
 

Jamarcus, on the other hand, shared that he had set a goal of getting a job and recently 

became employed as a counter helper at one of the sports stadiums.  Anabell, Brianna, 

Kandice, and Bones had a difficult time articulating the action plans for their goals 

because they did not understand all the requirements/steps necessary for their particular 

goal. 

At the end of the interviews, many of the participants (n = 7) were graduating 

from the VAST program and shared that they had graduated.  The remaining participants 

stated that they were on their way to graduating from the VAST program and would 

potentially attend community college bridge classes or take a job. 

 Solve problems that act as barriers to achieving educational/career goals.  Many 

participants articulated barriers that prevented them from achieving their 

educational/career goals.  Thomas shared that he had been looking for a job for some 

time; however, he stated that employers could not overlook the fact that he had a 
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disability to hire him.  He stated that he did not let his disability stop him and that he kept 

on his job quest until one day he applied to a job at Urban Outfitters.  “I put in an 

application and he [the manager] saw potential in me and he hired me right on the spot as 

assistant manager.”  Thomas reported that he has been employed with them for almost a 

year in this position.   

 In another problem-solving example, Anabell explained how she had been 

working as an assistant activity coordinator at a nursing home; however, Medicaid “cut 

my salary so now I’m working for free.”  Often, those receiving social services can only 

earn so much or work a certain number of hours, otherwise the person risks Medicaid 

services being cut.  To fix the situation Anabell’s mother and boss worked out a 

temporary solution of her volunteering instead of working for pay. 

 Kandice reported that she applied to a position at GameStop; however, 

transportation to and from the location she chose created a barrier and later she stated that 

the position was full-time and she wanted part-time.  She shared her experience: 

So my dad had a good idea because for one its closer to the house, I could just 
walk there and I had to write down an application.  So then I have, I’m still 
searching well they say they are looking for someone full-time and I can’t do full-
time ’cause of school and they say I don’t have any experience so I have to find 
another job . . . 
 

Jamarcus reported that he had informed a potential employer that he could not 

read.  This was his experience: “Like I was applying for this job and I told the lady I 

couldn’t read and she was like, okay if you can’t read we don’t need you.”  However, 

Jamarcus did not let this deter him; not only was he taking reading classes at the VAST 
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program but continued the job hunt, later finding a job where his reading skills were not 

as important. 

Bones shared his goal of making his own music record; however, he reported that 

the person who is his advisor and mentor never seems to have time for him.  This is a 

barrier for him accomplishing a career goal he has set for himself.  “When I you know, 

when we talk, we’ll set plans to meet but we never actually get to meet because of his 

busy schedule.”  He reports however that he continues to reschedule to obtain an 

appointment with him.  

In addition to barriers toward career, several participants noted barriers to being 

able to go to or be successful in school: “college.”  Joe shared about how DARS had not 

provided computer software upgrades so there were things at school and on the job he 

could not do independently.  He reported that he continues to work with them to get 

necessary upgrades done to his computer software. 

The remaining participants did not report any barriers in the school/work 

environment that they needed to problem solve.   

Make appropriate educational/ career choices based on preferences and 

interests.  Some of the participants spoke about jobs that met their interest level or jobs 

that they did not think they would like but ultimately did.   For Anabell, she spoke about 

two different jobs she has held, “ . . . being a teacher’s aide for a while, working with the 

assisted living—that I absolutely love.  I didn’t think I was going to love that job, but I 

did.”   She also talked about how she was a “people person” and enjoyed talking and 
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interacting with others.  This was an example of the need to experience many different 

jobs in order to know what is preferred.   

Kandice, like other participants, expressed the need for a job to mesh with her 

interests: “I really don’t want to work at anything like grocery stores or anything that 

doesn’t suit me.”  She further stated, “Like before I said I was good with writing, reading 

and maybe computers.  And maybe science, it depends on what it is though, but when it 

goes down to, that’s only the strengths I have.”  Therefore it becomes apparent that 

participants do not want to work in an area they do not enjoy or have an interest in.  

Bones talked about his passion for mixed martial arts fighting and his passion to be a 

sports announcer.  He stated that he enjoyed the sport and communicating with others.  

Chris also shared his story about how he became interested in religion and found his 

calling to be a preacher.  “I’m good at reading Bibles.  And when I read it I could develop 

a sermon just that quick.”  Similarly, Trinity shared her love for caring for children and in 

the future wanting to open up her own daycare center.  Also in the same vein, Thomas 

shared that “I’m really good at talking to people.  I’m really good at working with 

others,” which matched well with his job as assistant manager at Urban Outfitters, not 

only having to interact with customers but also interact with his employees.  Joe 

expressed his fondness of computers of which he was the teacher’s assistant for a VAST 

computer class and wanted his future career to be working with computers.   

Other participant’s preferences and interest did not seem to align with the career 

and educational pursuits. 

 Participate in educational/career decisions that impact quality of their lives. 
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Experiences of transition planning.  Feeling in control of their life began for 

most participants during the transition process of graduating from high school and 

discussing life after high school.  Thomas described his ARD meeting when he was about 

to graduate from high school.   

I remember that . . . I had a guidance counselor that was referred to me because I 
had DARS.  When I graduated I sat down with her and talked about what should I 
do . . . work or school?  I chose school because I needed to get my higher 
education . . . I had to come here [VAST program] to meet Diane to get a meeting 
started and transfer papers.  When I came here I was ready. 
 

Brianna also had a similar experience describing her ARD meeting, stating they 

discussed “the last day of school and graduating.  We decided after I graduated I’d come 

here [VAST program].”  Joe shared a similar experience of his ARD meeting, where his 

dad and aunt were present where they all discussed where he would end up after high 

school: 

We had an ARD meeting but they kind of recommended probably from Houston 
Community College would be the best because you know they have these 
remedial courses.  I don’t think I could be recommended for the VAST program.  
They recommended me obviously I’m here. 
 

Anabell and Jamarcus described school staff as only telling them what they could 

not do.  In Anabell’s case: 

. . . they kept saying all the stuff like; oh she can’t do this and that and this goes 
back to the ARD meeting.  They were all disgusted and mom was like, “I don’t 
know. You are not doing your job.”  Mom would get back at them for saying that.  
Mom was someone that was doing most of the talking like I said, because I, she 
knows what I want so . . .   
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It would appear that family intervention helped change the course of the 

discussion and outcomes.  Jamarcus also described a similar experience of needing 

family involvement: 

We talked about going to college, getting ready for college.  And my DARS 
counselor was there.  And it was like “he don’t have enough reading skills to get 
into college,” and my momma is like “if we teach him how to learn, how to read 
and stuff like that, he could get up there, and I think college will help him get up 
there.”  And they were like okay, and my DARS said she was going to pay for the 
school.  So they was getting me ready for graduation.  They asked me if I’m ready 
to graduate and I said yeah I’m ready to graduate. 
 

Kandice shared a similar experience, stating how her high school wanted to hold her back 

a year due to her poor math skills but she worked very hard to bring them up.  Her father 

advocated for her with school staff and she was able to graduate.  This parental 

involvement was common, as parent and student involvement during the ARD was an 

IDEA mandate (U.S. Department of Education, 2004). 

 Brianna, Trinity, and Bones reported vaguely remembering their ARD meeting 

and did not have specific details about the meeting.   However, they all remember 

discussing classes that they would take to finish up high school as well as discussing 

college options.     

Importance of education to families.  Participants described a need for funding to 

go into the VAST program and parents having to intervene to ensure their child could go 

to school.  Jamarcus said it best: 

My DARS counselor died in a fire.  Then I had another DARS counselor that 
made it hard.  The [original] DARS counselor was going to pay for the books and 
the classes, but the other DARS counselor didn’t.  She was like “the VAST 
program was bad news, and they don’t help you.”  So my momma said “he going 
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to college [VAST program] so I’m gonna pay for him to go to college.”  So my 
momma paid for me to go to college.   
 

Bones also shared the fact that as a family a decision was made that he would go 

to “college.”   For example: 

  . . . my entire family and my friends and, you know, decided I was to go and we 
didn’t make it separately, made the decision together.  So we all sat down and 
talked about it . . . and came up with a plan to pay for it.  
 
 

This example demonstrated that everyone worked together to ensure that 

decisions were followed through with, namely obtaining an education. 

Experiences accessing school and employment services and supports.  Another 

component of being in control relates to the services and supports received from the 

VAST program staff to help each participant become more independent.  Jamarcus 

shared that teachers at the VAST program really support the students by helping them 

access social services and apply for jobs.  Jamarcus shared: 

. . . I got a job coach and we meet, and then I have a teacher, Ms. Karen, she helps 
me.  She helped me get food stamps, and she helped me with DARS again ’cause 
I had a DARS counselor and they closed my case down.  She trying to help me 
get SSI. 
 

Joe’s experience with social services for employment supports was explained as the 

following: 

Joe:  And I got to watch it because I don’t want to lose my Medicaid. 
Interviewer:  So when you get a job and you earn a certain amount of money it 
affects your social security which in turn affects your Medicaid.  And if you lose 
your social security, you lose your Medicaid. 
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Joe:  Yes . . . I have to keep on top of things.  I keep an eye out so I don’t have to 
worry about it interfering. 
 

Chris shared that the VAST staff, “[They] teach me different stuff like different math and 

reading and stuff like that.  How to sign an application and stuff like that.” 

 Other participants did not share their experiences accessing 

education/employment services and supports.  It is widely known that the VAST program 

offers a job developer for students currently in their program through federal grant money 

received.   Also some of the participants received services from DARS but did not 

express or know what supports were received, therefore, focus could only lie on what the 

VAST program does. 

 Advocate for themselves in school/career.  Participants described advocating for 

themselves.  Once transitioned to “college,” many of the participants (n = 7) spoke of the 

VAST program providing them opportunities to be in control or in charge of their lives.  

Trinity described her experiences with the program’s two self-advocacy groups:  

Interviewer:  Okay and what do you like about being in those groups. 
Trinity:  They two can do stuff like . . .  in the Lone Star it’s the stuff that we can 
talk about and we can go to Dallas, some of the stuff that we want to do.  And for 
the Eagles Club I’m the secretary. 
 

Anabell shared her story that was similar to most participants who participated in the two 

advocacy groups.  Anabell stated that she was looked at as a leader, “I’m . . . looked at 

probably as a leader . . . because I am not only, I don’t only have one position [Eagles 

Club Representative] in that job, I am also the secretary here [VAST Self Advocates] . . 
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.”  Thomas, Bones, Joe, and Jamarcus shared similar experiences participating in the 

advocacy programs at school.  Jamarcus shared: 

I love being in the advocacy group because we get to talk about the stuff we want 
to talk about, and the sponsors that come out and talk about their disabilities.  We 
want to learn more how to drive, manage our money and stuff like that.  One 
person in our group goes to the meetings and tells them what we need and tell 
them what we fighting for. 
 

Participants who participated in the school’s advocacy groups like Anabell cited that her 

participation in advocacy “makes me feel great.”  When asked what advocacy meant to 

Bones, he replied, “Everything like your rights, who you hangout with and who you talk 

to, who you are seeing in your community and people like that.”  For Jamarcus, self-

advocacy means, “It means to me to be like an outstanding person, and tell people more 

about your disability, and have friends with disabilities as well.”  Joe defined advocacy as 

“probably like what you can do out in the community, or community servers.” 

