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ABSTRACT 

 
 

This study addresses the paucity of research in the area of sexuality and disability, 

especially women with disabilities, and even more so research on women with significant 

intellectual disabilities. Indeed, the small body of research that has been done previously has 

relied on the perspectives, opinions, and stories from the caregiver and/or teachers. Therefore, 

the purpose of this study is to explore the ways in which young women with intellectual 

disabilities tell their stories about sex education and its impact on their desired adult outcomes. 

To explore these unique personal accounts a qualitative single case design with embedded units 

was utilized. Individual interviews and focus group interviews were conducted with six young 

women with intellectual disabilities ranging in age from 19 to 21 years and from varied racial 

backgrounds. The participants were students in a campus-based transition program that taught 

sex education as part of their transition skills instruction. The overarching findings in this study 

were that sex education (a) allowed them to construct empowering personal accounts, (b) was a 

normalizing experience where they were able to engage in “girl talk” with each other and with 

the teacher, and (c) was a context to reflect on the influences and impact of the course on their 

lives. The implications for research and praxis are discussed in light of the importance of sex 

education for youth with intellectual disabilities. 
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CHAPTER I: 

INTRODUCTION 

We human beings are social beings.  We come into the world as the result of 
others’ actions.  We survive here in dependence on others.  Whether we like it or 
not, there is hardly a moment of our lives when we do not benefit from others’ 
activities.  For this reason, it is hardly surprising that most of our happiness 
arises in the context of our relationships with others.  –Dalai Lama 

 
Introduction 

 Social connectedness is fundamental need for all people.  It is the one thing that reaches 

across all identities, including race, gender, ethnicity, socio-economic status, sexual orientation, 

and/or ability level.  However, there are different elements of a person’s identity or personality 

that make it more difficult or challenging to connect to others socially.  Moreover, the ability to 

build satisfying social connections undergirds one’s ability to fend off loneliness, and 

conversely, the ability to develop satisfying relationships alleviates loneliness.  For persons with 

disabilities, the skill of relationship building is a constant struggle, and thus many people with 

disabilities experience loneliness more frequently than their non-disabled counterparts.  Research 

has linked loneliness within this population with a lack of social skills necessary to build 

fulfilling social relationships (Carter, Asmus, & Moss, 2013) but even more critically with a lack 

of knowledge to express the desire to bond with others in socially acceptable and personally 

fulfilling ways.  

Over the last couple of decades there has been a lot of research in the area of social 

connections and relationships, and what they have found is that being connected with others 

socially allows people to feel that they have a place in the world and leads to more positive 
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perceptions and sensitivities (Bagwell & Schmidt, 2011; Satici, Uysal, & Deniz, 2016; Weiss, 

1974).  Alternatively, those that do not feel as socially connected to others can experience 

negative feelings of frustration and have more problems with managing their feelings, leading to 

the condition of loneliness (Bagwell & Schmidt, 2011; Hawkley & Cacioppo, 2010; Satici et al., 

2016).  

The idea of loneliness is complex and is often confused with one feeling alone or the 

feeling of alone-ness.  However, Weiss (1974) has defined loneliness as a significant problem 

associated with limitations in one’s ability to form relationships that reach their anticipated level 

of intimacy with others.  Peplau and Periman (1982) took this definition a step further by placing 

extra emphasis on irrepressible feelings of unsatisfied needs of one’s intimate and social desires 

in ways that seem irrepressible.  In other words, loneliness is much more than simply being 

alone.  Loneliness is a condition that is chronic and is caused by a person’s pervasive feeling of 

unfulfilled social satisfaction that is not alleviated by the presence of company as might be the 

case with the feeling of being alone.  

Some studies have found that the adverse effects of loneliness on one’s physical, social, 

and emotional health include attachment anxiety, low self-esteem, social anxiety, and poor 

functional health (Hawkley & Cacioppo, 2010; Satici et al., 2016).  Further research has found 

that individuals who experience loneliness as a chronic condition are even less likely to get 

themselves out of it because they tend to use avoidance as an ego defense mechanism, thereby 

keeping themselves from situations that could cause feelings of disappointment and isolation, 

further exacerbating their despair (Vanhalst et al., 2015). 
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Loneliness in Adolescence 

While loneliness is a condition that can happen to anyone across any age, it seems to be 

most prevalent in adolescence and young adulthood (Qualter, Vanhalst, Harris, Van Roekel, 

Lodder, Bangee, & Verhagen, 2015).  This parallels Erickson’s work in the stages of 

psychosocial development (1959, 1968) where he described the advancement from one stage to 

another based on individual’s biological and social forces.  Throughout all the stages, certain 

relationships are formed and important such as in the first stage of trust vs. mistrust. This stage is 

positioned around an infant being provided their basic needs by their parent and therefore 

learning to trust that they will do so.  However, the stage in which social interaction and 

development is most critical is in the identity vs. role confusion stage that Erikson describes as 

the period in which adolescents are forging through the process of cultivating their own identity 

within society. It is also during this stage that individuals begin to develop a sense of sexual 

identity that will be carried forward into the early adult stage of intimacy vs. isolation.  If the 

biological and social forces that surround a person cause delays or missteps in these stages then it 

can lead to a sense of loneliness, confusion, and isolation in the person’s life (Erikson 1959, 

1968).  

Loneliness for Women 

Weiss (1974) found that 14% of the women in his study reported loneliness as opposed to 

the 9% of men.  He suggested that there is possibly more reported loneliness in women due to it 

being easier for women to connect to their emotions and admit loneliness than it is for their male 

counterparts.  Thurston and Kubzansky (2009) had mixed results in comparing the number of 

females who reported experiencing lonely versus the number of males.  However, they found a 

high discrepancy of how reported loneliness affected females over males stating that females 
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who reported high incidents of loneliness were at an increased risk of developing coronary heart 

disease.  Although there were mixed results for whether gender directly correlated with higher 

levels of loneliness, there was a study pointed to the fact that females tended to put more 

emphasis on relationships and therefore have a higher degree of loneliness if they perceived their 

relationships as less than desired, as the answer for the gendered difference (Lee & Goldstein, 

2016). 

Loneliness for People with Intellectual Disabilities 

There are also specific ways that loneliness affects individuals with intellectual 

disabilities and/or is exacerbated by their disability.  In fact, previous research has indicated that 

persons with intellectual disabilities are up to 30% more likely to experience loneliness than 

those without disabilities (Gilmore & Cuskelly, 2014).  As we know, loneliness tends to be 

highest during the adolescent and young adult stages when young people are beginning to make 

friends and find romantic relationships to be important (Chow, Ruhl, & Burhrmester, 2015; 

Qualter et al., 2015), which can be very challenging for young people with disabilities, especially 

those with intellectual disabilities (Carter et al., 2013).  Erikson (1959, 1968) also discussed the 

fluidity in which most people move from these and other stages to another and then back to a 

proceeding stage at times throughout their lives.  Complicating this idea further for those with 

intellectual disabilities is the delay and/or limitations that they encounter.  Additionally, many of 

the stages discussed by Erickson require social contact with others or an ability to interpret 

certain social situations and learn from them to move into the next stage, which can prove to be 

particularly problematic for this population and can cause the age range for these adolescent 

issues to vary tremendously from the general population. 

 



 

5 
 

Specific Barriers for Individuals with Intellectual Disabilities 

Due to the very nature of loneliness, having deep and meaningful relationships is key to 

avoiding it.  However, for persons with intellectual disabilities, there are many barriers to 

forming these kinds of relationships whether they are friendships or other more significant and 

romantic relationships.  Gilmore and Cuskelly (2014) described these challenges best in their 

research.  They have detailed pathways of influence on a person with intellectual disabilities 

from vulnerability to loneliness.  The pathway connects the construction of negative social 

attitudes and low expectations with the reduced opportunities and limitation of social interaction 

and with skill deficits that are often associated with intellectual disabilities.  The connection 

between these pathways illustrates that one pathway is continually affecting another pathway and 

so on in a vicious cycle that further perpetuates the loneliness experienced by people with 

intellectual disabilities.  This representation can be streamlined by simply connecting the lack of 

opportunity, lack of skills, and negative social attitudes, while also taking it a step further by 

adding a lack of education in the middle as the core of the barriers for young people with 

intellectual disabilities as seen in Figure 1. 

 
 
Figure 1.  Pathways of influence 

	
Lack of 

Opportunity 

Lack of  
Skills 

Negative  
Social Attitudes 

Lack of  
Education 
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 Lack of opportunity.  Friendships and other relationships can be especially challenging 

for individuals with intellectual disabilities for the mere fact that they do not often have the same 

opportunities to explore in social contexts.  For example, students with more significant 

intellectual disabilities are often taught in separate or semi-separate environments with small 

groups throughout their adolescence and therefore do not have as much opportunity to form 

natural social relationships among their peers (Carter et al., 2013; Lesseliers, & Van Hove, 2002; 

Matheson, Olsen, & Weisner, 2007; Shakespeare, 1996).  Furthermore, Löfgren-Mårtenson 

(2012) found that because these students with intellectual disabilities are so far removed from 

typical social environments, they generally miss the opportunities to socialize in unmediated 

contexts and learn general information about social nuances from their peers.  Lack of social 

opportunity is also highlighted in a study that White and Robertson-Nay (2008) conducted with 

young people with autism.  The participants in their study self-reported anxiety in social 

situations and the feeling of emotional disconnection with their peers.  This anxiety and 

loneliness was extended more due to the reduced opportunities to practice social skills with peers 

in ways that would increase societal attitudes about them while also helping them to develop 

ways to respond appropriately in social settings.  

There are many indicators that happiness is directly correlated with decreased levels of 

loneliness.  Furthermore, increased meaningful and positive social relations lead to increased 

levels of happiness (Satici et al., 2016).  Yet, despite knowing that developing substantial 

relationships is one basic to way to reduce a person’s tendency to develop loneliness, students 

with disabilities very rarely have opportunities to cultivate these types of relationships. 

 Lack of skills.  On the rare occasion that a student with intellectual disabilities is 

afforded the opportunity to be in social situations, they generally lack the skills necessary to form 
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and maintain appropriate social relationships.  Unlike many of the other oppressed groups such 

as African Americans and women who find support amongst each other, individuals with 

disabilities, especially those with intellectual disabilities, experience consistent and ongoing 

isolation and often lack the skills and knowledge about their disability to find support in others 

like themselves (Shakespeare, 1996).  These types of social support relationships can also be 

difficult for individuals with intellectual disabilities to form due to the many areas of difficulty 

that are often a result of their disability such as trouble communicating both verbally and non-

verbally, difficulty with empathizing and perspective-taking, trouble in self-regulating certain 

outward behaviors, and a reduced attention span (Gilmore & Cuskelly, 2014) 

Self-esteem is also a critical component to combat loneliness.  Vanhalst et al. (2015) 

found that adolescents who were chronically lonely tend to have an absence of adaptive self-

serving attribution style.  That is, they tend to blame themselves for their social exclusion instead 

of blaming external circumstances.  This can be especially true for young people with intellectual 

disabilities considering their already low self-esteem in many cases (Hall, Strydom, Richards, 

Hardy, Bernal, & Wadsworth, 2005; Shakespeare, 1996).  Inasmuch as self-esteem is an internal 

feeling, it relates very closely to self-determination and self-advocacy and is an important area of 

teaching in special education, especially for young adults in transition.  

