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Thesis Proposal Draft

Chapter I: Introduction

Purpose Statement

The past several decades have witnessed remarkable transformation in society's view and
treatment of individuals with intellectual and developmental disabilities (I/DD). In California, the 1977
adoption of the Lanterman Act led to the creation of a regional center system which coordinates
community based services for qualifying individuals, and mandated that service delivery be planned on
an individualized, person-centered basis, and paved the way for deinstitutionalization across the state
("Lanterman act and related laws: CA Department of developmental services," 2020). Today, some
350,000+ individuals with disabilities in California are supported to be valued members of their home
communities (CA Department of Developmental Services, n.d.). Nationally, initiatives such as the 1990
Americans with Disabilities Act ("Introduction to the ADA," n.d.), the 1999 Olmstead Decision
("Olmstead decision," n.d.), the 2014 CMS Final Rule ("Home and community based services," n.d.),
Workforce Innovation and Opportunity Act ("Workforce innovation and opportunity act," n.d.), and the
Employment First initiative ("Employment first," n.d.) have acknowledged the value and need for

legislative protections for vulnerable populations.

Scholars in the field of self-determination recognize that in order for individuals to behave in a
self-determined manner, that is, the capacity to make choices and act based on one's own will or
volition (Wehmeyer & Field, 2007), they must have a) the ability and b) the opportunity (Mithaug,
2003). For individuals with I/DD to fully exercise their rights as provided by the aforementioned
regulations, they must be supported and encouraged to understand and make choices and decisions
regarding their own lives. In multiple studies, increased self-determination has been positively linked to

measurably better outcomes, including lower stress, better health, and overall a higher quality of life



(Smith & Dillahunt-Aspillaga, 2016, p. 3).

The intent of this study is to examine how self-determination in individuals with I/DD is
impacted by the level of support and mutuality they experience in their personal and/or community
relationships, as measured by levels of perceived quality of social support; the sense that one is loved,
valued, and esteemed by others (Pierce et al., 1992). Secondarily to the relationship between these two
variables, this study will also explore the impact of buffering experiences such as employment and

membership of groups such as churches, clubs, or online communities.

Significance of the Study

The existing body of literature does explore relationships between social support and self-
determination, typically within a unique population such as Taekwondo practitioners (Iso-Ahola &
Park, 1996), Canadian science students (George M. et al., 2013), homeless young adults (Krabbenborg
et al., 2017), HIV-infected women of color (Toth, M. et al., 2013), and so on. The majority of the
research published in regards to social support and the disability community is primarily focused on
parents of a child with a disability, and factors for parents finding camaraderie in the unique challenges
of raising a child with special needs (Halstead et al., 2018; Slattery et al., 2017; Kroese et al., 2002;).
Literature published in regards to social support and the adult community of individuals with I/DD is
heavily weighted towards adults with autism spectrum disorder (ASD). This includes work by Darren
Hadley, et al., discussing increased risk of suicide among adults with ASD (2017), and by Lauren
Bishop-Fitzpatrick, et al., who published findings (2018) showing that adults with ASD experience

decreased social support and quality of life (QoL) as compared to neurotypical participants.

The prevalence of self-determination literature focuses on the benefit of self-determination and
its impact on an individual's quality of life (Angel et al., 2010, Nota, et al., 2007; Smith & Dillahunt-

Aspillaga, 2016). Documented ability to develop a youth's self-determination is impacted by “age,



gender, race/ethnicity, disability label, culture, family factors, social networks, school factors, teacher
characteristics, school program characteristics, disability support systems, community factors, and
opportunities for self-determination” (Smith & Dillahunt-Aspillaga, 2016, p.3). Among Michael Lee
Wehmeyer's numerous contributions to self-determination literature, he substantiated in two notable
studies that “promoting self-determination results in enhanced self-determination, and that enhanced
self-determination results in more positive adult outcomes, including employment and community

inclusion” (Shogren et al., 2015, p. 10).