Kandice shared her experience with advocacy:  

I haven’t much spoke out as much as I used to but I never do.  What I usually do 
is listen what they have to say.  If I know that something ain’t right I was aware I 
had to speak out and explain that what they are doing is wrong.   
 

This example shows that unless Kandice feels something is unjust, she prefers not 

to speak out, but could also be a result of her autism, where she reports that she has 

difficulty with communication. 

Self-regulate and self-manage day-to-day actions at school/work. 

Need for a support network.  Having a network of people who are supportive is 

important to these participants while in school and in order to be successful in the work 
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world.  Jamarcus spoke about being around friends who have disabilities in the VAST 

program, “it’s like we got the same disability but it’s different disabilities.  It’s fun 

hanging out with people that got other disabilities and you learn something from them, 

and they learn something from us [you].” 

 Other participants cited support from VAST program staff.  For example, 

Jamarcus shared, “I need to read more.  I got some people helping me.  Ms. Karen  

helping me, and some more people helping me.”  Ms. Karen is one of his teachers.  He 

also went on to describe how Ms. Karen helped him access social services, which is the 

case for many of the other participants (n = 5) who need support accessing services.  

Other participants including Jamarcus listed Mr. Steve, Ms. Diane, and Ms. Sue as other 

staff at school who provide other support to them, particularly when the participants find 

they need help with an issue.  Jamarcus shares that these staff members “. . . help me, and 

they tell me the right stuff . . .”  This quote from Jamarcus represents his desire to have 

support so that he will act in an appropriate manner, as Jamarcus likes to please those 

around him.   

 Participation in school/work activities. 
 

Experiences of participation with employment.  A final area participants spoke 

about was their participation in the work environment, whether it be paid or volunteer.  

Participants said they enjoyed their jobs because they stated that they were able to 

interact with others.  For example, Brianna worked part-time at Subway, Anabell worked 

for an assisted-living center, Thomas worked for Urban Outfitters, Joe worked as a 
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teacher’s/office assistant, Jamarcus as a counter assistant, and Chris as an assistant 

preacher.   

For many of the participants (n = 8), they expressed a desire to be employed in 

other jobs in the future and that through going to school they were working toward a goal 

to get there.  For example, Chris stated that he wanted to be a nursing assistant: 

Well, there was a letter that was being sent to me and in the letter that was being 
sent to me from the HCC and I took that letter that they had sent to me and I was 
like wow, I really think I can do this . . .  
 

Kandice, like many, expressed doing a job that was fun and was something that 

was on her interest level:  

I had decided I wanted to work there . . . So my dad had a good idea because for 
one its closer to the house, I could just walk there and I had to write down an 
application.  So then I have turned it in . . . I really don’t want to work at . . . I 
really don’t want to work at any like grocery stores or anything that doesn’t suit 
me. 
 

Other participants expressed starting their own business like Trinity, “I want to 

own my daycare for children with disability, I’ll be a teacher for special ed students.”  

Many participants (n = 8) expressed goals they have set to transition to employment.  For 

example, for Trinity to open her own daycare, she stated: 

Trinity:  To get my business license. 
Interviewer:  To get your business license and your business license for the 
daycare, right?  Okay, so tell me about some steps you think you might needed to 
follow through with this plan? 
Trinity:  I’m going to have to wait until I graduate from VAST program.  I can 
go to the main campus and take classes and take business and childcare and stuff 
like that and graduate and have my business. 
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Trinity was able to articulate some of the steps necessary to accomplish her goal for her 

future career.  

Summary.  In summary, there were six themes presented in this section about 

lived experiences as relates to self-determination in school/work life.  The themes were: 

setting and attaining goals, making choices based on personal preferences, participating 

in decisions that affect their lives, advocating for themselves, self-regulation and self-

management of day-to-day actions, and participation in the community.  In the next 

chapter results will be discussed and further analyzed, and implications and future 

directions will be addressed.   
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Chapter 5:  Discussion 

The purpose of this study was to examine the lived experiences of 

ethnically/racially diverse young adults with developmental disabilities as related to self-

determination in their home and personal life, as well as their school and work life.  The 

data gathered for this research study told a story of each youth’s lived experience of self-

determination from a personal/home and school/work standpoint.  Six themes comprise 

this chapter and represent participants’ perceptions and experiences relative to self-

determination.  Embedded into each theme is a comparative analysis of the impact of 

race/ethnicity and race/ethnicity on participants’ perspectives and experiences relative to 

self-determination.   

Previous research (Trainor et al., 2008; Zhang & Benz, 2006) has shown that 

individuals with developmental disabilities and those from racially/ethnically diverse 

backgrounds are not as self-determined as those who are not diverse with disabilities.  

Although much has been written on self-determination, it has mainly focused on those 

from White backgrounds and those with high incidence disabilities (Shogren & 

Broussard, 2011; Turnbull & Turnbull, 2001).  The self-determination literature dealing 

with developmental disabilities has focused more often on experiences of family 

members and those who work with individuals with a developmental disability, and 

rarely including the experiences of the person with a developmental disability 

themselves.  Therefore this qualitative study focused specifically on the examination of 

the lived experiences of young adults with developmental disabilities from diverse 

backgrounds.       
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This researcher set out to examine the lived experiences of self-determination for 

18-to-24-year-olds from ethnically/racially diverse backgrounds with developmental 

disabilities utilizing Wehmeyer’s (1997) self-determination theory and Vygotsky’s 

(1978) sociocultural theory.   

Self-determination theory, according to Wehmeyer (1996), referred to 

dispositional characteristics of an individual.  These characteristics involve cognitive, 

psychological, and physiological components, whereas their behavior will be similar in 

different situations.  This type of view, according to Wehmeyer (1996), is more of an 

educational construct whereas it fits in the realm of an instructional activity.  Therefore, it 

becomes essential to define it by a set of behaviors which include skills in: choice-

making; decision-making; problem-solving; goal-setting and attainment; self-observation, 

self-evaluation, and self-reinforcement; self-instruction; self-advocacy and leadership; 

internal locus of control; positive attributions of efficacy and outcome expectancy; self-

awareness; and self-knowledge.  Each of these component skills has its own 

developmental course which is acquired through specific experiences over one’s life-

span.  It is thought that some of these self-determination skills come into play more 

during the transition years of a young person’s life as they are preparing to move into 

adulthood.   

Sociocultural theory, as proposed by Vygotsky (1978), stresses the interaction 

between developing people and the culture in which they live.  In other words, parents, 

caregivers, peers, and the culture at large are responsible for how individuals learn.  

Sociocultural theory goes further in stating that it is impossible to fully understand a 
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person without understanding his or her culture, ethnic identity, gender identity, and other 

important sociocultural factors (Vygotsky, 1978).  For example, we are all shaped by our 

culture and must be understood in that context.  Culture is defined as the patterns of 

behavior, beliefs, and values that are shared by a group of people.  Culture includes 

everything from language and superstitions to moral beliefs and food preferences that we 

learn from the people belonging to a particular ethnicity/race with whom we live. 

Self-determination is a Westernized concept that may not adequately describe 

what is happening for individuals from racially/ethnically diverse backgrounds.  Self-

determination values “(a) personal control over the environment, (b) importance of time, 

(c) individualism, (d) self-help, (e) competition, (f) future orientation, and (g) goal 

orientation” (Frankland et al., 2004).  Therefore, it becomes important to include 

sociocultural theory which can help to explain the cultural differences that might exist 

when a person does not possess those same self-determining values.  For example, when 

speaking about decision-making, some individuals from diverse backgrounds make 

decisions as a family while others may choose to do so independently without family 

involvement.  The research questions for this study looked at the lived experiences of 

self-determination in both the home/personal and school/work environment.  Home and 

personal lived experiences involve events that take place at home and in the community 

for the participants.  School and work lived experiences involve events that have taken 

place in high school and VAST program setting, as well as, the work setting, if applicable 

to the participants.  When utilizing self-determination and sociocultural theory, it 
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becomes apparent that there are differences in how participants experience self-

determination in different environments.   

As presented in the previous chapter, nine racially/ethnically diverse individuals 

with developmental disabilities shared their lived experiences of self-determination in the 

personal/home and school/work environment.  Six themes comprise this chapter and 

represent participants’ perspectives and experiences related to self-determination in the 

two distinctive settings, home/personal and school/work.  These differences will be 

further described in the sections below based on the six key findings that emerged from 

the study. 

Goal-setting and attainment. Literature has revealed young adults from this 

population either do not set goals or they base their goals on limited knowledge of their 

strengths and weaknesses (Harry, Rueda, & Kalyanpur, 1999; Trainor, 2005).  Yet these 

factors did not actively reflect the lived experiences of the study participants in the 

personal/home or the school/work setting.  It was apparent that at the home/personal life 

level, participants were setting independent living skill goals with family help and 

support.  Of the nine participants, only Trinity and Brianna were unable to distinguish 

specific steps toward their independent living skills goals.  This could potentially be due 

to having to care for younger siblings; learning additional skills for them to be able to live 

independently might not be as important in the home/personal environment because they 

are expected to help with their family.  Additionally, some participants felt that their 

families took responsibility for teaching them independent living skills.  It seemed from 

the majority of participants’ responses that their families were in no rush to teach them 
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independent living skills, even though all of the participants were old enough and 

competent enough to learn self-help skills.  Similarly, participants stated that they 

themselves felt they were not yet ready to do everything on their own.  This demonstrated 

that at the home/personal level, goal attainment was potentially limited by participants’ 

family based on a multitude of reasons (i.e., responsibility of family to care for them).  

When looking at the VAST program, participants reported that VAST staff helped 

them to set and attain independent living skill goals.  

I want to live on my own but I don’t have the ability right now to do it, that’s why 
I’m in the VAST program so I can learn be able to take care of myself.  That is 
why I’m here. (Chris, Individual Interview) 
 

Participants reported taking classes in the VAST program that help them budget, drive, 

and do other independent living tasks with a sense of urgency.  It appears that the school 

put focus on learning independent living skills in a direct and concrete approach which 

values a more individualistic value system.  It was unclear based on participant data 

whether the independent living skill goals learned and practiced at school were then 

transferred into other settings, which can affect if the goal was attained or not. 

When it came to setting vocational-related goals, participants reported that the 

VAST program assisted them with these goals: 

Hopefully I can find a job that I can maybe use my computer skills.  That what 
they’re trying to help me work on right now . . . I got to get familiar with all the 
interview questions, like you know, tell me about yourself, you know the different 
questions that they may ask.  (Joe, Individual Interview) 
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The school staff potentially realizes that these students with developmental disabilities 

are far more likely to be unemployed than those without developmental disabilities.  

Therefore, teaching the participants necessary skills to be more employable is in contrast 

to that of the more collectivistic approach in their personal life.   

Several participants (n = 6) held part-time jobs through the school’s support and 

assistance.  The participants who had part-time positions seemed to be able to better set 

realistic vocational goals based on these employment experiences.  Anabell, for example, 

wanted to continue working as an assistant activity aide in a nursing home but in a paid 

capacity, which made it an ideal career goal.  Similarly, both Joe and Jamarcus 

participated in internships which would later help them find office jobs, which they 

expressed interest in pursuing.   