Likewise, persons with intellectual disabilities often have a reduced capacity for self-

regulating their own time and using it productively and as such often spend more time doing 

solitary activities such as watching television.  While this is not entirely a bad thing, it does 

maintain the sense of loneliness by spending more time isolated (Margalit, 2004).  Moreover, 

individuals with intellectual disabilities do not intrinsically know how to develop other leisure 

skills outside of the home without being explicitly taught (Carter et al., 2013) and therefore need 
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instruction in developing these skills along with developing skills in establishing and maintaining 

friendships in group/community activities (Carter et al., 2013; Matheson et al., 2007).  Feldman, 

Davidson, Ben-Naim, and Maza (2016) also pointed to the young adult’s ability to set goals, be 

self-determined, and maintain an expectancy of hope to be fundamental to their ability to 

minimize loneliness.  

Negative social attitudes.  The third part of the cycle is the negative social attitudes that 

individuals with intellectual disabilities must overcome.  Persons with intellectual disabilities are 

often seen as having a reduced capacity for reason and having deficient mental ability and 

therefore incapable of making sound decisions regarding sex and sexuality.  As such, they are 

often excluded from decisions and situations related to their own sexuality because of the 

enduring perception of having diminished capacity for making these informed choices (Collins, 

2007).  These negative attitudes and ongoing exclusion in discussions and situations surrounding 

relationships and sexuality can often cause individuals with disabilities to form defense 

mechanisms and are frequently cited as the most difficult part of having a disability 

(Shakespeare, 1996).  Moreover, young women with intellectual disabilities are also seen as 

more vulnerable and even more juvenilized than their male counterparts (Erevelles & Mutua, 

2005), which further inhibits them from taking part in discussions regarding sex and 

relationships because that is seen as such an adult issue.  

Lack of education.  The core to the cycle, seen in Figure 1, is the lack of education for 

persons with intellectual disabilities.  There has been more emphasis placed on teaching sex 

education in schools today; however, students with intellectual disabilities, especially significant  

intellectual disabilities, often miss out on those discussions because they are taught in a separate 

classroom (Boehing, 2006).  When students with intellectual disabilities are afforded the chance 
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to be involved in a sex education course, they are often taught using indirect language and/or 

only factual information, which completely ignores the even more vital human side of the subject 

(Addison, 2006; Boehing, 2006).  One of the respondents in Shakespeare et al. (1996) study 

described the experience of overcoming in this way: 

I think you can only come out when you first come into the understanding that the 
difference you have causes you oppression and that you are not the problem.  It’s 
society…It’s a collective thing, it’s the fact that disabled people have collectively helped 
give each other confidence in themselves, and that you draw from the strength of other 
disabled people… (p. 56) 
 

The only way that students with intellectual disabilities can come to this kind of understanding is 

through education and open dialog.  

Statement of the Problem 

Research has shown that loneliness is associated with dismal socio-emotional outcomes 

that are both emotional and physical.  Furthermore, research has suggested that women tend to 

experience loneliness more often simply due to their nature of employing more value on 

relationships and intimacy.  Additionally, people with disabilities are up to 30% more likely to 

be affected by loneliness due to the lack of skills, opportunities, and negative social attitudes 

regarding the development of close friends and significant others (Gilmore & Cuskelly, 2014). 

Furthermore, they need explicit education and practice in order to overcome this cycle of 

loneliness.  Therefore, as a sub-population, young women with intellectual disabilities are 

impacted by loneliness in two profound ways.  They tend to experience loneliness more often as 

a result of their disability and their gender.  Furthermore, their loneliness is perpetuated even 

further by their lack of skills, lack of opportunity, negative social attitudes, and ultimately their 

lack of education in building relationships.  Consequently, as a sub-population, girls and women 

with disabilities are in the most need for sex education and discussions about their sexuality.  
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Purpose of the Study 

Drawing upon personal accounts of young women with intellectual disabilities, the 

purpose of this study was to explore how these individuals think and talk about sexuality and sex 

education and their attributions of those discussions on their long-term goals and outcomes with 

a particular emphasis on how they link sexuality education, disability, and womanhood. 

Research Question 

The question that guides this research is how do young women ages 19-21 with 

intellectual disabilities discuss their experiences in a sex education program and its 

impact/influence on their decisions about relationships? 

Significance of the Study 

This study addressed the paucity of research in the area of sexuality and disability, 

especially women with disabilities, and even more so research on women with significant 

intellectual disabilities.  Indeed, the small body of existing research has relied on the 

perspectives, opinions, and stories from the caregiver and/or teachers whereas this particular 

study focused on the personal accounts of the young women with intellectual disabilities and 

their account of a dialogic sex education course.   

Assumptions and Limitations 

 Assumptions of this study concerned the willingness of the participants to participate and 

the accuracy of the participant’s self-reflections and self-reports.  There was a general 

assumption that participants in this study were willing to share their inner thoughts and feelings 

about the topic of sex, sexuality, and their sex education course.  It was also assumed that 

participants would give clear and honest answers throughout the research process.  While I 

acknowledge that these assumptions existed and that the presence of the researcher may have 
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altered normal or honest behavior to a degree, the triangulation of the data from interviews, 

observations, and document analysis should have minimized the impact of these assumptions.  

 Limitations of this study included the small and purposive sample size and the 

generalizability of the findings.  The small size of the sample group was in part due to the 

targeted population this study focused on and also due to the nature of the topic.  The participants 

who were recruited for this study were already involved in a sex education course as part of their 

curriculum in a transition program they attended. While the findings of this study were not 

intended to be generalized, the rich and unique personal accounts of the young women involved 

should provide some much needed insight into what young women with intellectual disabilities 

think, understand, and desire in a sex education course and about the topic of sex and sexuality in 

general.  

Definition of Terms 

 Loneliness. Loneliness refers to an individual’s inability to cope with a perceived 

difference in desired relationships and actualized relationships, whether that be friends or 

significant others.  

 Sex.  Sex is a term used to describe the act of sexual intercourse, where a male’s penis 

enters a female’s vagina.  

 Sexual Acts. The term sexual acts was used to describe other outward acts that pleasure a 

person sexually, such as oral sex and anal sex.  

Sexuality.  Sexuality is described as an intrinsic part of us that is interwoven in many 

areas our lives throughout our lives. It encompasses much more than sexual intercourse and 

affects many of the decisions we make, such as what we wear, whom we are friends with, where 

we hang out, etc.  
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Gender.  Gender refers to a person’s biological sex, either male or female.  

Positive Choices. Positive Choices is the name of the curriculum we use in teaching the 

sex education course.  

The Hurt Rule. Within the sex education course, we define “The Hurt Rule.”  It is defined 

as any incident that is shared during the course or the research that is recognized as an incident 

where a person is being hurt or going to hurt someone else will be shared by the teacher or 

researcher with the proper supervisors.  This rule is taught throughout the course so that should 

the rule have to be invoked, the participants understand that it is not a breach in confidentiality.  

Summary 

“The only true empowerment is self-empowerment” (Shakespeare, 1996, p. 182). 

Therefore, this study aimed to contest the high prospect of loneliness among young women with 

intellectual disabilities by empowering them to speak up about their sexuality and learn more 

about forming and maintaining relationships.  

This chapter has provided the introduction to this study that focused on narrative 

accounts of young women with intellectual disabilities and their thoughts and feelings regarding 

sexuality and sex education.  Also covered in this chapter was the statement of the problem in 

this research as well as the research question and definitions of terms used throughout the 

remainder of the text.  Chapter II will provide a discussion of the conceptual framework of this 

study and an in-depth review of the literature on sexuality and disability.  
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CHAPTER II: 

LITERATURE REVIEW 

 The objective of this chapter is to provide a broad review of the literature connected to 

sex education, sexuality, and disability.  The chapter will start with a review of the literature 

relevant to the theoretical underpinnings of the study providing a basis for using disability 

studies, Goffman’s stigma theory, and feminist theory as the framework.  Next, an in-depth 

literature review of the three main topics—sex education in schools, sexuality and disability, and 

sex education for individuals with disabilities—will be provided.  

Disability Studies 

While disability and the discussion of disability studies is a concept that has been around 

for a while, the concept of using the disability studies perspective as a theoretical framework is 

one that was introduced by Michael Oliver in the late 1980s.  He discussed this transformation of 

disrupting the silence and looking at disability through a new lens and across disciplines to 

produce a more “social theory of disability” (Oliver, 1990, p. xi).  

Before we can begin to look at the transformative social theory of disability though, we 

must take a look at the medical model of disability.  The medical model focuses on normalcy 

based on what society as a whole deems to be the norm.  The goal of medicine or the medical 

community as a whole is to provide a cure or some sort of treatment to assist people in getting 

back to “normal” and therefore when someone has a condition that is incurable they become 

deemed as “abnormal” or “disabled.”  With this new label comes a host of social marginalization 

and identity, which also includes a variety of additional medical labels and treatments further 
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ostracizing individuals with disabilities from the “norm” of society (Falvo, 2014).  In other 

words, the medical model of disability constructs individuals with disabilities as damaged or in 

need of repair because they do not fit the cultural “norm” of society and how a person should 

look or act.  For example, suffering is a word that is often used to describe a person with a 

disability.  “They are suffering from cerebral palsy,” or “they suffer from _________.”  These 

words immediately cause pity or sadness for the person, causing them to be seen as “the other” 

and the disability as something that “happened to them” (Michalko, 2002).  This is problematic 

for people with disabilities in a lot of ways.  One being the devaluing and exclusion they 

experience based on these views of them as “less than.”  

Theorists of disability who conform to the medical model view of disability as a problem 

resident in the individual (Smart, 2001).  Thus, such theoretical framing of disability tends to 

locate functional deficits within the individual and only focuses on the limited definitions of 

disability and keeps one from seeing the wider aspects of disability as a whole.  While this is not 

problematic when discussing illness or impairment that needs some medical attention, it can 

become problematic when the emphasis is placed only on clinical diagnosis leading to a view of 

partiality and constraining the opinion of the individual with a disability him/herself.  

Additionally, the medical model tends to forget to focus on a quality of life and whether certain 

treatments and/or assistance will become so intrusive that it will affect the value the individual’s 

life (Brisenden, 1986). 

Using the medical model as a basis for viewing disability began to change during the 

1960s and 1970s when the disability rights activists began the “nothing about us without us” 

movement introducing a new way of thinking.  People began “reclaiming disability” (Linton, 

1998).  They began fighting for human rights instead of just humane treatment, which led to the 
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social model of disability.  Disability theorists who adhere to the social model argue that 

disability is socially constructed and accordingly they locate functional deficits to the failure of 

communities/environments to provide access to persons with disabilities (Brisenden, 1986; 

Hurst, 2003; Oliver, 1090).  This model does not focus on a cure for the person, but instead on a 

cure, or accommodations, in the environment.  Calling for society to change in providing more 

equality and opportunity for those individuals with disabilities.  In other words, the limitations of 

an individual with disability are less focused on their disability itself and more on the failure of 

society to recognize and accommodate them, producing an even greater disabling effect than the 

condition itself (Falvo, 2014). 