This study proposes to build upon previous research and fill a gap in the literature by examining
the relationship between two variables that each contribute a significant impact on quality of life. As
the I/DD population is generally underrepresented in research, the findings will be of interest to both
researchers as well as direct support professionals. Despite the inclusive changes to regulation,
mentioned previously, a wide swath of the population remains unconvinced that individuals with I/DD
can experience meaningful relationships, or benefits from the ability to make decisions about their own

lives.

In the 2010 article Advice From Adults with Physical Disabilities on Fostering Self-
Determination During the School Years, by Maureen E. Angell et al., a participant insightfully noted:
“Support is very important because there are a lot of times I don't want to keep going, but I know I
have family and friends who love me and care about me. And [they] don't want to see me give up or get
hurt, and they want to see me succeed. I think it's hard living with a disability but it can be done.” (p.

69) Clearly, additional attention to this area will be very beneficial.



Definition of Variables

Independent Variable: Social Support

In this study, the independent variable is perceived quality of social support. Among
researchers, social support is defined as “the presence or accessibility of people we can trust and rely

on and who care about us” (Sahin et al., 2019, p. 70).

Dependent Variable: Self-Determination.

In this study, the dependent variable is self-determination, “a...dispositional characteristic
manifested as acting as the causal agent in one’s life. Self-determined people (i.e., causal agents) act in
service to freely chosen goals. Self- determined actions function to enable a person to be the causal
agent is his or her life... Self-determined action does not imply control over events or outcomes. Instead
it refers to the degree to which action is self-caused; that is the degree to which behavior is volitional
and agentic, driven by beliefs about the relationships between actions (or means) and ends” (Shogren et

al., 2015, pp. 17, 19).

Research Question

Sample Research Question:

@ What is the relationship between social support and self-determination in individuals with

I/DD?

Hypotheses

This study proposes the following hypotheses. Statistical tests are yet to be finalized.

H1: There is a relationship between social support and self determination. (Pearson)

H2: There is a difference between employment status and self determination. (T-test or Anova)



H3: There is a difference between membership in a social group and self determination.

H4: There is a difference between gender and self determination. (T-test)

H5: There is a difference between employment status and social support. (T-test or Anova)

H6: There is a difference between membership in a social group and social support.

H7: There is a difference between gender and social support. (T-test)



Chapter II: Literature Review

Introduction

The purpose of this chapter is to provide a critical review of the literature as it relates to
understanding the meaning of the research variables, and the relationship between them. This chapter is
divided into 5 sections: Dependent Variable, Independent Variable, Theoretical Framework

Relationship between both variables, and Connecting Theory.

Self-Determination (DV)

Scientist and Professor Dr. Michael Lee Wehmeyer (2018) is the predominant theorist for the
concept of self-determination in individuals with disabilities, named as the author or co-author of more
than 450 peer reviewed journal articles or book chapters on topics including self-determination,

disability, and the education of students with significant support needs.

In his writing, Wehmeyer (1996) defines self-determination as “acting as the primary causal
agent in one’s life and making choices and decisions regarding one’s quality of life free from undue
external influence or interference” (p. 282). Wehmeyer measures self-determined behavior via a
functional model (1999) that identifies four essential domains: autonomy, acting independently,
according to one’s own preferences and abilities; self-regulation, evaluating a situation, deciding what
skills to use, and implementing a course of action, and revising as necessary; empowerment, acting on
one’s beliefs that one is capable of successfully exerting behaviors that direct outcomes in one’s life;
and self-realisation, applying a thorough and realistic knowledge of one’s self to act in a beneficial
manner (Cudré Mauroux et al., 2019; Wehmeyer, 1996). In Wehmeyer’s construct, the above are skill-
based behaviors that can be taught and developed for measurably improved outcomes in the lives of
individuals with disabilities (Wehmeyer, 1996). The development of various skills related to decision-

making and problem-solving (Wehmeyer, 2007) “promotes self-monitoring, self-advocacy, self-



awareness, and self-knowledge, which enables individuals to be conscious agents in their own

decision-making” (Chamblesa et al., 2019, p. 200).