Some participants like Anabell, Brianna, Kandice, and Bones had difficulty 

articulating realistic vocational goals.  At times it seemed like these participants were 

unaware of career options, potentially due to a lack of vocational experiences such as 

internships.  However, it could also be due to participants choosing careers they think 

would be “fun,” not recognizing their strengths and weaknesses (self-knowledge) or 

requirements for the chosen career.  For example, Bones wanted to be a mixed martial 

arts commentator even though he did not know what the profession involved as far as 

necessary skills and abilities.  Kandice had a vocational goal to work at GameStop 

because she enjoyed playing video games, but was unaware of specific duties and 

requirements for the position.  Other participants’ imagined careers related to tasks they 

enjoyed.  For example, Brianna wanted to be a performer because she enjoyed singing. 
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Regardless of chosen goals, evidence of planning for goal attainment around vocational 

goals was limited.  Sequences of actions toward goal attainment was not clearly defined 

or was based on limited or incomplete knowledge of requisite skills necessary to attain 

the goal. 

In the home and personal life setting, it appeared that participants reported that 

most of their families discussed and supported the need to learn skills to live 

independently, however, rarely discussed goals related to employment.  This was in 

contrast to research done by Morningstar (1997), who found that families of young adults 

with disabilities not only talk about employment goals but play an influential role in their 

children’s career decisions.  Possibly families as well as the participants were unaware of 

the steps necessary to reach the vocational goals they set because of their own 

employment status, how they obtained their job, or lack of education.  Also, perhaps 

families feel due to cultural reasons they should support their child physically and 

financially (Black, Mrasek, & Ballinger, 2003), so they have no expectation that their 

child should be employed.  Only Kandice’s family discussed and assisted her with career 

goals, although she reported that it turned out to be an unsuccessful endeavor.  Kandice 

reported that her family is still supporting her with her vocational goals.   

Dealing with adversity to achieve one’s goals.  Some of the participants reported 

having to deal with adversity to achieve their goals, which include their self-perception of 

disability, race/ethnicity, and life circumstances.   

Self-perception appeared to be a factor for some of the participants, who like 

Brianna, think of themselves as “regular” and able to do things just like everyone else.  
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This may be the case because they have invisible disabilities so they do not appear 

“disabled.”  This could also represent participants downplaying the effect disability 

played on their lives.  Whereas Joe, who has a more visible disability and needs greater 

physical support, is more realistic about his disability, realizing that he needs support.  

However, another potential possibility specifically for the Black/African-American 

participants proposed by Schaller, Parker, and Garcia (1998) is that Black/African-

American families may hold a broader perception of what may be “normal” or “regular,” 

such that the types of disabilities Bones, Thomas, Brianna, Trinity, and Chris have are 

within that range.  Interestingly, Anabell, who is Hispanic was told by her teacher Mr. 

Frank, who is also Hispanic, that she had “learning differences” which Anabell did not 

understand.  Some Hispanics consider some disabilities as a reflection of individual 

differences rather than disability (Leong, Wagner, & Tata, 1995).  Because disability has 

the potential to create adversity, it was interesting how these students did not let it hold 

them back from being able to achieve the goals they set for themselves.  

Participants also experienced being bullied, picked on, and discriminated against 

due to their disabilities in both personal and school/work settings, which interfered with 

accomplishing their goals.  Most of those who were bullied or picked on were able to 

access supportive individuals who would help them (i.e., church clergy, school staff, 

employer).  Individuals like Joe report being stared at because he lives near many 

immigrants who are not used to seeing someone with a disability out in public.  Joe stated 

that these stares at times bothered him but that he continued to go on with his life.  

Jamarcus shared how he was passed up for a job because his reading skills were poor 
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even though he was working to try to improve them.  Participants seemed to try their best 

to not allow bullying and being picked on to hold them back from accomplishing their 

goals.  This is possibly a result of having a nurturing and supportive family and support 

system.  However, some participants like Trinity had a tough time dealing with being 

bullied, and contemplated suicide.  Trinity stated that she already had low self-esteem; 

thus, the bullying did not help cultivate a more positive self-image and may have created 

difficulties in her being able to accomplish her goals. 

The literature suggests that race/ethnicity could have been another potential factor 

for some participants in accomplishing their goals (Gil-Kashiwabara et al., 2007; Trainor, 

2002; Turnbull & Turnbull, 2001).  However, many of the participants expressed how 

they were proud of their backgrounds, particularly those who were Black/African-

American, because, as they reported, there is an Black/African-American president.  

Additionally,  participants like Chris referenced civil rights times and how the world has 

changed and that we are all people regardless of race: 

Well, first of all, when I can get along with other people, I feel real good about 
being black.  I have that problem that I don’t call people by their race.  I like to 
call people by their names because in slavery that’s what they used to do, call us 
black, niggers, and all of that.  But I’m the type of person, whatever your name is, 
I’ma call you by that name . . . (Chris, Individual Interview) 
 

Some of this view is influenced by his spirituality, but it also comes from his family.  

Raised by his grandmother and grandfather, they shared stories of civil rights times and 

they taught him about equality, just as religion heavily influences his life, making him 

accepting of all people.  For almost all participants, spirituality played a large role in their 
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lives, providing a foundation of support and community which was pivotal for them to 

accepting others’ racial/ethnic differences.  However, this was not the case for Joe, who 

did not affiliate with any type of organized religion.  However, as far as his 

race/ethnicity, Joe stated that it did not impact him outside of occasional racial 

stereotyping due to his being of Asian descent. 

 Another area that created adversity for the participants was family circumstances 

(i.e., death of a family member, crime, drugs and alcohol).  It appeared that despite 

family circumstances, all participants were supported in some way by extended family 

and/or friends and did not let these issues get in the way of accomplishing their goals 

(Black et al., 2003).  For Blacks/African-Americans, extended family and outside 

individuals played a large supporting role, which seemed to help in coping with the loss 

of a parent or lack of involvement of a family member.  Many participants reported being 

cared for and supported by grandmothers, grandfathers, aunts, and siblings, which helped 

to ensure that their goals were achieved. 

 A final area of adversity was difficulty accessing social services and also keeping 

services.  This was a problem that occurred in both personal/home and work/school life.  

In Anabell’s case, she was working, and unless she reduced her hours or quit working, 

she risked losing her Medicaid services.  Like many people with disabilities, these 

participants risk losing vital services if they want to work.  In Joe’s case, he relies on his 

computer to do things for himself independently and needs special software that must be 

updated, but DARS refuses to do so.  This creates significant barriers for him to be 

employable to the maximum extent possible.  Neither Joe nor his family has the money to 
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afford the expensive computer upgrades.  Lastly, many participants realized that they 

must further their skills to make themselves more marketable for employment.  However, 

they reported that accessing funding from DARS can be difficult.  DARS decisions to 

fund or not fund services can create barriers for some of the participants in reaching their 

school and employment goals.  For many who utilize social services, accessing and 

keeping services can create barriers in achieving one’s goals, and for some it can also 

mean the difference between independence or not.    

  Making appropriate choices based on preferences and interests.  Participants 

in this study reported many preferences and interests during the interview such as 

interests in music, crafts, sports, and even preferences in types of employment. 

 Participants used their interests and preferences to pursue community and 

employment opportunities.  For example, Kandice, Thomas, and Joe had an interest in 

computers and chose to pursue education and employment in an area involving 

computers.  Kandice shared, “I really don’t want to work at anything like grocery stores 

or anything that doesn’t suit me.”  This statement is in line with the research on 

employment of those with developmental disabilities getting stuck in jobs involving food, 

filth, and flowers without regard to their interests and preferences (Schmidt, 2005).  

Anabell spoke about choosing to pursue various employment fields within her area of 

interest, such as being a teacher aide or continuing as assistant activity director, which 

both fall in line with her preference for interacting with people.   

 While all participants can articulate their preferences and interests, for some 

participants when it comes to choosing a job they seemed to lack realistic information 



 100 

about certain positions and have had limited opportunities to explore jobs.  The VAST 

program provides an “internship” opportunity, either at the school or in the community, 

so that students may get job experience to help explore career preferences and gain 

workplace experiences.  Participants except for Kandice rarely spoke of families being 

involved in this process of exploring careers.  This could be due to a cultural expectation 

that families are responsible for caring for those with disabilities and there is no 

expectation of working (Black et al., 2003).  Additionally, many of the participants 

receive SSI and might be under the impression that if they become employed, they will 

lose their social services. 

 In the home setting, some choice-making appeared to be at a very superficial level 

(i.e., what to eat or wear).  For participants like Joe, who relies on others for his physical 

needs, his choices at times appear to be limited.  However, Joe feels a collaborative 

relationship with his caregiver.  For example, “sometimes he [father] takes my 

suggestion, sometimes he gives in and sometimes I give in, so we’re like a team.”  This 

example falls in line with literature on how Asian American families tend to be reliant on 

their immediate family as a support system for their overall physical and mental well-

being, in other words, “take care of their own” (Black et al., 2003).  So in Joe’s case,  

when his father chooses what Joe wears for the day, Joe’s perception is that his father is 

ensuring that Joe does not get sick.  While to an outsider it may appear that Joe may not 

have the opportunity to make choices inside the home, he expressed that he would rather 

have family caring for him to keep him safe instead of relying on outside supports.  This 
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statement is in line with what the literature states (Black et al., 2003), that care of a 

family member with a disability is a family matter.   

The need to make compromises is clear when discussing choices made at home 

for participants like Bones, Brianna, and Jamarcus.  While they know what they prefer, 

often family becomes an influencing factor in the final decision.  Again, this could be a 

cultural factor in that Black/African-American families are often interdependent and 

work together for the overall good of the family.  These participants reported that they 

appreciate this support in making choices.   

There are some students like Thomas, Trinity, and Anabell who report that they 

make their own decisions.  For Thomas, this could be because he is a bit more 

independent and has proven he can hold down a job and manage school.  For Trinity,  

however, she may have embellished answers, as she talked a lot about support she 

receives from her grandmother.  She may have felt this was a socially acceptable answer.  

This may have been the case for Anabell as well, as her response does not appear entirely 

consistent with other responses she gave in her interview.  In some instances, choice-

making for these young women may be limited due to gender.  Families may have the 

expectation that because they are female and disabled they must be protected from 

making a wrong choice.  

 Participate in decisions that affect their quality of life.  When it came to 

decision-making, participants expressed the importance of a support network of family 

and friends.  Areas that came out of the data were help with support and decisions during 

ARD transition meetings and the decision of where to live.   
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 Participants were asked to think back to their high school transition meeting.  

They were asked details of who was present, what they talked about, and how they 

participated in planning for their life after high school.  Thomas, Brianna, and Joe 

remember fully participating and making decisions to “go to college” during their 

transition meeting.  They felt part of the decision to attend college was related to their 

quality of life, whereas Anabell, Jamarcus, and Kandice knew they wanted to go to 

college and expressed their desires, but remember being told by members of the ARD 

committee that they could not for various reasons.  When this happened, the participants’ 

parents stepped in and advocated for their children.  Anabell shared an example of 

parental advocacy:  “. . . they kept saying all the stuff like; oh she can’t do this and that 

and this goes back to the ARD meeting . . . Mom was someone that was doing most of 

the talking like I said, because I, she knows what I want . . .” This parental involvement 

during transition meetings, according to the research, is uncommon for diverse families 

(Geenen, Powers, & Lopez-Vazquez, 2001).  This example provided by Anabell 

demonstrates that this is not the case for all families and that some are highly involved 

participants in transition meetings.   