In a similar vein, Davis argued that the existence of a category of disability is sustained 

by the existence of its binary opposite.  In other words, normalcy is only possible when you are 

able to cast it in light of what it is not, therefore, in order to really understand disabled, you also 

have to see and understand non-disabled.  Disability becomes what it is not, leading to even more 

social oppression (Davis, 1995).  Another example of social theory of disability is in critiquing 

the language that is used to construct visions of disability; Linton stated that pretty words like 

“physically challenged, able disabled, handicapable, special people/children… although 

considered well-meaning attempts to inflate the value of people with disabilities, they convey 

boosterism and do-gooder mentality endemic to the paternalistic agencies that control many 

disabled people’s lives” (p. 14).  According to Linton, these words that are used, while positive, 

do not improve the material conditions of people with disabilities.  Thus producing positive 

words of disabilities without improving the lives of those of whom you are talking is deceptive in 

that it paints a picture that runs counter to the lived reality of people with disabilities (Linton, 

1998).  Choosing disability means that one must challenge the notion that disability is a medical 
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problem and instead embrace its difference, no longer living without the “normal” but living 

with something (Michalko, 2002).  In other words, a person who is in a wheelchair is no longer 

living without mobility but instead living with a wheelchair.  This small change in wording 

completely turns this statement into a more positive view of disability and changes the way it is 

heard and viewed.  The social model of disability challenges the individualization of disability 

and instead brings awareness to the issue as a group societal issue (Oliver, 1990).  The social 

barriers that individuals with disabilities experience do not lie exclusively with inaccessible 

ramps and buildings, but often times lie more with the social exclusions they experience due to 

the socially multifaceted structures and societal attitudes that exist within our culture (Taylor 

Gomez, 2012). 

Using the social theory of disability is important to this research for several reasons.  

First, it examines the ways in which society and environmental conditions can include or exclude 

a certain population from fully participating in society, particularly as it relates to access to sex 

education and expressions of sexuality.  Second, this theory encourages a more positive view of 

disability and therefore provides those individuals with disabilities more opportunity for 

decreasing the previously viewed negatives, such as self-blame and self-pity, to more positive 

outlooks, such as confidence and assertiveness.  Since these positive outlooks are vital to 

emotional health, they also directly affect more confident relationships and sexual health 

(Shakespeare, Gillespie-Sells, & Davies, 1996).  Finally, as Oliver (1990) has been quick to 

point out, much research on disability in general and more specifically with individuals with 

disabilities is typically so detached from their everyday “real” life and focused on theory that it 

minimizes the voices and feelings of those affected.  Therefore, this particular study used theory 
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as a lens to highlight the personal accounts of the participants involved and elevate their thoughts 

and feelings on the intersectionality of sexuality, disability, and girlhood.  

Goffman’s Notions of Stigma 

Like the medical model of disability, stigma was an idea that was introduced by Erving 

Goffman (1963) to represent a person who was in some way different from the social culturally 

defined “norm.”  These people were identified as undesirable and somehow unworthy to society. 

This concept rings true for people with disabilities due to the many common misconceptions 

associated with them, leading to stereotyped views of all people who fall within this population 

and further marginalizing them from society as a whole.  It also makes it quite difficult for 

people with disabilities to even interact with non-disabled persons because they find it hard to 

present themselves as a person and separate from the disability for a “normal” interaction.  The 

intersections between disability and sexuality further stigmatize them to be secluded from 

conversations surrounding these types of topics. As Higgins (2010) pointed out, there are some 

significant barriers and challenges for those with disabilities to access information that will not 

only reduce the likelihood of abuse, but will also celebrate positive sexual expression as well. 

This goes hand-in-hand with Goffman’s notion of stigma because people are so afraid of 

differences that they are unwilling to see people with disabilities as similar in any way (i.e., 

similar in sexuality and sexual expression).  

Feminist Theory 

While the issues and the questions that this study grappled with are best framed within 

the theoretical framework of the social model of disability and Goffman’s stigma theory, these 

frameworks do not adequately allow for the investigation of the ways in which girls with 

intellectual disabilities are left out of the discourse on sex and sexuality.  Therefore, to more 
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adequately account for the distinctiveness in the experience of disability and sexuality with 

young women, it is necessary to also view those issues from a feminist theory standpoint. 

Feminist theory was built around the premise that there should be social, political, and economic 

equality among both genders and a movement to provide empowerment for women worldwide 

(Bolzendahl & Myers, 2004). 

Since the movement of feminism began, there have been a number of sub-feminist groups 

to grow and take shape such as liberal feminism, radical feminism, and postmodern feminism. 

The strand of feminism theory that supported the work of this study most specifically is gender 

socialization.  “One is not born, but rather becomes a woman” (de Beauvoir, 1949, p. 284).  This 

notion of gender socialization was introduced in the 1940s by Simone de Beauvoir.  She stated 

that gender roles are not biologically predetermined, but instead are socially produced and 

learned.  In keeping with other forms of development, there are optimal times for which the 

development of gender roles can occur.  It is not about being born one way or the other, but 

about your expression of femininity or masculinity as you develop over time (Martin & Ruble, 

2004).  Nancy Chodorow (1972) had similar results in her study concluding that feminine 

personality is based upon how it is defined in connection with other people, which is opposition 

of masculine personality.  In other words, at an early age, young girls tend to form their 

personality based on the connections they have made with other people.  Returning to Erikson 

(1968) as discussed in Chapter I, we remember that it is the fifth stage of development that we 

begin to form our identities that will carry us into adulthood. However, Erikson is also quick to 

point out that this stage is also different for females in that it the fifth and sixth stages are 

actually fused together in some ways because the identity and intimacy for women are so 

interwoven.  Correspondingly, Brown and Gilligan (1992) found, through their study following 
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young girls through adolescence, that girls consistently lose their voices as they grew into 

adulthood and in order to maintain relationships and femininity.  

For girls with intellectual disabilities, spaces for being and becoming women are limited 

and therefore girls with intellectual disabilities rarely have the opportunities to play out their 

gender roles like their non-disabled peers.  Thus, if gender roles are learned and girls with 

intellectual disabilities are not in contexts where they can learn those roles then they are even 

further marginalized.  Recognizing the intersections that exist between sexuality, disability, and 

gender are critical for creating a space where sexuality is celebrated and attention is given to the 

instruction of sex education to those whom arguably need it the most.  Therefore, accordingly, 

this idea of gender socialization in feminist theory provides a further theoretical framework by 

which the questions surrounding sexuality, disability, and young women can be investigated, 

methodologies selected and analysis conducted. 

Sex Education in Schools 

Although evidence of sexuality exists within our school buildings through conversations 

in the hallways, cafeteria, bathrooms, and so forth, formal sex education rarely happens.  Sex 

education is an age-old question that has been debated for many years from those who 

completely oppose formal sex education in the classroom to those who are in support of teaching 

sex education concepts to all students in public education and a number of people and views in 

between (Kirby, 2002; Picker, 1984; Whitehead, 1994).  Sex education that is taught today is not 

really considered formal in most cases and is generally taught within the scope of a larger set of 

content such as biology or health (Fine, 1988).  Otherwise, in school, sexuality is learned through 

the incidental times that peers interact with one another in the hallways, cafeteria, or after school 

activities; this is what Gougeon (2009) has called the “ignored curriculum” of sexuality. 
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Wherever one finds themselves on the spectrum of this question, they must admit one thing, 

“knowledge is power” and to not know anything is a detriment.   

Abstinence Only Education vs. Comprehensive Sex Education 

There are two specific types of more formal sex education in the general education 

classroom that have been argued in the past several decades: comprehensive sex education and 

abstinence only education (Whitehead, 1994).  Abstinence only sex education programs 

emphasize abstinence from all sexual behaviors.  Programs that teach abstinence only do not 

incorporate material about contraceptives or disease prevention.  According to Section 510(b) of 

Title V of the Social Security Act, P.L. 104-93, all educators receiving federal funding must 

teach the benefits of heterosexual marriage and emphasize abstinence, therefore limiting what 

teachers are and are not allowed to teach in the form of sex education (Fields, 2008).  

Although this is delineated in the law, some would argue that emphasizing abstinence 

only fails to recognize the other many benefits of sex education in schools such as pleasure, 

agency, and control young people can have over their own lives (Fields, 2008).  Comprehensive 

sex education programs cover a much broader approach to sex and sexuality and argue that the 

term sexuality encompasses so much more than just the act of sexual intercourse.  For example, 

the Sexuality Information and Education Council of the United States (SIECUS), established in 

the 1960s, defined sexuality as “a lifelong process of acquiring information and forming 

attitudes, beliefs, and values.”  Additionally, SIECUS identifies four main components to 

comprehensive sex education; accurate information about human sexuality, opportunities for 

students to develop their values, attitudes, and insights about sexuality, assisting students in 

developing relationship and interpersonal skills, and to assist students in exercising responsibility 

regarding sexual relationships.  It is also clearly expressed that instructors in comprehensive sex 
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education courses should build upon the foundation of values and beliefs they share with their 

families and communities by being respectful of the diversity represented in their students. 

There is significant opposition on both sides of this coin with very reasonable arguments 

for each.  For example, those who are in favor of abstinence only education argue that there 

should be only one message sent to students.  While alternatively, those in favor of 

comprehensive sex education argue that sending only one message is irresponsible and a denial 

of the realities of the sexuality that teenagers are experiencing with or without formal education 

(Kirby, 2002; Whitehead, 1994).  No matter which side of the argument you are on, there is also 

the incontestable issue that when teaching sex education, one has to be clear and deliberate in 

their instruction.  People on both sides have a growing concern of interpretations of information 

learned through sex education courses.  Gordon and Ellingson (2006) researched the 

interpretation of sex education lesson plans in the general education classroom and found that 

overwhelmingly the participants in their study interpreted the same lesson plans in different ways 

based on their prior knowledge and cultural values.  They argued that, for this reason, sex 

education curriculum should be chosen and adapted to fit the specific needs and learning for each 

student (Gordon & Ellingson, 2006).  This is especially true for the unique and diverse needs that 

students with intellectual disabilities bring to the classroom.  