Alternatively, Dennis Mithaug’s self-determined theory is primarily applicable to students and
learning: it examines how students achieve self; this is dependent on both capacity (knowledge, ability,
and perceptions) and opportunity (chances provided to students to apply their knowledge) (Chamblesa
et al, 2019), and is reinforced through a process of learning and adjustment (Mithaug, 2003). When
either capacity or opportunity are diminished in a consistent manner, the individual will not succeed in
exerting their right to be self-determined (Wolman et al., 1994). Mithaug’s publications focus on
applications within educational settings, particularly for assessment of and instruction to students with
disabilities (Mithaug, 2003), to prompt them along a path of thinking, doing and adjusting (Wolman et
al., 1994). Mithaug’s AIR Self-Determination scale is an instrument specifically designed for special
education teachers in an educational setting, to identify areas for skill development over the next
academic session. While Mithaug’s approach is data-driven and applicable, it serves a specific and

narrow swath of the population.

Literature on self-determination does find consensus defining self-determined individuals as
those who “understand their strengths, weaknesses, needs, and goals, as well as methods they can use
to achieve their goals. Thus, they can independently create satisfying and meaningful lives” (Chu,
2018, p. 673). In short, they “know what they want and how to get it” (Martin, 1995), and can “make

things happen” (Angeli et al., 2010).

Quality of Social Support (IV)

Among researchers, social support is defined as “the existence or availability of people on
whom we can rely, people who let us know that they care about, value, and love us.” (Sarason et al.,

1983. p. 127) and, more specifically, “the actual or potential support and contribution of personal



resources and of individuals, groups, communities, and systems that an individual has relation to”
Sahin et al., 2019, p. 70). In 2008, Hinson Langford, et al, published a review of studies on the topic,
which suggest that social support can be evaluated in light of four primary attributes: emotional,
instrumental, informational, and appraisal. However, a growing amount of research indicates that the
measurable benefits of social support are more directly linked to one's perception of available support,
than to actual support received (Lakey, 1988; Pierce, 1992); therefore, the concept of social support is
now studied in terms of not just received social support, but also perceived social support, the
experience (emphasis added) [of] being valued, respected, cared about, and loved by others who are

present in one's life (Gurung, Cohen, 2000). 2006).

Studies on stress, and the measurement thereof, proliferated in the mid to late 1970's, and it had
been a natural progression for researchers such as epidemiologist John Cassel (1974) to then look at the
buffering effect of social support. The topic began to draw greater attention in the 1980's amongst
dominant researchers such as Peggy A. Thoits (1995), and has evolved through the work of other major

contributors such as Sidney Cohen (2000) and Barbara Sarason (1983).



Chapter III: Methodology

Purpose Statement

The purpose of Chapter II1 is to describe the methodology that will be used to explain the
relationship between social support and self-determination. This chapter is divided into six sections:
Research Setting and Sample, Selection of Organization, Data Collection Strategies, Sample

Characteristics, Instrument and Measures and Data Analysis Plan.

Research Setting

The Research Setting is a non-profit organization in the western United States that serves
eligible individuals with intellectual / developmental disabilities (I/DD). The organization is
responsible for developing, purchasing, and managing services for over 25,000 individuals and their
families. Geographically, the organization covers a ten county catchment area that includes both urban

and rural settings.

Selection of Organization

This researcher will meet with the leadership (Director of Community Services and Supports
Department) of the identified organization to present the project and obtain approval to conduct
research. The researcher anticipates the director to agree that the organization's social media channels
(Facebook, Instagram, Twitter) and email network may be utilized for communicating with individuals
with I/DD, their families, as well as other caregivers / service providers about the opportunity to
participate in this project. The researcher will develop a 3-part questionnaire on Google Forms, and
coordinate with the organization's communication specialist to share it with the organization's network.
The organization will be notified that participants shall be informed of the following: the survey is

anonymous and confidential, with no identifying information collected; administered to adults over the



age of 18 who are able to provide legal consent, and that participants have the right to discontinue or

withdraw from participation at any time.