Many of the participants felt that their family helped them make decisions about 

independent living.  An example of this is demonstrated with Anabell: “. . . my mom’s 

boyfriend and her are trying to look for my own apartment for me to start off on my own.  

They also suggested I get a roommate to help with some of the financial things.”  This 

statement of families helping to decide that their child should live away from home is in 

conflict with what the literature suggests. Rueda et al. (2005) reported that the families of  
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young people with developmental disabilities from ethnically/racially diverse 

backgrounds prefer them to live at home.  However, it seems by the responses from these 

participants that this is not the case and that families are trying to encourage their 

children to go out and live on their own.  Interestingly, some participants expressed that  

they are not yet ready to live on their own.  “She [grandmother] wants me to have my 

own family and my own things and I felt good about it, but it’s just a matter of time.  Yes 

I am staying with them but yes to get me to brush up for me to get ready and go out and 

do what I need to do” [Chris, Individual Interview].  This statement could reflect the 

participant’s family being heavily involved in the participant’s life and not allowing them 

to learn necessary independent living skills.  In other words, there is this idea that the 

family is responsible for taking care of the person with a disability but are hindering them 

in becoming confident and self-reliant in their independent living skills.  In contrast, there 

were three participants, Joe, Brianna, and Trinity, who did not discuss their families 

being involved in helping them to decide to live independently nor expressed a desire to 

do so.  The two females’ family responsibility of caring for siblings might play some part 

in this.  It also may be that because they are female, families believe they are incapable of 

living independently.  Finally, in Joe’s case, I believe that neither Joe nor his family push 

him toward living independently due to cultural reasons, but mainly due to the high level 

of physical support he requires due to his disability.  However, he actively participates in 

decisions affecting his life. 

Participants report that the school staff has done a lot to promote increases in their 

independence.  The school has helped the participants access social and employment 
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services.  This further demonstrates that the school values a more independent mind-set 

where they want to help the students become as independent as possible by teaching 

skills and helping them access supports.   

. . . I got a job coach and we meet, and then I have a teacher, Ms. Karen, she helps 
me.  She helped me get food stamps, and she helped me with DARS again ’cause 
I had a DARS counselor and they closed my case down.  She trying to help me 
get SSI. (Jamarcus, Individual Interview) 
 

Students also have access to job developers and coaches such as that provided from 

Jamarcus’s example through the school, which has an added benefit for students who do 

not receive services through DARS.  This reflects decisions about quality of life because 

the participant has more options of employment supports they would like to receive. 

 Many of the participants participated in decision-making and encountered 

unanticipated barriers.  For example, participants made decisions to attend school and in 

some cases were confronted with no funding available to them.  Many of the participants 

reported trying to work with DARS to attain funding for school but being denied.  

Jamarcus shared his experience: “. . . the [original] DARS counselor was going to pay for 

the books and the classes, but the other [new] DARS counselor didn’t . . .”  Bones also 

shared that he had to make the decision to attend “college” as a family and that his family 

would help to finance it.  In contrast, Joe had DARS paying for his school, but they 

would not pay to update the assistive computer software that they originally purchased 

for him.  Participants also cited that they decided they want to work, but like Joe has “to 

watch his Medicaid.”  Here Joe is referring to the fact that individuals with disabilities 

may decide they want to work but face losing services, such as attendant-care services.   
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In attempts to better themselves and gain employment skills, participants are still held 

back due to funding and regulations beyond their control. 

    Advocate for themselves.  The participants in this study were divided when it 

came to advocating for themselves.  Many participants reported advocating for 

themselves or others.  Some participants report needing assistance from others to help 

them advocate.  Research has reported self-advocacy skills as crucial to transition to adult 

life, and also found that self-advocacy skills and opportunities for those with 

developmental disabilities are not taught in school or home setting (Test, Fowler, Wood, 

Brewer, & Eddy, 2005; Wehmeyer, 1992).  Additionally, in more collectivistic cultures 

there tends to be a deferral of leadership and active participation to a family spokesperson 

(Greene & Nefsky, 1999), whereas in individualist culture there is a belief that the 

responsibly of advocacy falls on each person (Valenzuela & Martin, 2005).   

Most participants gave clear examples of personal advocacy.  For example, Joe, 

who is from a more collectivistic orientation, describes how he has to speak out if 

someone tries to stop his father from parking in an accessible parking space, which is in 

contrast to what the literature says.  This could be due to the fact that Joe’s father does 

not speak English, indicating a role reversal is necessary.  Joe also shared a time he has 

had to advocate for himself with Medicaid to get a shower chair he was being denied.  

Jamarcus is the only other participant that advocates for himself to receive services.  His 

need to self-advocate may stem from lack of family support and a push from the school to 

prepare him to deal with the world.  Anabell, Kandice, Chris, and Thomas were also 

comfortable advocating for themselves without support, even though it was unclear what 
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led them to this ability to do so.  Chris stated, “I feel good being able to speak out for 

myself.”  This demonstrated that he was proud to be able to do something for himself, 

particularly when it pertained to his own needs and wants.  Other participants cited 

needing assistance to advocate by way of parents and friends.  For example, Bones stated 

that initially he was scared to advocate for himself and would ask his brothers and family 

to do so for him.  However, as time went on he felt more confident and was able to start 

speaking out on his own.  This demonstrates that some aspects of self-determination, like 

self-advocacy, are a process that must be learned over time (Wehmeyer, 1997).  Brianna 

and Trinity did not mention having to personally advocate for themselves; both reported 

that they are shy and have low self-confidence.  However, this could also be due to 

having a more collectivistic family orientation where the elders advocate for them. 

In participants’ school/work life, leadership becomes an important component of 

advocacy.  Leadership includes learning roles and skill and dynamics of working with a 

group (Test et al., 2005).  The VAST program provides two leadership self-advocacy 

groups for students to choose to participate in: the Eagles Club and the VAST Self-

Advocates.  Seven of the participants were currently active in one or both of the advocacy 

groups.  Anabell stated, “I’m . . . looked at probably as a leader . . . I don’t only have one 

position [Eagles Club Representative] . . . I am also the secretary here [VAST Self 

Advocates] . . .”  Jamarcus clearly enjoyed his participation in the advocacy groups.  “I 

love being in the advocacy group because we get to talk about the stuff we want to talk 

about. . . One person in our group goes to the meetings and tells them what we need and 

tell them what we fighting for.”  These opportunities to “talk about the stuff we want to 



 107 

talk about” and being provided with leadership roles allows these students to practice 

their self-advocacy skills in a safe, supportive environment.   Test et al. (2005) stated that 

an important part of what schools can do is promote empowerment and develop self-

advocacy skills like those seen in the opportunities in the VAST program.   

Self-regulate and self-manage day-to-day actions.  In order to self-regulate and 

self-manage day-to-day actions, participants reported that they needed to learn additional 

skills in order to be more in control, for example, managing their money, cooking, and 

other independent living tasks.  Many participants expressed that they wanted to be more 

self-reliant to manage their day-to-day activities instead of having to depend on their 

family.  However, research suggests that some families from racially/ethnically diverse 

backgrounds expect to have to care for their child with a disability.  Therefore, families 

may be more hesitant to allow their children to self-manage all of their daily activities.   

Joe fit this description from the literature, stating, “I’m trying to be independent 

but still gonna need some assistance.  I won’t be totally independent . . .”  Participants 

reported that the supports they received from the school from staff assisted them in 

learning these new skills.  Jamarcus shared that “. . . they [school staff] help me, and they 

tell me the right stuff . . .” which demonstrates the school taking a more hands-on 

approach to teaching the participants necessary skills for independent living.  In addition, 

participants indicated that they learn skills from each other and others with disabilities in 

the school setting.  The school encourages community by having individuals with 

disabilities interact with the other students, which is in line with a more interdependent 
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belief system.  These types of interactions help to build necessary self-determination 

skills by example.  

Behavior regulation was another important topic of self-management.  This was 

apparent particularly when they felt they had no control over what was going on in their 

lives.  For example, Jamarcus shared his frustration when he was waiting for an 

appointment he had at the Social Security office.  He stated that he was getting angry and 

his teacher Ms. Karen encouraged him to listen to his church music, which helped to 

calm him.  Another area in participants’ lives where behavior self-regulation became 

important was dealing with family circumstances.  Bones, for example, stated that his 

father’s drug and alcohol abuse affected him emotionally.  Bones learned to suppress his 

thoughts; however, it still impacted his life, because he chooses to make a concerted 

effort to not end up the same way.   

Experiences of participation.  Participants were involved in a variety of 

activities, both in their personal/home life and their school/work life.  Lack of friends, 

few social activities, and loneliness are among the most common problems facing 

individuals with disabilities across the life-span (Newton & Horner, 1993).  Buttimer and 

Tierney (2005) found that young adults with disabilities participate in activities either 

alone, with immediate or extended family, or at school.  They also found little 

participation in clubs and activities outside of school by young adults with disabilities.  

Participation in recreation, religion, and employment are all factors important when 

discussing self-determination because they all have to do with quality of life (Wehmeyer, 
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1993).  Contrary to the literature, participants in this study were active in a variety of 

activities both in and out of school. 

In the home and personal environment, participants reported participation in 

recreational or leisure activity and religious/spiritual activity.  In terms of 

recreational/leisure activity Thomas, Bones, and Chris reported that they enjoyed a close 

bond with their neighbors and participated in activities like basketball and other sports 

together frequently.  This social interaction gives Chris an opportunity to learn from his 

peers: “ . . . we talk about school and jobs and houses and stuff like that that we would 

like to have . . . they are type of guys that can relate to what I’m trying to do because 

they’ve been there before.”  This example demonstrates a more collectivistic approach to 

participation in their personal life, which is typically seen in the Black/African-American 

community.  In contrast, the other participants do not report interacting with their 

neighbors regularly.  Joe mainly does recreational activities with his immediate and 

extended family, which is typical of Asian culture, and he only associates with friends 

while at college.  For some participants, barriers to participation in recreational/leisure 

activities were discussed, including lack of access to reliable public transportation.  Joe 

was the only participant to report having an adaptive vehicle that his father drove.    

 For participants except possibly Joe, spirituality and religion plays a large part in 

their lives.  Research states that pastors and church members played an important role in 

diverse families’ ability to adjust to disability (Rogers-Dulan, 1998).  Each of these 

participants who attended church had a distinct role in the church, such as choir or 

assistant pastor.  Participants like Anabell felt church was “ . . . a place where I can just, I 
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guess be loose, be myself.”  Jamarcus felt going to church made him feel more confident 

and allowed him to spend time with his family.  Kandice also agreed that going to church 

“brought her family together.”  Additionally, Trinity shared her experience with members 

from her church, who “ . . . call to check on me and sometimes they bring food and stuff 

to the house and do stuff for us.”  Bones also shared a similar experience.  These 

examples were representative of the church embracing their community and parishioners,  

which is more of a collectivist view.  Additionally, this fits with what the literature stated 

about pastors’ and church members’ roles in helping families and the participants 

themselves. 