Sexuality and Disability 

In order to learn more about how incorporating one of these two types of formal sex 

education with students with intellectual disabilities will impact their outcomes, one must first 

explore sexuality and disability more in depth including the history, the myths and realities, the 

media, and women with disabilities.  
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The History of Sexuality and Disability 

The history of sexuality and disability is filled with oppression and segregation and often 

times forced sterilization (Kempton & Kahn, 1991).  It was not until the civil rights movement of 

the 1960s when disability rights advocates gained some momentum in creating more 

opportunities in education and in other human rights areas (Kempton & Kahn, 1991).  While the 

rights of persons with disabilities have come a long way in many ways, there are still some 

things that are overlooked and/or encouraged in today’s society.  For example, there are many 

young women with intellectual disabilities who are not afforded education or involvement in 

decisions about reproduction and reproductive health (Tilley, Earle, Walmsley, & Atkinson, 

2012).  Areschoug (2005) pointed out that we are no longer forcing sterilization and now 

encouraging other less intrusive forms of birth control; however, many of these young women 

are left out of the conversation completely and caregivers are deciding and administering birth 

control pills or shots as they see fit, expressing positive views on the sterilization in general 

(Aunos & Feldman, 2002; McCarthy, 2010; Taylor Gomez, 2012; Tilley et al., 2012).  McCarthy 

(2010) pointed out that many of the girls that participated in her study even started birth control 

at twelve and thirteen years old with very little to no explanation.  Many times the caregivers 

and/or guardians that are supplying these forms of birth control justify their actions by 

expressing a need to “protect” the young women from the pain of menstruation and the 

responsibility of pregnancy and child rearing (Tilley et al., 2012).  This idea of protection is seen 

throughout the research of both sexuality and disability as well as the theoretical underpinnings 

used to frame this study.  Many of these notions of protection stem from myths that are carried 

throughout society about sexuality and disability in general and even more specifically with 

women with disabilities.  
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Myths about Sexuality and Disability 

There are many myths about individuals with disabilities and their sexuality.  Some of 

those myths are that people with intellectual disabilities are asexual and/or oversexed; child-like 

and lack the social and judgmental skills to act appropriately sexually and need protection; breed 

other people with disabilities; and/or cannot ovulate, conceive, give birth, or have orgasms 

(Shakespeare et al., 1996).  Additionally, society often feels it is unacceptable for persons with 

disabilities to be and act in sexual ways, and that if individuals with disabilities learn about sex, 

they will engage in the act more often (Brodwin & Fredrick, 2010; Cornelius, Chipouras, Makas 

& Daniels, 1982; Olkin, 1999; Parchomiuk, 2012; Vash & Crew, 2004).  Moreover, because 

women are seen as less passive sexually, they are perceived as being less affected by the 

negative stereotypes (Shakespeare et al., 1996).  

There has been much research conducted to debunk those myths over the years.  For 

example, Fitzgerald and Withers (2011) found that the women who participated in their study 

seemed to actually take on the identities that people in their lives had pinned upon them.  For 

example, many of the grown women (approximately 50 years old) who they interviewed 

discussed feeling like they were grown teenagers and believed that it was inappropriate for them 

to be involved in any kind of sexual activity whatsoever.  Additionally, while there are studies 

that indicate individuals with intellectual disabilities are at a greater risk for sexual abuse 

(McCabe, Cummins, & Reid, 1994; Tharinger, Burrows Horton, & Millea, 1990; van Nijnatten 

& Heestermans, 2010), they also point to the fact that this abuse could be a direct result of a lack 

of education for individuals with intellectual disabilities to recognize and react to abusive 

situations. 
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With regard to individuals with disabilities lack of sexual pleasure and reproductive 

ability, Shakespeare (2000) argued that while the sexual experiences of those with disabilities 

may look and feel different than those without; they are still able to achieve pleasure and other 

benefits from sexual relationships.  Bernert (2011) arrived at similar conclusions in a study of 

women with disabilities, some of which had experienced satisfying sexual relationships, but 

struggled with maintaining those relationships due to a lack of knowledge.  

One of the most prevalent myths about sexuality and disability is the myth that when 

exposed to education about sex and sexuality, people with intellectual disabilities will engage in 

more sexual activity.  On the contrary, Demetral (1981) conducted a study with fourteen 

residents of a state hospital.  The purpose of his study was to investigate the behaviors of 

participants prior to and following instruction in sexuality.  He found that not only did the 

number of inappropriate sexual behaviors not increase, but the numbers actually went down 

following the education.  Similarly, research by Dukes and McGuire (2009) found that these 

types of worries are completely unsubstantiated.  Through their study of four adults with 

disabilities, they measured the participant’s ability to increase their sexual knowledge through a 

ten-week sex education course.  They found that all four participants were not only able to 

increase their knowledge through the course, but were also able to improve their decision-

making ability regarding sexual decisions after the course (Dukes & McGuire, 2009). 

Realities of Sexuality and Disability 

These myths are expressed directly or indirectly to individuals with disabilities 

throughout their lifetimes and this, coupled with their already often poor communication skills 

and social skills, frequently lead to the self-fulfilling prophecy of the individual developing low 

self-esteem low self-concept and withdrawing from intimacy and sexuality all together, leading 
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to a sense of loneliness and isolation (East & Orchard, 2014; Olkin, 1999; Milligan & Neufeldt, 

2001).  Moreover, these negative attitudes and views result in the ignoring and/or denial of the 

sexual needs of this population and is a direct revocation of their human rights (Fitzgerald & 

Withers, 2011; Lesseliers & Van Hove, 2002; Parchomiuk, 2012; Wolfe, 1997).  

Desire to talk.  Contrary to what one might think, many individuals with intellectual 

disabilities are interested in being in and talking about relationships.  For example, Bertilsdotter 

(2014) found that the young couple with autism in their study were quite open about being 

interested in having significant relationships, but also felt very unprepared to do so.  This couple 

does not seem to be much different than other individuals with intellectual disabilities that are 

asked about their desires to learn more about sex and sexuality.  Moreover, Löfgren-Mårtenson 

(2012) interviewed sixteen students with intellectual disabilities about their desire to learn more 

about sex and sexuality.  All sixteen students expressed that they would like to know more and 

have more opportunity to learn and practice skills in making friends, maintaining relationships, 

and becoming more intimate.  

Lack of information.  A study conducted by Siebelink, de Jong, Taal, and Roelvink 

(2006) found that the 76 participants interviewed expressed sexuality and romantic relationships 

are of high importance to them.  They found that there was an elevated need for more knowledge 

in this area as people who expressed active sexual experiences did not have any more knowledge 

about the subject than those who were not as sexually active, which could lead to significant 

challenges and/or issues for those who are sexually active with little to no knowledge. 

Lack of opportunities.  Most young people learn how to deal with the changing 

environment and feelings as they grow into young adults simply by paying attention to the many 

reliable sources around them such as peers, parents, school, media, and so forth (Gougeon, 
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2009).  However, young people with intellectual disabilities often miss the incidental learning 

that others are picking up on and therefore miss the cues as to how to act socially.  Adolescents 

and young adults with disabilities typically mature physically and hormonally with their same 

aged peers, though, they rarely mature as quickly emotionally and socially.  So, as the nature of 

social interactions become more complex and mature with their typical peers, the gap between 

them and individuals with intellectual disabilities becomes more pronounced due to the 

significant limitations they experience in this area, making it very difficult to form meaningful 

relationships (Tullis & Zangrillo, 2013).  Adding to this growing issue, many students with 

intellectual disabilities are so often monitored by adults and/or not accepted into “typical” peer 

groups, such as sports teams and clubs, that they miss out on the extra time with friends for “girl 

talk” and other teen type conversations (Emerson & McVilley, 2004; Löfgren-Mårtenson, 2004). 

Gougeon (2009) referred to this as the “ignored curriculum,” stating this is the unofficial 

learning that happens every day in schools.  Young adults need this type of incidental learning to 

balance the extremes they find in other places like many unrealistic things they see in the media 

and, alternatively, the many stifled things found in the abstinence only curriculums taught within 

the actual curriculum.  Arguably, this “ignored curriculum” is even more critical for students 

with intellectual disabilities, but they miss out on it due to their being separated from the general 

classrooms and constant adult supervision.  

Disability and Sexuality in the Media 

Since sexuality and people with disabilities are not in the forefront of society’s mind, 

they are often overlooked completely.  As a result of this disregard for persons with disabilities, 

you would very rarely see an image or video of a person with a disability portrayed in a sexual 

way in the media (Brodwin & Frederick, 2010).  When you do see a person with an intellectual 
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disability in the media, they are often represented as very over simplified with their disability 

being seen at the forefront and then the person next and with their sexuality either represented 

last or not at all (Gougeon, 2009).  For instance, the characters from the box office hits, Rain 

Man, Forest Gump, and I am Sam, are all seen as persons with disabilities having extreme 

innocence when it comes to sex and sexuality.  These are great examples of the often over-

simplified, infantilized, or glossed over sexuality of a character with disabilities in the media, 

probably to stay within the average societal viewer’s safe space of seeing people with disabilities 

as asexual (Gougeon, 2009).  This only further perpetuates the denial of sexuality within persons 

with disabilities in society.  When individuals with disabilities are portrayed in the media, they 

are often referred to in negative ways using terms such as “suffered from” or “afflicted with” 

(Linton, 1998).  These constant omissions of or negative images cannot only impact the way 

society sees individuals with disabilities and their sexuality, but also directly impacts the way 

that the individuals with disabilities view their own sexuality (Milligan & Neufeldt, 2001).  

Being a Woman with a Disability 

Although Crawford and Popp (2003) found that societal double standards relating to 

gender have somewhat improved over the last several decades, they also recognized that some 

internal and hidden double standards still exist.  For example, young women who openly express 

a sexual desire are often seen as easy or promiscuous.  In other words, in today’s generation, 

young girls are indirectly taught to “look sexy, but say no, to be feminine but not sexual, and to 

attract boys’ desire but not to satisfy their own” (p. 24).  Furthermore, research has suggested 

that women with a disability could be at an even greater disadvantage due to their gender 

coupled with their disability (Scior, 2003).  In the case of young women with disabilities, the 

disability itself can reinforce the appearance of dependency and passivity (Brodwin &Fredrick, 
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2010).  Michael Oliver (1990) made a correlation between the assumed passivity of the disabled 

and the assumed passivity of women and them being seen as especially vulnerable and frail.  As 

McCarthy (2014) pointed out, women with intellectual disabilities often find themselves in the 

middle of two powers, protection and empowerment, where it is critical to find the perfect 

balance of supports.  Women in Fitzgerald and Wither’s (2011) study agreed with that thought 

process and said that they have a perception of themselves as women being below and less 

valuable than their male counterparts.  They reported that they often felt powerless around men 

(even those with disabilities) even though at the same time they felt they worked harder than 

most of them.  Likewise, Franco, Cardoso, and Neto (2012) found that attitudes of college 

students towards the sexual expressions of women with intellectual disabilities were lower than 

those of men with intellectual disabilities pointing to a society that still hangs on to prejudices 

and discriminations based on gender and making it even more difficult for girls with intellectual 

disabilities to become “women.”  

Similarly, Bernert (2011) found that the women in her study often viewed themselves as 

having negative experiences in sexuality due to their intellectual disability.  Many of the women 

in the study expressed negative views about the lack of privacy and the somewhat extreme 

“protective” measures put into place to reduce their vulnerability to being sexuality abused. 

While protection is well intended, it can also be achieved in other ways that would be less likely 

to stifle the human rights of those we are trying to protect.  

Sex Education for Individuals with Disabilities 

Knowing that this history of sexuality and disability exists and that even today there are 

many myths and challenges to being a sexual person with an intellectual disability, especially 

being a sexual woman with an intellectual disability, one must consider what educational 
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resources are available to combat the overarching societal views and educate young people, and 

wonder why have those resources not been used in education up to this point.  To answer the 

question about why the known resources have not been used up to this point, we must consider 

how the sexuality of those with intellectual disabilities has been viewed in special education 

research over the past couple of decades.  

 In most special education research, sexuality has been studied from a deviance 

perspective.  For example, this research tends to focus on the sexual mistakes and/or unlawful 

sexual acts of those with intellectual disabilities such as public masturbation, sexual abuse, etc. 