Data Collection Strategies

Begin with, on the day of data collection

On the day of data collection, participants will receive access to a 3-part questionnaire on
Google Forms. This will be shared with the organization's network over a 1 week timeframe in March
of 2021. An introductory letter will advise participants of the following: the survey is anonymous and
confidential, with no identifying information collected; administered to adults over the age of 18 who
are able to provide legal consent, and participants have the right to discontinue or withdraw from
participation at any time. Participants will also be notified of the purpose of the survey, that
respondents may utilize the assistance of a support person for reading and/or completing the survey,
and that respondents are requested to answer as honestly as possible, as no response is right or wrong.

The survey itself includes three components: the first will take demographic information,
including gender, employment status, and membership in a social group. No identifying information
will be collected, and the researcher will not be aware of the identity of the participants.

The window for survey completion will be one week. On the day the survey goes live,
participants will be notified via email, and will receive the necessary link, access code, and a cover
letter that describes the purpose of the survey, assurance of confidentiality, and qualifications such as:
must be over the age of 18, able to provide legal consent, and must identify with an intellectual or

developmental disability.



Sample Characteristics

Fifty participants are expected to take part in this study. Participants will all be adults over the
age of 18, who reside in a ten county catchment area in the western United States and are eligible for
services due to a diagnosis of intellectual or developmental disability (I/DD). Participants are not
required to have the ability to read and/or complete the online survey independently; they may utilize a
support person to assist in completing the survey if they so choose. Participants must be unconserved
and able to provide their own legal consent. If fewer than 50 participants respond from the original
organization, the researcher will invite individuals from one or more other similar organizations to

participate.

Of the participating respondents, XXX were male and XXX were female. XXX indicated that
they live with a family member, XXX live alone, with or without support, and XXX reside in a board
and care facility that is responsible for providing care and supervision of the individual. In regards to
day activity, XXX reported none, XXX reported enrollment in school or post-secondary education,
XXX reported a stable job or volunteer position, and XXX reported other, such as an Adult
Development Center or Community Integration Training Program. Regarding membership in a social
(such as Kiwanis Club) or spiritual organization (such as church or synagogue), XXX reported

membership/belonging, XXX reported no such membership/belonging.

Add: Chart after results

Instrument and Measures

A three section, XXX item survey incorporating self-reporting measures on demographics,
quality of social support, and self-determination will be administered to 50 adults with intellectual and/

or developmental disabilities. The Independent Variable (IV) is quality of social support (social



relationship, loneliness). Survey Instrument Name: Quality of Social Support Scale. Goodenow, C.,
Reisine, S. T., & Grady, K. E. (1990). The Dependent Variable (DV) is self-determination (Autonomy,
Self Regulation, Empowerment, Self Realization). Survey Instrument Name - ARC-INICO Self-
Determination Scale. Verdugo, M. A., Vicente, E., Fernandez-Pulido, R., Gomez-Vela, M., Wehmeyer,

M. L., & Guillén, V. M. (2015).

Demographics

This study proposes to look at three demographics that relate to social support and self-

determination:

@® Gender — Due to biological differences between males and females, in addition to varying levels
of opportunity related to social expectation and tradition (i.e. parents may feel more protective
of daughters than sons), the researcher expects to find differences between males and females in
terms of levels of self-determination and perceived social support. This is supported by studies
such as Self-determination, social abilities and the quality of life of people with intellectual

disability (Nota et al., 2007).