Work experience (i.e., paid, volunteer, internship) was another area of 

participation.  Individuals with developmental disabilities who are ethnically/racially 

diverse are more likely to be unemployed or retain a job if employed, having to rely on 

family for financial support (Yamaki & Fujiura, 2002). Additionally Yamaki and Fujiura 

(2002) stated that of those who are employed with developmental disabilities, their 

earning potential is severely limited.  Six of the nine participants were employed in either 

a paid or unpaid position.   Participants stated that they enjoyed their job because they 

could interact with others.  Participants also expressed a desire to be employed in other 

jobs in the future.  For example, Chris stated that he wanted to become a nursing assistant 

in the future and Thomas said he wanted to work in the computer field.  Therefore, it is 

apparent that individuals with developmental disabilities do want to work, whether it is a 

paid or volunteer position, because it is important to their quality of life. 

Summary 
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For this group of participants, it is apparent that the school and work environment 

values a more individualistic approach, whereas the participants’ home/personal life takes 

a more collectivistic approach.  For example, the school/work environment promotes 

participants to learn skills and access resources necessary to live independently, whereas 

the home environment gently guides the participants at their own pace and involves not 

just family members but extended family and members of the community to be involved 

in the participants’ life.  While there is a slight push by some families to live 

independently, there is still a level of support and hand-holding that prevents the 

individual from learning necessary skills.  Within the school/work setting, the 

individualist culture is valued and matches the Western idea of self-determination.  

Within the collectivistic home/personal life, self-determination occurs, however, played 

out in a different manner.  For example, family and friends are interdependent but can 

still achieve the end goal of self-determination.  The next chapter will continue this 

discussion of the analyzed data by listing the findings for this study, as well as the 

implications and future research. 
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Chapter 6:  Implications, Future Research, and Limitations 

Self-determination is an important area of focus for those who are 

ethnically/racially diverse with developmental disabilities, due to poor post-school 

outcomes, such as lower enrollment in postsecondary education, higher rates of 

unemployment, and lower wages (National Council on Disability, 2004; Shogren, 2011; 

Trainor, 2005).  Self-determination, however, is a Westernized concept and there is 

question surrounding whether or not individuals from racially/ethnically diverse 

backgrounds experience self-determination in the same manner if their values, customs, 

and beliefs are different.  It has been shown in Whites with disabilities that higher levels 

of self-determination increase more positive post-school outcomes (Wehmeyer & Palmer, 

2003).  Therefore, when you tie in race/ethnicity and developmental disability, there is a 

question as to whether this population will experience the same positive post-school 

outcomes.  There has been very little research done to explore the perceptions of self-

determination in individuals with developmental disabilities (Shogren & Broussard, 

2011).  Additionally, there are many individuals who believe that persons with 

developmental disabilities are not capable of being self-determined due to limited 

cognitive ability or limited communication skills (Wehmeyer, 1998).  The available 

research included perceptions of participants such as parents, teachers, and professionals 

who mainly had experiences with those with high incidence disabilities and those who 

are White. 

The purpose of this qualitative study was to examine the lived experiences of 

ethnically/racially diverse 18-to-24-year-olds with developmental disabilities.  By 
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understanding perspectives of young adults from racially/ethnically diverse backgrounds 

with developmental disabilities, this study will add to the body of research by 

acknowledging the importance of their voice in the literature.   By telling their own 

stories of their lived experiences of self-determination, we can begin to determine how to 

better support them in the self-determination process.    

This chapter presents the key findings obtained from individual in-depth 

interviews with young adult participants.  The research centered around two major 

research questions, and the findings and implications of the study are discussed in detail.  

The questions addressed in this study included:     

1. What are the lived experiences of ethnically/racially diverse 18-to-24-year-olds 

with developmental disabilities as relates to home/personal life? and  

2. What are the lived experiences of ethnically/racially diverse 18-to-24-year-olds 

with developmental disabilities as relates to school/work life? 

The individual interviews of nine racially/ethnically diverse young adults ages 18 

to 24 with developmental disabilities were evaluated using a constant comparative 

analysis.  The integrated data was presented in chapter five and culminated in the 

emergence of several themes and sub-themes.  The emergence of themes and sub-themes 

from this data included: (a) goal-setting and attainment and dealing with adversity 

associated with goal-setting and attainment; (b) making appropriate choices based on 

preferences and interests; (c) participating in decisions that affect their quality of life; (d) 

advocate for themselves; (e) self-regulating and self-managing day to day actions; and (f) 

experiences of participation. 
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Findings 

Research question #1.  Interview data supported the following findings about 

participants’ lived experiences (across groups) of self-determination in their 

home/personal life: 

1. Participants seemed to set and attained goals related to independent living and 

self-help skills utilizing supports from family, friends, and their community.  

Often in the home/personal setting, participants struggled to set and attain 

vocational goals.  These seemed to not be a focal point in this environment. 

2. Often in the home/personal setting, participants seemed to struggle to set and 

attain vocational goals.   

3. Choice-making within participants’ home/personal life seemed to vary on a basic 

level (i.e., what to eat/wear). 

4. Families of participants with invisible disabilities seemed to encourage their child 

to live on their own with support.  This finding conflicts with literature (Black et 

al., 2003) related to those from racially/ethnically diverse backgrounds, which 

stated that children often live at home until marriage. 

5. Church seemed to be a large source of support and inclusion for most participants, 

which was also supported by the literature (Rogers-Dulan, 1998). 

Research question #2.  Interview data supported the following findings about 

participants’ lived experiences (across groups) of self-determination in their school/work 

life: 
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1. School expectation about self-determination seemed to create opportunities to 

attain goals with the support of school staff.  

2. Access to social services and vocational training seemed to be a crucial issue for 

participants in order to accomplish their goals, both personal and vocational.   

3. Various forms of employment for participants was a valued area of participation 

in the community by youth.  

Findings specific to race/ethnicity, disability, and/or gender.  Because types of 

developmental disabilities and race/ethnicities were varied, subtle differences were 

detected during data analysis across groups: 

1. Often, participants with more invisible developmental disabilities seemed to 

downplay the effect of their disability on their lives when it came to setting and 

accomplishing goals. 

2. Spirituality and going to church seemed to play a key role for both the African-

American and Hispanic participants in providing support to achieving goals and 

made them feel part of the community (Rogers-Dulan, 1998).   

3. Female participants reported that families did not encourage them to make 

decisions about independent living which seemed to interfere with their 

responsibility to their family, which for some included caregiving responsibility 

for younger siblings (Trainor, 2007).   

4. The Asian participant seemed to make decisions in a collaborative manner with 

family, whereas individuals from African-American and Hispanic backgrounds 
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seemed to make choices on their own, seeking reassurance and support from 

others (Harry, Rueda, & Kalyanpur, 1999).  

5. Female participants seemed to be more reliant on others to assist with decision-

making than the males. 

6. African-American and Hispanic participants seemed to enjoy socializing during 

group activities.  

The foremost objective of this research study was to examine the lived experiences of 

self-determination in 18-to-24-year-old individuals with developmental disabilities who 

are racially/ethnically diverse, as their voices have not been adequately documented in 

the self-determination literature.  This naturalistic inquiry also provided important 

information about the contexts within which each participant experienced self-

determination.  While the perceptions of participants in this small sample cannot be 

generalized to represent those of all participants with developmental disabilities from 

these three racial/ethnic groups, they are instructive in the sense that they describe what 

participants in this study were experiencing and thinking relative to experiencing self-

determination.  Their comments can be used to provide both support for existing research 

and support for expanding the direction of future inquiry.  Results from the research 

activities herein have important implications for practice and research, but they must be 

interpreted cautiously, as there are many questions that remain unanswered.   

Implications for Practice 

 The current study revealed the lived experiences of 18-to-24-year-old young 

adults from racially/ethnically diverse backgrounds with developmental disabilities as 
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relates to their self-determination.  Implications of this research study can be broken 

down into those affecting ethnically/racially diverse youth with developmental 

disabilities, racially/ethnically diverse families of youth with developmental disabilities, 

schools, educators, and other personnel (i.e., transition specialists, vocational 

rehabilitation counselors, adult service agency representatives, and counselors).  

However, key implications include: 

 Become more culturally competent.  More focus is needed by educators and 

other personnel on understanding individual cultural practices, beliefs, and values in 

individuals with disabilities from racially/ethnically diverse backgrounds.  Those who 

work with this population can seek out training in cultural competence.  Professionals can 

also make connections with specific communities where the young adults live, primarily 

places of worship, where they can find cultural brokers (Gentemann & Whitehead, 1983) 

and create bonds with community members who can collaborate together.  Professionals 

should also spend time with families and the young adults themselves in order to better 

understand how to promote self-determination in all settings.   

 Support family with vocational goal-setting.  Support needs to be given by 

educators and other personnel to racially/ethnically diverse families when it comes to 

assisting their children with setting and attaining vocational goals.  Families also need to 

take part in the career exploration process and get to know their child’s strengths and 

weaknesses so that they can better assist their child, as well as have the opportunity to 

participate in the goal-setting process with their child.  The family needs to be aware of 

realistic careers they can guide their child toward based on the child’s preferences, 
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strengths, and weaknesses.  Family members provide the most long-term and important 

support in a person's life and can make critical contributions to successful employment 

outcomes for individuals with disabilities (Turnbull & Turnbull, 1991).   

 Support youth in the career-exploration process. Educators, other personnel, 

and families need to do more for students with developmental disabilities to expose them 

to a variety of career choices.  Career-exploration activities could entail taking career-

preferences inventories, finding more about careers online, job shadowing, internships, 

and informational interviews with people in various fields.  These career-exploration 

activities could help racially/ethnically diverse youth with developmental disabilities 

make more realistic career choices.  Youth also need to participate in these career-

exploration activities.     

 Families to provide more opportunities for decision and choice making.  

Ethnically/racially diverse families of both males and females need to provide more 

opportunities for their children to make choices and decisions in their personal and home 

life.  According to the literature (Wehmeyer & Schwartz, 1997), families of those with 

developmental disabilities provide limited opportunity for choice-making.  Families 

should provide more age-appropriate choice-making opportunities for their children. 

Youth should take on more decision and choice making activities.   

 Community resources to provide support and disseminate material.  Places of 

worship are can assist with providing access and support for youth and families working 

with social services.  Communities will more likely utilize the resources when they come 

from the church because of trust built within the church community. The school, 
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educators, and other personnel also need to reach out to communities to get feedback and 

utilize them to outreach to youth and their families. This method can be a useful vehicle 

to get to know the needs of the community and make allies within those communities.   

 Focus on teaching about disability.  More focus needs to be taken by educators 

and other personnel to help students understand their disability, personal strengths and 

weaknesses in order to further assist the youth to be able to better set personal and 

vocational goals.  This might include lessons in self-knowledge and self-exploration that 

would assist youth in coping with their disabilities.  Additionally, educators, other 

personnel, and families need to highlight each student’s worth, potential, and uniqueness 

important to building self-esteem.  More emphasis with the school needs to be on 

including disability-advocacy groups on campus like those seen in the VAST program, 

where students can learn about themselves through interaction with peers and others with 

disabilities.  All of these areas can help youth to understand themselves and their 

disabilities in order to be more self-determined.        