(Fedoroff, Richards, Ranger, & Curry, 2016; Hockley & Langdon, 2015; Kelly & Simpson, 

2011; Murphy, Powell, Guzman, & Hays, 2007), thereby constructing individuals with 

intellectual disabilities as being more sexually deviant.  Additionally, one study found that 

individuals with intellectual disabilities may be four to six times more likely to commit incidents 

of sexual offenses than those without disabilities (Barron, Hassiotis, & Banes, 2002).  However, 

as found by Boucher (2014), many of these types of deviant situations could actually be 

counterfeit deviance.  Counterfeit deviance is a deviance that occurs due to influential factors 

outside of one’s control such as a lack of adequate support or education.  The case study 

presented by Boucher is that of a 57-year old man who has committed several unlawful sexual 

acts; however, once assessed by a team is found to have had no sex education in his life.  Once 

he was given more formal education, the man in the case expressed an understanding of consent 

and other appropriate sexual behaviors and was able to engage in lawful sexual expression. 

Furthermore, the absence of women in the above-mentioned research further perpetuates them as 

being victims and needing protection.  
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Though special education research has tended to focus on sex education and sexuality of 

those with intellectual disabilities as a safety issue, one must also consider this issue from a 

human rights perspective.  In 2008, the American Association on Intellectual and Developmental 

Disabilities (AAIDD) and The Arc adopted the following statement about sexuality for persons 

with disabilities: “People with intellectual disabilities and/or developmental disabilities, like all 

people, have inherent sexual rights. These rights and needs must be affirmed, defended, and 

respected” (https://aaidd.org/news-policy/policy/position-statements/sexuality, 2008) 

emphasizing the importance and rights to develop friendships, express themselves sexually, 

receive education, and have/raise children.  Moreover, the World Health Organization (2006) has 

defined a broad meaning of sexual health.  This definition stresses the importance of human 

rights and well-being for all people.  The right to sexual health is especially important when it 

comes to people with intellectual disabilities due to the many previously identified societal 

barriers.  While it seems as if we have come a long way in our instruction of sex education with 

students with intellectual disabilities, according to a study done by May and Kundert (1996), 

there was not much change in how teacher educators were being prepared to teach topics of a 

sexual nature within their classrooms of students with disabilities between 1980 when the 

original study was done by May and 1996 for this study.  Similar results were found in a study 

conducted by Bratlinger (1992) where pre-service teachers reported very limited knowledge or 

information in how to teach sensitive topics such as sex education within their classrooms.  

Similarly, findings from Chirawu, Hanass-Hancock, Aderemi, de Reus, and Henken (2014) 

suggested that teachers are more comfortable discussing surface level topics in sex education like 

assertiveness and protection and not more in depth topics such as masturbation.  They also 

indicated that these same teachers felt unprepared and lackd the appropriate materials and 
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resources for teaching comprehensive sex education with their students who have intellectual 

disabilities.  Furthermore, research suggested that 32% of teachers believe students with mild 

intellectual disabilities and 75% of teachers believe students with moderate to severe disabilities 

would not benefit from sex education in school (Barnard-Brak, Schmidt, Chesnut, Wei, & 

Richman, 2014; Boehning, 2006).  Comparably, Fader Wilkenfeld and Ballan (2011) and Wolfe 

(1997) found that educators had significant concerns about students with moderate to severe 

disabilities understanding all aspects of consent and to facilitate sexual activity.  In fact, one 

study revealed that approximately 50% of individuals with intellectual disabilities have never 

received any type of sex education outside the home (Isler, Beytut, Tas, & Conk, 2009). 

Additionally, of those who have received some type of more formal education, it was found that 

many were taught in reaction to a sexual event or encounter and not as a proactive measure to 

support them in appropriate encounters in the future (Schaafsma, Kok, Stoffelen, Van Doorn, & 

Curfs, 2014).  

While we know that there is some apprehension from educators, we also know that there 

is a growing need for specific instruction in sexuality and there seems to be a growing number of 

curricula in sex education being developed; however, there are still some wide gaps of type of 

information being taught and methods of instruction being used (Blanchett & Wolfe, 2002).  

Blanchett and Wolfe (2002) reviewed of twelve curricula that could be used with individuals 

with intellectual disabilities and found recurring themes of prevention and education.  

Themes of Prevention 

There are often specific themes within sexuality curricula for prevention.  For example, 

unfortunately, sex education with young adults with intellectual disabilities often comes as a 

reactive measure to an already displayed inappropriate sexual mistake such as public 
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masturbation (Tullis & Zangrillo, 2013) and an underlying theme of preventing inappropriate 

sexual behaviour.  Another prevention theme that runs throughout sex education curriculum for 

students with disabilities is the theme of preventing victimization (Fine, 1988).  O’Callaghan and 

Murphy (2007) found that individuals with intellectual disabilities had extremely limited 

knowledge of laws and regulations regarding sexuality and abuse.  They argued that there is a 

significant need for education in this area because students with intellectual disabilities need to 

be able to identify safe and unsafe sexual situations, including abusive situations.  Other 

prevention themes that are common in sex education are to decrease the spread of unwanted 

pregnancies, sexually transmitted infections, and any atypical sexual expression (Abramson, 

Parker & Weisberg, 1988; Developmental Disabilities, 2005).  While these themes of prevention 

are critical to the knowledge base that students with intellectual disabilities need to have 

successful and healthy relationships, they are often taught as more reactive in situations of 

inappropriate sexual expression and often omit factual information that is necessary for 

understanding.  

Themes of Education 

Alternatively, Blanchett and Wolfe (2002) also found the theme of education to be 

prevalent among other curriculums available that only seek to increase appropriate sexual and 

social behaviors.  For example, some of the educational curriculum available attempt to facilitate 

emotional and physical wellbeing like maintaining good sexual hygiene and giving informed 

consent (Collins, 2007).  

Additionally, curriculum is aimed to foster the ability to discern between appropriate and 

inappropriate behavior within the context of different relationships and to say “NO” and report 

abuse (Garwood & McCabe, 2000).  These types of educational themes, while they definitely 
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have their benefits, also have been shown to limit quality outcomes for people with disabilities. 

This is mostly due to the positioning of them as passive learners who are merely listing with little 

or no chance to practice skills (Frawly & Bigby, 2014).  

Howard-Barr, Rienzo, Pigg, and James (2005) surveyed 206 special educators about 

teaching sex education and topics that they include in that instruction.  According to their 

research, only 44% of their participants taught any sexuality topics at all and fewer than 1 of 10 

participants taught topics that specifically related to sexual behavior such as masturbation and 

abstinence.  While these themes of education and prevention are notably important, there are also 

some significant concepts left out of curricula that choose only to focus on one or the other of 

these, and therein lies the missing themes of sex education. 

Missing Themes 

One of the most obvious missing themes is that of open dialog and explicit instruction 

with opportunities to practice.  Students with autism often struggle with many of the “normative” 

social behaviors and have to be taught explicitly how to engage in appropriate friendships and 

other relationships.  For example, they may have to be taught how to overcome their 

communication barriers and sensory interests in order to make and keep friends and then be 

given specific opportunities to practice those skills in authentic settings (Dewinter, Vermeiren, 

Vanwesenbeck, Lobbestael & Niewenhuizen, 2015; Tullis & Zangrillo, 2013).  In a similar vein, 

Frawley and Bigby (2014) found that using peer educators who had intellectual disabilities to 

teach sex education was widely successful.  They argued that the peer educators have “been in 

their shoes” and therefore can speak from a personal perspective as well as be an advocate for 

others with intellectual disabilities.  This type of peer interaction and instruction goes hand in 

hand with open and dialogic instruction of these skills.  This type of instruction allows for 
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questions and discussions of topics that may lie outside the scope of the other themes of 

education or prevention.  In addition to starting at the beginning and open dialog between both 

peers and trusted adults, research has also suggested that methods such as modeling, role-play, 

and rehearsal of skills can be very effective in teaching the topic of sex education with 

individuals with intellectual disabilities (Schaafsma, Kok, Stoffelen, & Curfs, 2015).  McCarthy 

(2014) added that the importance of open dialog between peers with intellectual disabilities, 

especially in cases of young women.  She argued that this open dialog allows them to discuss 

situations in which they will need to make decisions about their sexuality and bounce ideas off 

each other in a safe space.  Another suggestion offered by Tarnai and Wolfe (2008) to address 

this concept of more open dialog and explicit instruction is creating social stories about specific 

situations with students receiving sex education.  The dialog during the activity, as well as the 

story they can take home and keep, will both help the students to have a more well-rounded view 

of the topic and situation being discussed.  

As indicated in the themes described previously, one can see that the sex education 

information that is provided in schools focuses on two main areas: prevention of inappropriate 

behaviors and education about factual information and skills to stay safe.  Yet, that leaves out a 

huge part of sexuality and relationships.  Some could argue that the human side of sexuality and 

relationships like intimacy, desire, and heartbreak, are equally as important in fully being able to 

participate in meaningful relationships (East & Orchard, 2014).  Fine (1988) defined this as the 

discourse of desire.  Meaning that sex and sex education encompass far more than just the act of 

sexual intercourse itself.  Likewise, McCarthy (2014) argued that sex education for young 

women with intellectual disabilities must emphasize the pleasurable aspects of sexuality.  For 

young women without disabilities the discourse of desire has been established as an important 
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aspect of female adolescence and growing into adulthood.  Fine (1988) explained that this 

discourse happens in schools, not in the formal settings of the classroom, but in the informal 

settings of the cafeteria, the hallways, the after school cheerleading practice, and so forth (Fine, 

1988).  Furthermore, this discourse of desire is vital to young women with intellectual disabilities 

as well.  In fact, Tepper (2000) has maintained that to remove this discourse from the education 

of young women with intellectual disabilities is to perpetuate their poor sexual self-concept and 

“victimization status” (p. 288).  Furthermore, Swango-Wilson (2011) found that the women with 

intellectual disabilities in her study had some suggestions about topics that should be specifically 

addressed in a sex education course.  They suggested, for example, that instruction should 

include information on building friendships, maintaining long-term relationships, and how to 

have safe intimacy.  The women in this study were not participants in a sex education course in 

school, but felt that it would have been very beneficial for them if they had been given that 

opportunity.  Additionally, they noted the importance of having families and caregivers involved 

in the sex education course, so they could support them outside the course as well.  

While having parents and caregivers involved is of great importance, it is also vital for 

them to be educated as well.  For example, many of the protective attitudes that parents, 

caregivers, and teachers have in trying to keep individuals with intellectual disabilities safe from 

the heartache that goes along with significant relationships is a noble quest.  However, it is 

frequently these moments of heartbreak and pain that we learn the most from and to “protect” 

individuals with disabilities from these experiences is to limit them in the knowledge of real life 

and real relationships that they could have (Deeley, 2002).  Carson and Docherty agreed that it is 

within the moments of hurt and trauma that individuals, even individuals with disabilities, grow 

and mature the most.  These milestones are the ones that mark our path of becoming an adult; 
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therefore, to “protect” individuals from these experiences is to further keep them behind and 

suppress their growth (Carson & Docherty, 2002). 