@® Employment Status — There are multiple acknowledged benefits of employment, which has led
to the federal Department of Labor's adoption of an “Employment First” policy for all citizens,
including individuals with I/DD ("Employment first," n.d.). The researcher expects to find a
relationship between employment status and levels of self determination and perceived social

support.

@ Membership in a Social Group (Church, Club, Online, etc.) - Group membership is positively
correlated with increased perception of social support, and also provides opportunity for
members to develop individual friendships and supportive relationships with one another.

Examples include churches (Nooney & Woodrum, 2002) and online communities (Obst et al.,



2010). The researcher will explore the frequency of group membership in the sample
population, as well as the correlation with reported levels of self-determination and perceived

social support.

ARC-INICO Self-Determination Scale

The Dependent Variable (DV) is self-determination. The survey instrument used to assess this
data is the ARC-INICO Self-Determination Scale (Verdugo et al., 2015), a bilingual (Spanish/English)
version adapted from Wehmeyer's original ARC Self-Determination scale (1995). This scale is a 61
item inventory / questionnaire that examines self-determination across four domains: Autonomy (25
items), Self Regulation (12 items), Empowerment (14 items), and Self Realization (10 items); with
total response scores ranging between 61-208. A sample item on this survey is, “I tell people when I
think I can do something that they tell me I can’t.” The survey uses a Likert-type scale with four options
based on frequency for the Autonomy section, ranging from 1 (I never do) to 4 (I always do). The
remaining sections used a 3 point scale, with items ranging from 1 (I never do) to 3 (I always do)

(Muiioz-Cantero, J., & Losada-Puente, L. 2019).

The authors of the instrument grant permission to reproduce test content and use for non-
commercial research and educational purposes without seeking written permission. The scale was
developed in Spanish, and published with an English translation provided. For the purpose of this
study, the scale was selected in preference to Wehmeyer's original ARC scale (1995), as the adapted
version strictly uses a Likert scale format, and does not require the subjective assignment of numerical

scores to respondents’ narrative answers.
Minor changes were made to the following survey items identified below, for clarity in English:

@® [ go to movies, concerts, and dancefloors. (change translation of “discotecas” from

dancefloors to “nightclubs”?)



@ [ can make good choice. (change to — I can make good choices)

Quality of Social Support Scale

The Independent Variable (IV) is quality of social support (social relationship, loneliness). The
survey instrument used to assess this data will be the Quality of Social Support Scale (Goodenow et al.,
1990). The instrument is a 17 item survey that operationally defines Social Support across six domains:
Task Assistance, Relationship Strain, Affirmation or Ego Support, Physical Affection, Information and
Feedback, and Opportunity for Confiding. Participants are asked to rate statements on a 4 point Likert
scale, ranging from 1 (never true), to 4 (always true), on items such as: The people I'm close to treat me
like a worthwhile person and make me feel I have something positive to contribute (Goodenow, et al.
1990).

After reversing Relationship Strain and other negatively worded items, the items may be
summed for a total score ranging between 17 (no social support) to 68 (complete support in all areas).
The authors of the instrument grant permission to reproduce test content and use for non-commercial
research and educational purposes without seeking written permission. This researcher does not intend

to make any modifications to the scale; it shall be delivered as originally designed.

Data Analysis Plan

This study proposes the following hypotheses. Statistical tests are yet to be finalized.

H1: There is a relationship between social support and self determination. (Pearson)

H2: There is a difference between employment status and self determination. (T-test or Anova)

H3: There is a difference between membership in a social group and self determination.

H4: There is a difference between gender and self determination. (T-test)



HS5: There is a difference between employment status and social support. (T-test or Anova)

H6: There is a difference between membership in a social group and social support.

H7: There is a difference between gender and social support. (T-test)

Each hypothesis will be tested at the 0.5 level of significance, and the R square is used to

determine effect size.

For Chapter 5:

This researcher intends to demonstrate the value for support persons (both family members and
paid service providers) in facilitating development and maintenance of stable relationships in the lives

of individuals with I/DD.
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