Future Research 

The analysis of the data does not suggest that the differences among the groups of 

participants should only be limited to the above observations.  Rather, these findings 

provide unique considerations to the needs of racially/ethnically diverse young adults 

with developmental disabilities.  Future research that should be explored includes:   

1.  In what ways can teachers reduce possible dissonance between 

home/personal and school/work life in developing self-determination and 
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promoting a more successful transition to adult life in ethnically/racially diverse 

youth with developmental disabilities? 

2. What are ethnically/racially diverse families perceptions of self-determination for 

their child with a developmental disability? 

3. What role does spirituality play in promoting positive transition outcomes in 

ethnically/racially diverse youth with developmental disabilities? 

Limitations  

A study based on qualitative research provides in-depth analysis of the lived 

experiences of a small group of people.  Given the circumstances, it would be difficult to 

establish if experiences studied can be generalized to other individuals with 

developmental disabilities from racially/ethnically diverse backgrounds related to 

home/personal and school/work self-determination.  Therefore, findings from this study 

might not generalize to individuals who are Black/African-American, Asian, or Hispanic 

with developmental disabilities.  

Researcher bias.  The limitations of a qualitative case study are generally 

perceived to be associated with close proximity to who is being researched and the active 

participation by the researcher in the interpretive analysis of the data.  There are efforts 

made to remove or limit researcher bias in the results, including the use of peer review 

and member checking as well as utilizing a reflection journal. 

While an attempt is made to make an effort to stay relatively unbiased and neutral 

in the research, I agree with Denzin and Lincoln (2000) that “qualitative research is a 

situated activity that locates the observer in the world.  It consists of a set of 
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interpretative, material practices that make the world visible” (p. 3).  It then becomes 

difficult to effectively eradicate this researcher’s two decades in the special education 

field and lived experiences as a person with a developmental disability.  Nevertheless, 

who I am is integrated into the interpretations.  

This type of research is not concerned with generalizability of results to the 

greater population.  The concern is that the results rendered are found trustworthy, as far 

as depicting the interpretive outcomes of this group of racially/ethnically diverse young 

adults with developmental disabilities.  Every effort was made to ensure trustworthiness 

of the data and interpretation. 

 Participant-related issues.   

 Access to participants.  Getting access to participants was initially problematic, as 

several rounds of the introductory letter had to go out before enough participants 

expressed interest in participating.  There are several observations related to participant 

access constraints. 

According to the program director, many students needed to get approval from a 

parent, even though they did not have a legal guardian.  Parents and family members 

were reluctant to give permission for the child to participate, to protect their child or 

themselves from perceived incrimination that might affect them.  One parent called to 

inquire more about the study and ask for a way her daughter could be excluded from the 

study if she were to contact me.  She feared that her daughter, due to a severe psychiatric 

disability, would lie about experiences in her life that would cause me to have to be 

obligated to notify authorities.  The daughter never contacted me to participate. 
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Students who did not need parental permission may have had difficulties in 

reading the introductory letter to volunteer to participate.  It was noted during interviews 

that many participants struggled with reading, despite the researcher’s best effort to make 

the letter read in a simple understandable manner. 

Students may have been shy and reluctant to contact the researcher due to speech 

impediments, lack of access to computer, or simply not knowing what to say or do if they 

were to contact the researcher. 

Sample size.  Sample size was purposefully limited to a small number of cases, to 

better allow for a more in-depth collection of data from the participants.  Though only 

nine participants were studied, copious data were collected. 

Ethnic/racial diversity of participants.  While every effort was made to maximize 

ethnic and racial diversity there were a limited number of Hispanic and Asian participants 

in this research study.  This could have influenced participants within group differences 

and similarities based on race/ethnicity.  

Participant disability status.  Due to participants self-reporting of disability often 

time participants did not know the specific type of disability they had, so I had to classify 

those individuals into a cognitive/intellectual disability category.     

Additionally, IQ data was not obtained for this research study so it was difficult for 

me to determine what IQ range of these participants. 

  Participant socioeconomic status. This research study did not collect 

socioeconomic status data on these participants. It is acknowledge that socioeconomic 
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status and race/ethnicity are intertwined therefore it is important to help in distinguish 

access to and distribution of resources  

Participant prior self-determination experiences.  This research study was not able 

to collect information on participant’s prior self-determination training or background.  

This information could have potentially given clues as to why some participants appeared 

to be more self-determined than other participants.  This prior self-determination 

background and training could also influence findings based on the setting in which it 

was practiced. 

 Parent involvement.  Due to the fact that this study was looking at only the youth 

perspective, parents perspectives on their child’s self-determination experiences in these 

various settings were not collected.  Youth could have given a somewhat skewed 

experience based on what they thought the interviewer would want to hear.  Additionally, 

parents could have allowed the researcher to cross check the experiences shared by the 

youth. 

Interview privacy.  All participants were interviewed at a site location of their 

choosing within the VAST program area.  Sometimes this meant meeting in a conference 

room, and on one occasion an exception was made to meet at a private location near the 

participant’s home due to scheduling and convenience for the participant.  On at least 

four occasions while on campus, a staff member momentarily entered the room, during 

which the interview was paused until they left.  

 Data analysis issues.   
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Recording and transcription.  Several participants had a disability that affected 

their speech, which impacted their ability to speak clearly, concisely, or without halting.  

Voice volume consistency was a problem with some and it was apparent that transcripts 

for those participants would have to be personally transcribed.  This led to time-

consuming transcribing efforts for a handful of the participants.  The positive side for 

those participants is that it allowed me to become thoroughly familiar with their cases.  

The remaining clear recordings were transcribed by Transtar Transcription company. 

 Note-taking.  Notes were taken in a reflexive journal.  This usually occurred 

immediately after the interview.  

Coding.  The original plan was to attempt to utilize coding software for personal 

accessibility reasons.  However, there was too much of a learning curve, so therefore, I 

resorted to a more traditional coding method using colored highlighters and strips of 

paper with the transcription. 

Final Thoughts 

As I reflect on my own experiences of self-determination as a person with an 

acquired developmental disability, I realize that my lived experiences of self-

determination and those of this research study’s participants share many similarities 

regardless of our race/ethnicity.   

One of the areas we all struggle with is access to social services.  Navigating 

health care like Medicaid can be challenging for all people; however, for people with 

disabilities it can be even more difficult because we utilize health care as a regular part of 

our day-to-day lives.  Like Joe, who has a physical disability, I too have had to struggle to 
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get necessary medical equipment and supplies approved, or like Anabell, I have had to 

negotiate my employment based on being able to maintain my services like attendant 

care, allowing me to get to work and be independent.  Like Jamarcus and others, I have 

had to keep my emotions at bay when frustrations arose in working with the social 

service system when things did not go as I anticipated.  Like many of the participants, I 

have interacted with vocational rehabilitation over the past fifteen years and faced 

obstacles receiving necessary services and supports, particularly at the beginning.  

However, like the participants who utilized vocational rehabilitation, I had support from 

family to help advocate on my behalf when I felt I was unable.   

Like many participants, in the beginning I just wanted to be a teenager and not 

have to participate in advocating for myself.  Like the participants, my family played a 

large role in supporting and advocating for my needs.  I relied on my family to help to 

make large choices and decisions that had the potential to have a large impact on my life.  

However, over time, like the participants, involvement in self-advocacy activities and 

groups helped my self-confidence and taught me skills to not be afraid to speak out on 

issues affecting my life.  Through advocacy groups I was able to build a support network 

and meet others like me who faced some of the same issues.  I feel this was also the case 

for study participants.  Like some of the participants, I also began to speak out, not only 

for myself but on behalf of others as well.  Integrating myself back into college life was 

also essential to my ability to gain my life and self-confidence back. 

Like my participants, I have faced adversity in accomplishing goals; however, 

like my participants, I have overcome the majority of this adversity in order to reach all 
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of my goals.  For me, my advocacy skills and supports in my life have assisted me in 

overcoming my barriers.  This could be potentially the case for many of my participants 

as well. 

Differences also exist between my research participants’ lives and mine, which 

include areas like goal-setting and attainment, which is an area I excel in, potentially due 

to my level of education and knowledge of resources.  For example, I have had career-

exploration experiences through internships, informational interviews, and mentorship, 

whereas participants lack some of those opportunities, therefore I am aware of careers 

that I will eventually enter.  Unlike many of my participants, I am now living 

independently with supports, which had been one of my personal goals.  My family has 

been involved in major decisions surrounding my goals, however, not so much on my 

day-to-day independent living goals anymore. 

Another area of difference is that my participants received a great deal of support 

from their churches.  I however am not affiliated with any particular church from which I 

receive support.  Additionally, church has never played a particularly large part in my life 

as I became a teenager and into adulthood.  I do have that desire for connection and 

community with others through religion but have not found an appropriate fit for myself 

yet.  

 I feel my participants and I do not have very many differences, despite our 

different ethnicities, when it comes to being self-determined.  I would agree with the 

research stating that self-determination is a continual process; through each new 

experience we gain increased self-determination, which I see in the lives of my 
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participants and myself.  It has been a pleasure and an honor getting to know the 

participants in my study.  I am touched by their openness in sharing about their lives 

living with disabilities.  I hope that they have the opportunity to reach each dream and 

goal they set for themselves.  I know they have the potential to live the lives they see fit 

for themselves, which is the true essence of self-determination.  

Summary 

The expected significance of this study is in the description of lived experiences 

of self-determination by young adults with developmental disabilities from 

racially/ethnically diverse backgrounds in their home/personal life and school/work life.  

This researcher gave voice to this population, who has been understudied in the field of 

self-determination due to marginalization and oppression by society.  The hope from the 

results of this study is to help better understand self-determination for young adults with 

developmental disabilities from racially/ethnically diverse backgrounds. 
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Appendix A:   

Recruitment E-Mail to Director 

 
 
 

Kristen Jones 
3543 Greystone Dr. #1003 

Austin, TX 78731 
 

January 30, 2012 
Ms. Sue Moraska 
Program Manager, VAST Program 
Houston Community College 
3100 Main Street 
Houston, TX 77006 

Dear Sue: 

As you may know I am currently working on my dissertation at the University of Texas 
at Austin and we have been in contact regarding the possibility of VAST program 
students participating in my study.  I have recently received IRB approval from both the 
University of Texas at Austin and Houston Community College to begin recruitment of 
participants for my study and collecting data. 
 
My dissertation is titled, “Racially/Ethnically Diverse Young Adults with 
Developmental Disabilities Lived Experiences of Self-Determination”  The purpose of 
the study I will be conducting will be to capture the lived experiences of young adults, 
ages 18-24 from racially/ethnically diverse backgrounds with developmental disabilities 
related to self-determination.  Participants will be asked to participate in two one-hour 
in-person interviews on campus, and a follow-up twenty minute phone or in-person 
meeting over the course of the school year. 
 