In this section devoted to exploring what sex education looks like for students with 

intellectual disabilities we have found that there are some specific themes that run throughout 

curricula that are available such as the theme of prevention and the theme of education.  While 

both are important and would be best taught in unison, there are also some other themes 

suggested here as missing from sex education curricula such as open discussions and explicit 

opportunity to practice as well as the human side of sexuality and heartbreak.  But how does this 

relate to improvement of quality of life for the young people who are able to participate in such 

sex education courses.  A study by McCabe, Cummins, and Deeks (2000) aimed to find the 

connections of sexuality, disability, and quality of life.  These researchers found that people with 

disabilities experiences low levels of knowledge and often times negative feelings about sex and 

sexuality, while also expressing a high desire to know more on the topic.  They also discussed 

the limited number of opportunities for individuals with disabilities to participate in education 

regarding sex and sexuality.  As such, Wolfe and Blanchett (2003) reviewed several sex 

education curricula specifically for students with disabilities; they noted that the most important 

thing for teachers to do is to evaluate the curriculum they are looking at in a systematic way and 

make sure the topics and instructional methods match the needs of the specific students they are 

teaching.  Because there are so many different methods and topics that could be taught in a 

comprehensive sex education course and because students’ needs are so vastly different, this is 

not a “one size fits all” subject and student voice is critical.  

The cultural constraints placed upon females with intellectual disabilities are further 

complicated by their social construction as women with disabilities.  Therefore, this study adds 
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to a much-needed body of research that focuses on this critical area of sexuality and disability, 

especially as it relates to young adult women with intellectual disabilities.  This population is one 

that is clearly in most need for appropriate education and at the same time a population that is the 

most likely to be foreclosed in discussions pertaining to this topic due to their ascription of 

intellectual incompetency and perpetual juvenilized status.   The importance of sexuality as a 

human right rather than a morality choice is obscured by the prevailing perception that young 

women with intellectual disabilities are primarily potential victims of male sexuality and thus are 

not seen as agents of their own sexuality.  This study raises critical philosophical and ethical 

questions pertaining to what is considered valuable education for severally disabled learners and 

who has the power to decide when and how to provide it.  Additionally, it raises epistemological 

and pedagogical questions pertaining to what constitutes appropriate education for severally 

disabled learners and how teachers go about providing it. 

This chapter has provided the review of the theoretical underpinnings and the literature 

review of sexuality and sex education with young women with intellectual disabilities to help set 

the stage for the narrative study presented in this dissertation.  The next chapter will provide a 

description of the methodologies used in this study as well as a discussion of the researcher’s 

role and ethical considerations.  
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CHAPTER III: 

METHODOLOGY 

Research Design 

To arrive at an in-depth understanding of the impact of sex education on six young 

women with intellectual disabilities, this study employed an exploratory single case study design 

with embedded units of analyses (Yin, 2012).  Because sex education has not previously been 

studied from the perspective of young women with intellectual disabilities, an exploratory single 

case study design was favored over other qualitative methodologies because a case study 

approach allowed for the exploration of the impact of a sex education curriculum on a unique 

group of participants.  The case study was comprised of six young women with intellectual 

disabilities who had participated in a sex education course that was part of their education in a 

transition program located on a university campus over a period ranging from one to three years. 

Within this study, the six individual participants constituted the embedded units of analyses 

where their individual stories were analyzed within the larger story of the group that made up the 

single case.  As a group, they (a) participated in a course on sex education that is aimed at the 

population of young adults with intellectual disabilities; (b) had previously not had any formal or 

informal opportunities (even though they were of the age of the majority) to explore their 

gendered identities and its implication for relationships; and (c) were enrolled in a campus-based 

model transition program that aimed at fostering their sense of independence, growth in 

autonomy, and self-advocacy as they pursued desired post-school outcomes. 
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Consequently, the social model of disability, Goffman’s stigma theory, and feminist 

theory tie directly to empowerment and voice were used both as lenses through which to view 

their stories and as analytic tools in the exploration of the participants’ constructions of the 

impact that sex education had on them. These theoretical frames were ideal for valuing the 

voices of the participants in this study whose intellectual disabilities along with their gender 

foreclosed them from meaningfully producing and/or adding to the knowledge about sexuality 

and disability.  Indeed, very few studies were found that drew from the voices of young people 

with intellectual disabilities themselves (Lesseliers & Van Hove, 2002; Löfgren-Mårtenson, 

2012; Siebelink, de Jong, Taal, & Roelvink, 2006).  Not surprisingly, the majority of the studies 

identified on sexuality, sex education and disability relied upon the secondary sources such as 

the views and opinions of parents, caregivers, teachers, and other community helpers such as 

doctors (Brown & Pirtle, 2008; Fader Wilkenfeld & Ballan, 2011; Franco, Cardoso, & Neto, 

2012; Howard-Barr, Rienzo, Pigg, & James, 2005; Isler, Beytut, Tas, & Conk, 2009; McConkey 

& Ryan, 2001; Parchomiuk, 2012; Swango-Wilson, 2008; Wolfe, 1997).  

 This study used an interactive model in the research design as defined by Maxwell 

(2013).  In this study, the research questions were the center with the goals, framework, methods, 

and validity surrounding it (see Figure 2).  Each component of the model was consistently 

evaluated and adjusted as necessary to provide the best design and method for revealing the 

voices of the young women in the study (Maxwell, 2013).  This model served the single case 

design well in that each embedded unit was analyzed and then fit within the larger single case.  
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Figure 2.  Maxwell’s interactive model of research design (2013) 

This deep and intensive process of data collection, analysis, and consistent review of the 

design created a more complete view of the intersections we set out to uncover, namely, 

sexuality, disability, and girlhood. 

Researcher Role 

I represent what Soyini Madison (2012) has referred to as having the positionality of 

voices, where my participants themselves brought meaning and value to the topic of sexuality 

and sex education (Madison, 2012).  Throughout this study, I was forced to recognize my own 

my role as the instructor for the class complicated by researcher in ways that required conscious 

hat-switching and a cognizance of not excerpting any domination over the participants who also 

happened to be my students.  To get to my current position of power as a privileged white female 
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doctoral student teaching about sexuality and disability as it relates to young women with 

intellectual disabilities and their experiences in a sex education course, I must revisit my past and 

my own lived experiences that have brought me to this point.  

During my high school years in a small town public school in Alabama, I had little to no 

contact with students with exceptionalities.  I was completely unaware of their educational 

experience and what it was comprised of.  During that time, I, like many high school teenagers, 

engaged in “boyfriend/girlfriend” discussions with my friends in the hallways and down times. 

Being from the Bible Belt, these conversations mostly consisted of heterosexual relationship 

discussions with very little mention of non-heterosexual relationships. From my Christian 

religious background, I was taught that there was right and wrong, and that I should stand for 

what is right and be intolerant of what is wrong.  This encompassed many spheres of life 

including rejection of alcohol, drugs, homosexuality, and abstinence from sex before marriage. 

While in college, I learned many valuable lessons about life and disability.  It was during 

my undergraduate program that I began to become aware of individuals with intellectual 

disabilities and decided to pursue my career in special education.  It was also while I was in 

college that my eyes were open to many different types of relationships that I previously had no 

acknowledge.  I slowly began to form my own opinions about choices.  I began to realize that 

other’s choices were not mine to judge, and that if those choices did not adversely affect me or 

others , then I should not impose my beliefs or judgments upon them. 

Following my bachelor’s degree, I began to teach transition age students with moderate 

to severe disabilities.  During my first five years of teaching, I witnessed numerous accounts of 

young men and women with intellectual disabilities struggling with appropriate social and sexual 

behaviors in public spaces due to a lack of information about issues related to sexuality.  For 
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example, I recall an instance where a young man with whom the police was called because he 

was masturbating in a public bathroom. These kinds of experiences caused me to start to think 

about the need for sex education for this population not only to give them the knowledge to be 

safe, but also to create open communication about this taboo topic and give them opportunities to 

ask questions. 

During class, I could see that students were interested in the topic and seemed to be 

learning more not only about sex and sexuality, but also the social norms and expectations about 

their sexuality as young women and men.  They were beginning to be able to recognize unsafe 

situations in scenarios and were able to recall steps to different processes like managing feelings.  

However, I was unsure about whether they had learned the material to a degree in which they 

could generalize it into real life and/or across different settings and circumstances.  My eyes also 

began to open more to what sex education was missing: the “human side” of the topic.  We were 

teaching the facts, but leaving out the opportunity for “teen talk.”  Leaving this part out meant 

that, while students were learning more in sex education, they were missing a critical part, where 

they could talk about people they like, their first kisses, breakups, getting married, etc., much 

like any other youth of their age and gender. 

These different experiences in observing students with intellectual disabilities forge 

through sexuality and relationships and teaching them to navigate the experience in some ways 

has made me realize what the literature on this topic is missing. I have seen the social and 

emotional hurt that happens due to a lack of information and/or strategies to recognize unsafe or 

inappropriate situations and the life changing impact that happens due to a lack of information 

and/or strategies related to sex and sexuality.  I have also seen the joy and fulfillment students 

experience when they are able to have companionship, and I want to see that more.  I want to 
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change all of these things for my students and for students with intellectual disabilities 

everywhere by expanding the research on this topic and allowing students with significant 

disabilities share their voice and their stories in the process. 

I believe my familiarity and passion about this topic and population has helped my study 

by providing a rare insight into a topic that is omitted when it comes to persons with intellectual 

disabilities.  It has also provided my participants with an instant comfort level that takes many 

years to achieve otherwise.  This has aided in their ability to share their thoughts and feelings 

with me on such a sensitive topic.  Connelly and Clandinin (2000) noted a similar finding that a 

sense of familiarity and equality with and between participants is critical in qualitative research.  

I also believe that my familiarity with students with intellectual disabilities has helped me to 

better understand their communication both verbally and non-verbally, picking up on 

communication cues that others may not notice.  However, there are also some disadvantages to 

being so familiar.  Some may think that my previous relationships with this population has 

caused skewed insights into my data and an automatic power difference that cannot be 

overcome.  Additionally, some of the data from students with more limited communication skills 

could be seen as misread without knowing them in the capacity that I know them.  I understand 

both of these perspectives, but tend to believe that they are strengths of my study rather than 

weaknesses because I am able to resist the power and appreciate the privilege of retelling the 

stories that have been shared throughout the research process.  

There is much talk in today’s society about equity and equality.  However, individuals 

with disabilities are often left out of those types of conversations.  While I recognize that 

sexuality is a very private issue, I also recognize that without discussing it, societal views about 

persons with disabilities will never change, so I have conscientiously listened, made notes, and 
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discussed these issues throughout this study.  Through the research of young women with 

intellectual disabilities and their perception of sexuality and sex education, I hope to bring 

awareness of this, not only as a safety issue for those who are often times considered helpless 

victims, but also help them recognize the power they have to tell their stories in their own words 

to impact their quality of life.  This shift in vantage point will hopefully change the way society 

views women with intellectual disabilities and see them not as asexual beings, but as women 

with the right to shape their own hopes and dreams and the right to learn more in more formal 

and comprehensive ways about this topic and about issues that impact their lives.  

Research Question 

The question that guides this research is how do young women ages 19-21 with 

intellectual disabilities discuss their experiences in a sex education program and its 

impact/influence on their decisions about relationships? 