I am looking for you to provide the attached recruitment letter to approximately 10-
20 students currently enrolled in the VAST program who you feel might be interested in 
participating in this study and encourage them to contact me.  Participants of this study 
will need to meet the following criteria to be eligible to participate:  1) have a 
developmental disability; 2) age 18-24; 3) racially/ethnically diverse; 4) is their own legal 
guardian; 5) speak and understand English; and 6) enrolled in at least one course in the 
VAST program.  Once interested students have contacted me I will screen for their 
desired participation and fit in this study.  From there the student and I will make 
arrangements to meet.   
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If you have any questions or concerns you may contact me at this e-mail address or we 
can arrange a time to talk via phone. 
 
Best, 
Kristen E. Jones 
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Appendix B: 

Prospective Study Participant Letter 

 
 
 [DATE] 
 
Dear Prospective Study Participant: 
 
You have been selected by Sue Moraska, VAST Program Director, to be a potential 
participant in a research study titled “Racially/Ethnically Diverse Young Adults with 
Developmental Disabilities Lived Experiences of Self-Determination.”  This research 
study is being conducted by Kristen Jones who is at doctoral student at the University of 
Texas at Austin in the field of multicultural special education and a former VAST 
instructor.   
 
The purpose of the study is to capture the lived experiences of young adults, ages 18-24 
from racially/ethnically diverse backgrounds with developmental disabilities related to 
self-determination (making decisions/choices about your life).  You would be asked to 
participate in two one-hour in-person interviews on campus and a follow-up twenty 
minute phone or in-person meeting over the course of the semester.  You will receive a 
$25 gift card for your time if you choose to participate.  Your participation is entirely 
voluntary and you will not be penalized if you refuse to participate. 
 
If you want to learn more about this research study and find out if you qualify to 
participate please immediately contact Kristen Jones at (713) 202-5682 or  
kristenejones@mail.utexas.edu.  Kristen will answer any questions regarding the study 
and collect some initial information to determine if you would be a good fit for this study.    
I look forward to your participation! 
 
 
Sincerely, 
Kristen Jones 
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Appendix C: 

Recruitment Phone Script/Verbal Consent Form 
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Appendix D: 

Demographic and Contact Information Form 

 
 
 
Name:  ______________________________________   
Birth date:  ______________  Age:  __________ 
Address:  ____________________________________________________ 
     ____________________________________________________ 
Home Phone:  ____________________________   
Cell Phone:  ______________________________ 
 
E-Mail Address:  ________________________________________  
Gender:  _____ Male  _____ Female    
Relationship Status:  ____ Single  _____ Married  _____ Committed Relationship  _____ Divorced 

Race/Ethnicity (check all that apply):  ____ Hispanic/Latina/Latino  _____ African American/Black  
_____ Asian   _____  Caucasian/White   
_____ American Indian/Alaskan Native  ____ Native Hawaiian/Pacific Islander   
_____ Other (explain)  ________________________________________ 

Where were you born (City, Country):  
______________________________________________________________ 
Is English your first language?  _____Yes _____ No   
If no, what is your first language?  _________________________________ 
Type of disability (check all that apply):  _____ Autism _____  Deaf/Blindness  _____  Deafness  
_____  Emotional Disturbance_____  Hearing Impairment  _____  Intellectual/Cognitive   
_____  Multiple Disabilities  _____  Orthopedic/Physical Impairment   
_____  Other Health Impairment  _____  Specific Learning Disability   
_____  Speech/Language Impairment  _____  Traumatic Brain Injury   
_____ Visual Impairment/Blindness  _____ Other (explain)  
__________________________________________________________ 

Was your disability acquired before age 22?  _____ Yes  _____ No 
Are you aware if you have a legal guardian?  _____ Yes  _____ No  _____ Don’t know 
Would you be interested in participating in this project if selected?  _____ Yes  _____ No 
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Appendix E: 

Final Interview Guide 

 

Interview #1 
Introduction (Interviewer script) 
My name is Kristen Jones and I want to thank you for giving me this time to interview 
you. I am a doctoral student and University of Texas and the project investigator of this 
study.  I am also a former VAST instructor. 
 
This is the first of two interviews. This interview will take about 60 minutes. Everything 
you share in these interviews is confidential.  That means any information linking your 
name will be removed and you will be given a made up name.  Your interview will be 
audio recorded. 
 
I am talking with you because you are a racially/ethnically diverse young adult with a 
developmental disability. 
 
The purpose of this interview is to gather information about your beliefs and experiences 
related to self-determination.  Self-determination is the ability for you to decide how you 
want to live your life. I want to learn more about how educators and others who work 
with transition age individuals can support racially/ethnically diverse young adults to be 
more self-determined.  I want to know more about how teachers and others can help 
young adults like you be more self-determined.  Ultimately, I want to learn about how 
educators and other professionals can improve your life and make sure you have the 
opportunity to live your life the way you want. I want to know about the kinds of things 
that are important to you.  I want to hear your story, and understand the needs you have.  
[Start by reviewing and signing the consent form.]  Purpose, all answers confidential, 
withdraw at any time, payment for your time. If you want more information about this 
study or about the researcher, please call Kristen Jones, (713-202-5682).   
 
Finally, please know that I understand the many demands on your time and that I truly 
appreciate the time you are giving me.  Your ideas and knowledge are important to me. 
 

Self-Determination 
Tell me about yourself….(i.e., where are you from, when you graduated high school, 
some of your favorite things, some of your least favorite things) 
 
Living Situation 
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Tell me about where you live. What does it look like? Who lives there?  What is your 
favorite part about living there? Is there anything you don't like about living there?  If 
you could choose any place to live, where would you choose?  Who would you choose to 
live with you and why? 

 
Activities 
How do you spend your time? Can you name 3 things you like to do for fun? Who do you 
hang out with? Do you talk with, spend time with, or see people who are not your 
friends/family (i.e., neighbors, church members, community members) on a regular 
basis?  Who are these people and what kinds of things do you talk about or do together?  
What do you most like about being with these people?   
 
Disability 
Tell me about your disability. How do you describe it to other people. Can you tell me 
about some things you struggle with due to your disability?  Can you tell me some things 
you are really good at? 
Can you tell me about times when you felt you might have been treated differently or 
made fun of because of your disability?  Who were these people that treated you this 
way?  Describe how you felt when this happened? What did you do when they did this? 
 
Culture/Race/Ethnicity 
Tell me about your family (i.e., who makes up the individuals in your family, do you 
have a favorite family member, where does your family live, where are they from 
originally). 
Tell me what it means to you to be (Asian, Hispanic, Black/African-American…)?  Can 
you tell me of a time you feel you may have been treated differently because you are 
(Asian, Hispanic, Black/African-American…)?  Can you tell me about a time you were 
most proud to be (Asian, Hispanic, Black/African-American…)?  Can you describe any 
cultural practices or customs you participate in either on your own or with family and 
friends? 
Tell me how religion/spirituality plays a role in your life if at all?  Is religion/spirituality 
important to your family?  Tell me about it.  
 
Choices 
Tell me about a typical day you have (i.e., getting out of bed, getting ready for your day, 
going to work/school, hanging out with friends).  Can you tell me about some choices 
that have to be made during the course of the day?  Who generally helps makes these 
choices, if anyone?  Do you like people helping you make choices about your life? Why 
or why not? 
Tell me about a few big choices (i.e., deciding to come to the VAST program, taking a 
new job) you have made recently.  Is there anyone that helps you when you need to make 
a big choice? What is it about that person that is helpful? 
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High School Transition/IEP Meeting 
I’m going to ask you to do your best to recall back when you were in high school.  You 
may or may not remember attending a school meeting where you and your family sat in a 
meeting with some of your teachers to plan for your life after high school.  This meeting 
may have been called your transition planning meeting, and IEP or ARD meeting.  I am 
going to ask you some questions about this meeting… 
Do you remember attending your high school ARD/IEP/Transition meeting?  Can you 
tell me what you remember about that meeting if anything (for example, who was there, 
what did you talk about)? 
Can you remember and share some of the plans that were set for you after you graduated 
high school?  Have your plans changed since you have been out of high school?  Can you 
tell me what your plans are now and why you think your plans have changed? 
 
Goal Setting 
Many times people create plans or goals to achieve or obtain things they might want.   
Can you describe a plan or goal you set to accomplish recently or one you want to set?  
Tell me about some of the steps you think you need to take to follow through with this 
plan?  Is there anyone you feel might be able to support you in accomplishing your plan?  
Why did you choose this person? 
Once you have taken steps to reach your plan, how does it make you feel to be able to 
accomplish/not accomplish your plans?  What kinds of things kept you from 
accomplishing your plans? 
 
Future Plans 
If you could have any kind of job in the future, what would it be (what is your dream 
job?)?  What is it about that job that appeals to you?  Do you have any plans for getting 
this kind of job? What are they?  Who helps you make/accomplish these plans?  
 
Self-Advocacy 
What does self-advocacy mean to you? 
Can you name and describe any disability advocacy or self-advocacy groups you belong 
to?  What do you like/not like about being involved in these groups? 
Can you describe a time you had to advocate for yourself?  How did advocating for 
yourself make you feel?  Can you tell me about some times when you felt like you 
needed help to advocate for yourself?  Who did you ask to help you and why? 
 
Self-Awareness 
What do you do when you feel sad?  What do you do when you feel happy? 
What do you do or who do you go to when you realize you need help? 
Describe some of the things you are good at (strengths).  Describe some of the things you 
are not so good at (weaknesses). 
What things or people are most important in your life that you feel you couldn’t live 
without?  Why? 



 137 

 
Other 
Is there anything additional that was not previously asked that you would like to share? 
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Interview #2 
 
After talking to everyone, there were several things that came up that I want to know 
more about….  
 
Religion 
 
Many of the participants talked about how important religion was in their life.  I'd like to 
ask you a few more questions about that.  How did you first get involved with your 
church? What was it, or is it, about church that appeals to you? 
 
Can you give me an example of something you do at church that you particularly like? 
Tell me more about your role in the church and what lead you to taking a role like this in 
the church? 
 
Many of the participants I talked to discussed church being fun.  Can you describe a few 
fun things you have done with the church?  What made these activities fun to you? 
Participants often described family members attending church with them.  Can you tell 
me how going to church together makes you feel?  What do you think going to church 
together does for your family? 
 
Independent Living 
 
Many of you described the desire to live on your own or in another city.  Can you 
describe some of the things you feel you might need to learn to do or seek assistance with 
in order to do that? What would it take? 
 
Many suggested that their families have a picture of future living arrangements.  Has 
your family ever suggested how they would like to see you living in the future (this might 
include where you live, having a family, getting married or some arrangement of the 
sort)?  How do you feel about their suggestions? What do you imagine for yourself?   
Do you currently receive any social services (for example, DARS, Medicaid, Food 
stamps, Social security)?  What social services do you receive?   Who helped you obtain 
those services?  Do you know of any services you feel you currently need or imagine 
needing in the future to live independently?  Who might assist you in obtaining those 
services?  Why would you choose that person? 
 
Has there ever been a time where utilizing using social services (for example, DARS, 
Medicaid, Food stamps, Social security) created a barrier for you being able to 
accomplish something you want/needed to do?  Can you tell me about it?  
 
What kind of barrier do you imagine you might face or have you faced, in trying to obtain 
social services? 
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Goal setting 
 
Some students talked about how setting goals helped them get some of the things they 
wanted.  
 