Setting 

This study was conducted in a transition program located on a campus of a four-year 

Institution of Higher Education (IHE) in the southeastern part of the United States.  The 

transition program is a collaborative program with a partnership between the IHE and two local 

school systems.  Students attending this transition program are between the ages of 18 and 21 

years and receive hands on instruction in employment, postsecondary academics, independent 

living skills, and social skills.  This is a dual enrollment transition program, meaning that 

students enrolled are still on their local high school roll as well, and absences and other IDEA-

related services are done through the local school systems.  The transition program operates from 

Monday through Friday following a typical school day (7:45AM- 3:30PM), but is completely 

housed on the IHE campus.  
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Participants for this study were enrolled within a sex education course already taught 

within the program on a weekly basis.  All students in the course received the instruction as 

outlined in each of their Individualized Education Plans (IEPs).  The sex education course was 

divided by gender and was taught in two separate classrooms within the College of Education 

building at the IHE for one and a half hours per week.  The classroom that the female students 

utilized was a classroom space on the bottom floor of the building where privacy was more 

readily ensured.  The tables were arranged in a large square shape with everyone sitting on all 

four sides.  This allowed for more conversation and dialog throughout the course.  The sex 

education course used a curriculum called Positive Choices, which was developed specifically 

for individuals with intellectual disabilities (Duguay, 2009).  The course was set up in specific 

ways so that students were more familiar with the schedule and therefore more comfortable with 

the instruction.  For example, the class always began with a review of instruction and homework 

from the previous week, followed by an introduction of the new material.  After the new material 

was introduced, there was open dialog about the concepts learned and possibly an in-class 

activity.  After the conversation and activity, the homework for the week was assigned and 

explained, and, if there was time, students begin to work on it collaboratively with their 

classmates. 

Interviews and focus groups from which the data for this study were conducted in a 

private conference room on campus of the IHE.  The conference room was a familiar room for 

the participants of the study as it was one that was frequently utilized for other 

interviews/meetings that the transition program conducted.  It is a small conference room with no 

windows.  There is one long wooden conference table in the middle of the room with several 

oversized chairs surrounding it.  During the individual interviews, the researcher and participant 
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sat adjacent to each other at the table with the researchers iPad and computer on the table in front 

of her.  During the focus group, the participants in the study surrounded the table, similar to the 

classroom set up.  

Participants 

During the study duration, the program serves twenty-three students: fifteen male and 

eight female. Participants for this study were only recruited from the eight female students were 

all between the ages of 19-21 years old.  Due to the possible coercion of the instructor/lead 

researcher recruiting the participants for the study, another faculty member in the college read 

the recruitment script and sent home consent forms.  Even though all the potential participants 

were of the age of majority at the time of recruitment, the researcher felt that parental consent 

was still important due to them being representatives of a vulnerable population and the 

sensitivity of the topic.  When parental consent was obtained, the recruiter would then ask the 

potential participant for verbal assent.  Once both parental consent and student assent were 

acquired the researcher stepped back in to collect the data.  

Of the eight female students enrolled, six began the study, and one only participated in 

the first interview due to relocating to another city after graduation.  All students in the transition 

program received sex education as part of their transition instruction; however, participation in 

the research study was voluntary as delineated in the IRB and did not affect their participation in 

the course itself.  

Although participation in this study was entirely voluntary, the researcher has taught this 

group of students for the last one to three years (depending on their year in the program) and had 

a well-established rapport with them.  Additionally, the participants in this study were familiar 

with each other and therefore were more comfortable in sharing their own personal thoughts and 
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feelings regarding such a sensitive topic during individual interviews and focus group interviews.  

The students enrolled in this course were from varied demographic backgrounds including race, 

socioeconomic status, and disability; therefore, participants in the study were varied as well.  

Table 1 

Participants 

Pseudonym Gender Race Age Years in Sex Education Course 

Tyler Female African American 19 1 

Isabella Female Caucasian 19 1 

Elaine Female Bi-Racial 20 2 

Beatrice Female African American 21 3 

Abby Female Caucasian 21 3 

Susan Female African American 21 2 

 
Data Collection 

Data were collected using qualitative research methods comprising in-depth, open-ended 

individual interviews (Taylor & Bogdan, 1984), focus group interviews (Stewart & Shamdasani, 

1990), and documents. The use of all of these methods of data collection during course 

instruction will provide triangulation within the data to support the findings (Maxwell, 2013; 

Miles & Huberman, 1994). 

Each participant was invited to participate in two individual interviews that were 45-60 

minutes in length.  They also participated in one 60 to 90 minute focus group interview in a 

group of five participants with a second focus group interview to review findings toward the end 

of the study for member checking purposes. Semi-structured individual and focus group 

interviews were conducted with the participants to gain more in-depth understandings of their 
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experiences and reflections about the sex education course they were enrolled in.  These 

interviews included the use of an interview guide up front with the flexibility to probe for 

additional information (Roulston, 2010).  Additionally, a phenomenological approach with 

romantic conception was used for the interview process, allowing the researcher and participants 

to co-construct information during the interviews and focus groups.  Using a romantic 

conception of interviewing is one where the interviewer and interviewee are able to create trust 

and authentic connections with one another in order to produce more in-depth and intimate data 

within the interview (Roulston, 2010).  This can be challenging for many researchers, especially 

those researching individuals with intellectual disabilities, due to the communication barrier.  

However, as stated in the researcher role section, this was strength of this study due to the 

already established rapport with the participants.  Moreover, this method of interviewing allowed 

the researcher and participants to build “thick descriptions” and “local knowledge” (Geertz, 

1973, 1983) to further substantiate the final findings. 

Furthermore, researcher memos (Charmaz, 2014) were also collected throughout the 

study to further support the findings.  This mode of interviewing and data collection is especially 

useful in research with those who are recognized as being within a marginalized group.  This is 

due to the open-ended approach that focuses on the experiences of each individual as uniquely 

different without being overly concerned with making generalizations about the absolute 

population.  

Data Analysis 

For this particular study, a document analysis was conducted including aggregated 

performance documents drawing upon written tests and homework of study participants. 
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Likewise, memos were utilized through the study to analyze the design and emerging themes 

throughout (Emerson et al., 2011; Maxwell, 2013).   

The social model of disability, Goffman’s stigma theory, and gender socialization 

theories were utilized as analytic lenses when combing the data for emerging themes. 

Additionally, in accord with these theories, a concept introduced by Halpern (1993) focusing on 

Quality of Life (QOL) was at the heart of the data analysis process.  Halpern’s research 

examined whether relationships exist between objective transition outcomes and the more 

subjective, QOL domains.  His conception of QOL offers a theoretical premise upon to which to 

launch an exploration of ways in which youth with severe disabilities define, in their own voice, 

what they hold at the core in their construction and visualization of self as a gendered adult, 

playing adult roles.  Using these analytic tools, the data were then thematically coded and 

categorized (Strauss, 1987).  

The process of data analysis for this data set was a somewhat complicated process due to 

the very nature of case study, and furthermore the more complex nature of this population.  As 

Yin (2013) explained, the process of thematic analysis within case study can look a little 

different than most other forms of coding.  Additionally, as Saldaña (2016) has pointed out, it is 

ideal for a qualitative researcher to also keep the options of different coding techniques open and 

allow the data to drive their choices within each cycle of coding.  As such, parts of the coding for 

this particular study were more closely related to grounded theory in some ways, as I was 

helping to co-construct the stories with the participants throughout the interview processes.  

First, I used initial coding as defined by Charmaz (2014) holding the preliminary findings closely 

to the data itself.  Using line-by-line coding for the initial coding allowed me to break up the 

parts of my data into separate events/statements/thoughts and analyze them independently.  This 
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was critical in this study due to the unique communication needs of my participants.  Oftentimes, 

one word answers were in response to lengthy questions and as such had to be coded for a more 

complete description of what they were trying to say.  To complete this process, I created an 

excel spreadsheet with the line-by-line interview transcriptions in one column, a blank column 

for initial codes, a blank column for focused codes, and then a blank column for the final themes. 

For the initial coding, I went through each line of the transcription and coded it based on exactly 

what the participant was expressing in that line and filled it in the column set aside for initial 

coding.  There were several in vivo codes, actual quotes from the participant’s interview that 

described an idea completely on its own, found during the initial coding process as well.  Some 

of these in vivo codes were carried forward as pattern codes found throughout other data as well. 

During the initial coding stage, I continued to write researcher memo’s connecting the codes to 

my previous knowledge and experience with these particular students and this particular topic. 

Additionally, during the line-by-line initial coding stage, I was able to identify areas where I had 

gaps in my data and therefore asked additional questions during the follow-up interviews.  

Following initial coding, I used pattern coding in the second cycle to sharpen the codes 

into more concentrated ones (Saldaña, 2016).  As defined by Miles, Huberman, and Saldaña 

(2014), pattern codes are those that begin to pull together all the information and identify 

emerging themes.  With this in mind, I went back through each initial code to develop more 

attentive codes, combining some initial codes into one more concentrated code and allowing 

some initial codes and in vivo codes to stand alone.  I did this within the same excel spreadsheet, 

completing the column for pattern coding.  This process of pattern coding allowed me to look at 

all the initial codes and fine tune the developing analysis before categorizing them and arranging 

them into themes (Strauss, 1987).  This process also allowed for some flexibility, where I could 
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disregard some pattern codes and develop new ones based upon the emerging data.  The 

reflection of this flexibility to change can be seen throughout the researcher memos noted during 

the pattern coding process.  

After completing both the initial coding and pattern coding, I was able to categorize and 

theme the data as a whole (Strauss, 1987).  There are many strategies that could be used to 

complete this process, but I will explain the method I chose to use.  First, I printed the excel 

spreadsheets for each participant’s individual interviews and codes on colored paper.  The 

different colors allowed me to go back later and figure out which interview the thought came 

from to use direct quotes in my findings.  I printed the focus group interviews on a separate color 

paper for referencing later as well.  Next, I cut out all the focused codes individually and put 

them on the table (see Appendix D).  Once all the codes were on the table I was able to 

manipulate them to generate recurring themes.  This process allowed me to generate the final 

themes for my findings and include the pattern codes, initial codes, and exact words of my data 

to describe them in the findings chapter.  These taped together themes of codes were hung 

around the room for a simpler view of the whole picture.  Subsequently, some of the themes that 

emerged were grouped together as overarching themes of the study.  

During the entire data analysis process, I used the constant comparison technique as 

defined by Glaser and Strauss (1967) to compare participants’ interviews, focus group, 

researcher memos, documents, and their own personal focus group answers and individual 

interviews.  This method allowed me to find similarities and differences across the codes and 

data itself as the themes emerged. 

Additionally, using data triangulation methods as defined by Miles and Huberman (1994) 

with the constant comparison method of analysis (Charmaz, 2014), I constantly and consistently 
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compared the data from all the sources of data collection to uncover and verify the developing 

themes.  Ultimately, the data along with participants’ personal accounts were used to understand 

how the women grasp and construct their own meaning of sexuality and participation in a sex 

education course, as well as, their own understandings of selves as sexual beings.  