How did you first learn to set a goal?  Can you give me an example of a goal you have 
set, and achieved? Where do you think you developed the ability to know how to set a 
goal for example VAST, high school, family, etc.? 
 
You talked with me about things that get in the way of accomplishing goals…Has that 
happened to you? Can you give me an example?  
 
Is there anything in your life that interferes with how you accomplish your goals 
(disability, family, etc)?  
 
Some participants said that certain people helped them accomplish their goals. Has 
anyone particular helped you? What kinds of things did they do? Describe to me how this 
was helpful to you? 
 
Family 
 
Other students talked about how their families had helped and supported them in their 
life. Describe to me a story of how your family helps and supports you in your life or has 
not supported you. 
 
Some students said that their extended family, like cousins or aunts and uncles have 
helped them…. is that true for you.  Can you tell me a story or give me an example about 
that? 
 
Friends are often important to people.  Describe to me an example of a way that your 
friends help and support you in your life? 
 
Disability 
 
Many of you discussed how a disability affects certain aspects of school such as reading, 
spelling or math …was this true for you? How does this struggle interfere with your life 
plans?  Can you give me an example of any way that your disability interferes with your 
ability to succeed in school? 
 
Does your disability affect other aspects of your life, like work, having relationships, 
having fun? Can you give me an example of any ways that your disability creates 
struggles or problems in your life?  
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Life Circumstances 
 
Many of you discussed growing up in difficult life circumstances (crime, divorce, death, 
drugs & alcohol, raising siblings) If this was true for you, Can you tell me more about 
how you feel these circumstances have impacted your life, Can you give me an example 
of ways your family circumstances made you stronger? Can you give me an example of 
ways your family problems created even more problems for you? Have these 
circumstances got in the way of doing things you wanted to do?  Can you give me an 
example. 
 
Supports/Friends 
 
Friends are usually very important to people your age, so many participants talked about 
having friends to do things with.  Can you give me an example of the kinds of things you 
do with your friends? Is there anything like your disability, or your family, or 
transportation, that gets in the way of your doing things with your friends? Tell me more 
about it.  Is there anything that makes it easier to do things with them? Is there anything 
that keeps you from enjoying your time with your friends?  
 
Can you tell me about a time when you feel your friends supported you? Can you give 
me an example of ways they have helped you out? 
 
Can you tell me about a time your teachers supported you or helped you with something 
you needed (for example, finding a job, accessing social services…etc)?   
 
Work/School Experiences 
 
 Help me understand how you learned about the career you are interested in? (share their 
career ideas) 
Where do you feel is the best place for  you to learn about jobs you might want (school, 
family,..etc.)? why?  
 
What is it that you like about your current job? Give me an example of something 
positive about your current job? Give me an example of something that is difficult about 
your current job.  Can you give me an example of how you have handled a problem at 
work?  
 
How have your social service benefits influenced your career options or the job that you 
currently hold?  Do you feel you will continue to be reliant on social services once you 
obtain a job? Why or why not?  What about your social service benefits are most 
important to you? 
 



 141 

What social services do you get right now? Can you give me an example of how those 
services help you? Are you worried about losing services if you get a job?  If you are 
worried, can you give me an example of what you might do differently in order to not 
lose services you need? Have those services changed your thoughts or feelings about 
what you want to do with your career? In what way?  
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Appendix F: 
Written Consent Form 
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Appendix G: 
UT IRB Approval Letter  
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Appendix H: 
 

HCC IRB Approval Letter 
 
 
 
 
 
 
 



 149 



 150 

Appendix I: 
 

 Pilot Study Verbal Consent Form 
 

Racially/Ethnically Diverse Young Adults with Developmental Disabilities Lived 
Experiences of Self-Determination  

Researcher:  Kristen E. Jones 
 

 
I am a graduate student in the Department of Multicultural Special Education at the 
University of Texas at Austin. I am here to conduct a pilot study that will look at lived 
experiences of ethnically/racially diverse 18-24 year old individuals with developmental 
disabilities in terms of self-determination.  
 
Before we begin, I would like to take a minute to explain why I am inviting you to 
participate and what I will be doing with the information you provide to me. Please stop 
me at any time if you have any questions. After I’ve told you a bit more about my project, 
you can decide whether or not you would like to participate. 
 
I am doing this research as part of my studies in the Department of Multicultural Special 
Education at the University of Texas at Austin. I will be conducting interviews with 
approximately two to four individuals, and will use this information to refine my 
interview questions for the final study that will take place. All recorded and written data 
collected from this interview will be destroyed after the interview questions have been 
refined for the final study. 
 
Participation should take about an hour and a half to two hours. Participation is on a 
purely voluntary basis. You will be asked to answer questions about your employment, 
home life, personal life, school, family and friends, recreation, cultural activities. Some of 
the questions will be of personal nature however you may choose not to answer them if 
you wish.  There is no foreseeable risk except those associated with everyday life.  The 
benefit of participation in this study for you will be helping to advance the research in 
multicultural developmentally disabled individuals. 
  
If at any time and for any reason, you would prefer not to answer any questions, please 
feel free not to. If at any time you would like to stop participating, please tell me. We can 
take a break, stop and continue at a later date, or stop altogether. You will not be 
penalized in any way for deciding to stop participation at any time. 
 
You will receive $25 for your participation in this pilot study. 
 
I would like to tape record this interview so as to make sure that I remember accurately 
all the information you provide. I will keep these tapes in a locked filing cabinet and they 
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will only be used by me. The information on these tapes will not be shared with anyone 
and will be destroyed upon completion of refining the research guide for the final study. 
 
If you have questions, you are free to ask them now. If you have questions later, you may 
contact me at Kristen Jones, (512) 382-0627 or kristenejones@mail.utexas.edu.  
 
If you have any questions about your rights as a participant in this research, you can 
contact the IRB Office at the University of Texas at Austin at (512) 471-8871 
 
Are you interested in participating in this study?  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



 152 

Appendix J: 
Initial Interview Questions 

 
General Questions: 
 

1. Would you please tell me your age? 

2. As far as your gender, are you male or female? 

3. What is your race or ethnicity? 

4. Where were you born? 

5. Do you have a disability? 

6. Would you be willing to describe for me what kind of disability you have? 

7. Would you say your disability is one you have had since before age 22? 

8. How long have you been graduated from high school? 

9. Are you married or single? 

10. Do you currently have a job (paid or volunteer)?  

11. Do you go to school? 

12. What is your current living situation?  Who else lives with you? 

Self-Determination: 
 

1. Can you tell me what does it mean to you to have a disability? 

2. Can you tell me what it means to you to be self-determined? 

3. Do your race, ethnicity, and/or religion play a role in your self-determination? 

Choices: 
 
4. Can you tell me what it means to make choices for yourself in life? 

5. Can you think of a typical day you have and describe and list for me some of the 
choices or decisions you make for yourself (for example, the clothes you wear, 
what you choose to eat for breakfast)? 

6. Think of some of the times in the last few weeks that you were not included in 
making a decision or choice about your life and describe some of those times and 
decisions you were not included in making.   
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Who was the person that made the decision/choice for you?   
How did not being able to make that choice or decision for yourself make 
you feel? 

7. Is there a time when you tried to make a choice for yourself but someone stopped 
you because they were afraid you would get hurt or injured?  Would you describe 
that experience and how you felt about it? 

8. Have you had times when you made a choice for yourself that did not turn out 
good?  Tell me about this time.  Were you able to use that experience to make 
future choices for yourself that turned out better?   

9. When you are looking for support in making a choice or decision, what person or 
persons do you turn to for guidance? 

10. How does it make you feel when someone else makes a choice for you?  What 
happens when that choice is one you do not agree?  What do you do then? 

Goal Setting: 
 

11. What does it mean to set a goal?  Is setting goals for yourself something you 
engage in only occasionally or often?  Can you describe a goal you set for 
yourself and how you went about it?  What was the outcome?  How did you feel 
when you accomplish your goals?   

12. Are you satisfied with your living arrangements?  If not, what are your personal 
goals for living arrangements or where you want to live in the future? 

13. What does living independently mean to you?  What are you currently doing to 
help yourself toward your own goals for living independently?  Do you think your 
ideas of living independently conflict with that of your family?  If so, describe? 

14. Would you describe the type of job you would like to have in the future?  What or 
who influenced you to pick this type of job?  Have you personally set any goals 
for getting your future job?   

15. What did you do if you were unable to accomplish your goal?  Or thinking about 
a different goal you set that did not turn out successfully what did you do when 
that happened?  Did you have someone to talk to about your goal?  If so, who 
were they and how were they able to help you?   

16. What factors hinder your efforts to reach your goals? 
family problems: ____ children? ____ husband/wife? ____ moving? 
____ job? ____ finances? ____ transportation? ____alcohol/drugs?_____ 

self-esteem? ____ confidence in your ability? ___ your disability. 
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Self-Advocacy 

17. What does it mean to advocate for yourself?  

18.  Can you describe a time you had to advocate for yourself ?  How did that make 
you feel? 

19. Do you belong to any disability advocacy or self-advocacy groups?  Can you 
name them?  What is your involvement in the group? 

20. What does it mean to have leadership skills?  Can you describe a time you had to 
use your leadership skills?   How did using your leadership skills make you feel 
about yourself? 

Self-Awareness 

21. What does self-management (i.e.,  ) or self-regulation (i.e.,   ) skills mean to you?  
What role do you think they play in your life? 

22. What does self-awareness or self-knowledge mean to you?  What role do you feel 
this plays in your life? 

23. Of the questions I have asked you to define, who is the most important person or 
persons who help teach or train you to utilize these skills?  Where did you learn 
these skills? 
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Appendix K: 

Pilot Study Documentation 

 
The pilot study was conducted in the month of August 2011.  The pilot 

participants included individuals who fit a majority of the inclusion criteria developed for 

the proposed study.  Individuals in this pilot met the following criteria:  

racially/ethnically diverse, have a developmental disability, and between the age of 18-24 

years old.  In addition, two professionals with expertise in developmental disabilities 

reviewed the initial pilot interview questions and provided feedback.  Finally, the pilot 

interview questions were provided to experts of two national youth leadership 

organizations (National Youth Leadership Network and Kids as Self Advocates) with 

expertise in making language “accessible” to individuals with intellectual/cognitive 

disabilities who may make up the participant sample of this research study. 

Interview questions were originally developed using information from self-

determination and quality-of-life literature.  Questions were broken down into two broad 

categories: General Questions and Self-Determination. 

The initial “general questions” category included questions such as age, gender, 

disability, and race/ethnicity, however, a demographic/contact form was developed based 

on the results of the first pilot interview.  The demographic/contact form will be used as 

an initial screening tool to determine if a student fits the inclusion criteria for this study.  

The questions that remain include information about high school graduation, relationship 

status, living situation, and questions about employment or education, which I felt needed 
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a richer description to get a full picture of these participants and has been combined with 

the category--self-determination. 

The “self-determination” category consists of four sub-categories: Choices, Goal-

setting, Self-advocacy, and Self-awareness.  The questions originally developed fell into 

these sub-categories upon further analysis. 

The original interview takes an hour and a half to complete 
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