Verification 

This study has employed several methods to ensure the validity of the findings as well as 

a true and whole representation of the young women involved in the study (Creswell, 2007). 

First, the data from interviews, focus groups, document analysis, and memos were triangulated to 

ensure that the emerging themes are consistent across all methods (Miles & Huberman, 1994). 

This was vital to this study due to the communication barriers of some of the participants. 

Additionally, for this study, I conducted some member checking prior to writing the final 

findings.  This was critical in making sure that I represented my participants accurately.  Once I 

conducted, transcribed, and analyzed all the data, I wrote a rough draft of the findings that 

emerged.  I conducted one final focus group with all the participants and discussed the findings 

with them.  This allowed them the opportunity to reflect on my accounts of their narratives and 

provide me with any changes, additions, or deletions (Lincoln & Guba, 1985).  I also utilized 

“peer debriefing sessions” as defined by Lincoln and Guba (1985).  The co-teacher of the sex 

education course is a faculty member at the university with extensive research experience and 

interest in this topic.  We met weekly to plan for instruction and discuss/prepare for possible 

topics that could be brought up in class.  Specifically, for this research, she and I met additionally 

bi-monthly to go over the data and emerging themes.  She then critically examined all the data 

and collection methods to make sure it was being collected and reported in honest and ethical 
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ways.  We both took notes of each session to include in the final dissertation report.  This also 

served as a way to measure interrater reliability.  

Ethical Considerations 

While there were no discernible risks involved with the participation in this study, there 

were a number of general safeguards that were put into place for the participants. This included 

an informed consent form from the parent, a verbal assent statement from the student, an audio 

recorder for accuracy in transcriptions, and a detailed explanation of the study and its parts to 

ensure student understanding.  Additionally, the identity of the research participants were 

anonymized and de-identified for confidentiality purposes.  

There was a potential for students to reveal information during course instruction, focus 

groups, or individual interviews that I would have been required to report as a mandatory 

reporter.  As such, there was already a safe guard for this potential within the curriculum itself, 

called “the hurt rule” (Duguay, 2009, p. 5), which states that the instructor must break 

confidentiality and report any information that is shared about hurting oneself or others or about 

someone being hurt by another person.  This is a concept that was taught in the beginning of the 

course and revisited throughout to ensure that students were aware of it and understood it.  

There was also a possibility for seeing me as holding a position of power.  I had to 

remain distinctly aware of the power I held and continuously checked myself through researcher 

memos in this regard (Charmaz, 2014).  Additionally, I used member checking as discussed in 

the verification section to ensure that the words I choose to use in my findings reflected the 

message that the young women wanted shared (Lincoln & Guba, 1985).  

There may also be a perception that the participants were merely a convenience sample of 

participants; however, they were specifically chosen due to their participation in a sex education 
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course, which is a critical component to the study.  Young women were specifically chosen due 

to the silence that surrounds them even more so than their male counterparts. 

Summary 

In summary, this single case study utilized individual and focus group interviews along 

with document analysis, and researcher memos to reveal emerging themes about what these 

young women experience in a sex education course.  The analysis of this data were examined 

using the social model of disability, stigma theory, feminist theory, and Halpern’s Quality of Life 

theory as analytic tools to explore the construction of the young women’s experiences.  While 

there were some ethical considerations to keep in mind, there were also several verification 

strategies in place to ensure the quality of interpretation of their stories.  

This chapter has provided a description of the methodology used in this study to explore 

the ways in which young women with intellectual disabilities think and talk about sexuality and 

sex education and how they feel that discussions related to these topics affect their long-term 

goals and outcomes.  The next chapter will provide a description of the findings.  
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CHAPTER IV: 

FINDINGS 

Introduction 

This chapter will provide an overview of the findings of this study that answer the 

following research question: how do young women ages 19-21 with intellectual disabilities 

discuss their experiences in a sex education program and its impact/influence on their decisions 

about relationships? 

While it is well documented that young people with disabilities face the same hormonal 

challenges as their non-disabled peers, we also know that they are far less likely to experience 

the “ignored curriculum” of spend the night parties and other incidental learning opportunities 

(Gougeon, 2009).  As such, the purpose of this study was to give an opportunity for the voices of 

young women who participated in a sex education course as part of their transition experience to 

be heard in telling their stories about what the experience meant to them and how it has 

influenced their lives.  This study aimed to find out what personal accounts young women with 

intellectual disabilities share about their experiences in sex education and the influence it has had 

on their decisions about relationships. An exploratory single case study design was used to 

answer this question.   

Overview of Participants 

 There were eight young women recruited for this study with a final six who gave their 

assent following their parent’s consent.  They came from varying backgrounds with varying 

disabilities and ages, but all had intellectual disabilities and were between the ages of 19 and 21.  
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The young women had all participated in a sex education course as part of their transition 

experience at an IHE in the southern United States.  The sex education course they participated 

in was a 32-week course that spanned throughout an academic year.  For some of the 

participants, it was their first year in the course, while others had participated for two or three 

years (see Figure 2).  

 All participants in this study were given an opportunity to choose their own pseudonym 

in order to maintain their confidentiality.  Therefore, all names used within this dissertation are 

made up and do not contain any identifiable significance.  Additionally, some of the information 

given in this section were obtained through document analysis of the participant’s school records 

such as IQ scores. In what follows, I introduce each of the six participants beginning with Elaine.  

Elaine participated in the Positive Choices sex education course for two years during her 

time in the transition program.  She has autism and an intellectual disability with an IQ score of 

65.  Elaine is bi-racial and comes from a single mother home, and at the time of the study was 20 

years old.  Due to Elaine’s autism, she acts socially inappropriate at times and often exhibit 

significant behavioral “meltdowns” in certain situations.  During her time in the transition 

program, the behavioral issues improved drastically.  She had begun to manage her feelings and 

react in more appropriate ways when faced with situations where she was uncomfortable or did 

not like.  Elaine was very articulate and easy to talk to when she was in a good mood and was 

often the jokester during class.  Elaine was able to participate in both individual interviews and 

the focus group interview.  She talked a lot about “being uncomfortable at first” but got much 

more comfortable with the content and course as time went by.  

 Beatrice participated in Positive Choices for three years.  She was a leader in the class 

during her third year, but was not a good advocate for herself in the beginning.  Beatrice was 21 
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years old at the time of the interview and had just graduated from the transition program.  She 

was working in an office in the IHE and excited to participate in the interviews and focus group 

to share her story, as her dream is to become an advocate for herself and others through public 

speaking.  Beatrice is African American and comes from a home in which her grandmother was 

the sole-provider until she was able to get a job after graduation.  She has a younger sister who 

also lives in her home whom she tries to have conversations with about relationships.  However, 

she reports that her sister was not interested in talking about boys with her and would roll her 

eyes when she tried to bring it up in conversation.  Beatrice has cerebral palsy and uses a 

wheelchair.  She also has an intellectual disability with an IQ score of 70.  She was able to 

participate in both individual interviews and the focus interview of this study.  Beatrice loved 

being in the class, describing her experience in this way: 

I am more confident in myself because now I have a better understanding of what women 
my age go through, and it’s ok to feel those things, even with a disability, it’s ok to feel 
those things and it’s just normal part of life so now I’m more confident in who I am. 
 
Tyler was able to take the Positive Choices sex education course for one year previous to 

the study.  She has one more year in the transition program and will participate in the Positive 

Choices course during the final year as well.  Tyler was 19 years old at the time of the interview.  

She has an intellectual disability with an IQ score of 67.  Tyler is African American and lived in 

a home with a single mother and only one income.  She has a younger sister who also lives at 

home with her that she talks about often.  Tyler loved the Positive Choices course and expressed 

her excitement and anticipation often, saying things like “I love it.”  There were many other 

times during her time in the program that Tyler struggled with relating to the two male teachers 

in the program, but truly enjoyed being in a group of all women and talking about “girly” things. 

Tyler had a boyfriend at the time of the study, but would consistently state that “sometimes I 
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want a boyfriend, but then I don’t.”  Although she was less talkative during her interviews, she 

offered a lot to conversations within the group about this experience and the things that made her 

feel this way.  She was able to participate in both individual interviews and the focus group 

interview.  

 Isabella was 19-years-old at the time this study took place.  She is Caucasian and lives at 

home with her grandmother and grandfather.  Isabella also has a sister with a daughter who lived 

close by, so she would frequently babysit her niece while her sister was gone to work.  She draws 

much of her narrative on children from those experiences.  Isabella has an intellectual disability 

with an IQ score of 68.  She is a hard worker and has become very talkative during her time in 

the transition program.  She is excited about her future and really enjoyed talking about her 

goals.  Isabella has participated in the Positive Choices class only once, but has two more years 

to participate before graduating from the program.  She describes the course as being “a good 

thing ‘cause I wouldn’t want to make the wrong choices.”  She was one of the only young 

women in the study to emphatically exclaim that she did not want to get married or have children 

in the future, but instead would like to move to Paris and be a chef.  She was able to participate 

in both individual interviews and the focus group interview for this study.  

 Susan is a 21-year-old African American who lived with her single dad and uncle at the 

time of this study.  She was able to participate in the Positive Choices course for two years 

during her time in the program.  Susan has an intellectual disability with an IQ score of 54.  She 

is a very talkative; however, her conversation topics were sometimes off subject.  She was 

always excited to have dialogs in class though.  Susan was only able to participate in one 

individual interview because she moved to another city after her graduation from the program; 

however, her insights and narrative offered a unique perspective and therefore were still included 
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in the coding and analysis processes.  Susan was the only individual in the study who presented 

herself as bisexual.  She dated a young man in the class and when they broke up, she began 

dating a female that she knew in the community.  She often described the class as a place for her 

to talk and ask questions.  For example, in her interview, she described the course as important 

“so we can learn how to know what to do and just be careful with what we are doing with our 

bodies.” 

 Abby was 21-years-old at the time of this study and was able to take the Positive Choices 

course for three years while enrolled in the transition program.  She is Caucasian and lives at 

home with her mom, dad, and younger sibling.  Abby has an intellectual disability with an IQ 

score of 69.  She was very timid in her first year of the program but grew into a mature and 

articulate young woman by the end of her third year.  Abby graduated just before this study took 

place and worked in a childcare facility in town for her permanent employment.  Abby was able 

to participate in both individual interviews and the focus group interview for this study.  Even 

being mild mannered and quiet, Abby really enjoyed the discussions we were able to have during 

class.  She was one of the only participants in the study to talk about having a boyfriend and 

quickly let me know that she “would like to have a mature relationship [emphasis on mature]” 

and felt like the course offered her a way to learn more about that. 

Findings 

The findings presented here emerged and were triangulated from the multiple cycles of 

coding and theming of data from the individual interviews, focus groups interview, researcher 

memos, and document analysis.  The quotes used in this dissertation are used without any 

changes to grammar or pronunciation.  Some terms are phonetically spelled according to their 

pronunciation and when necessary standard terms appear in parenthesis only for reader 
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clarification.  These narratives represent the participants’ own understandings of themselves and 

their experiences in their sex education course and with sexuality in general.  The accounts they 

have provided were not changed in any way to protect the integrity of the participants words and 

their stories.  On reviewing the codes and themes that emerged from the data it became clear that 

the data fell into three overarching categories that also aligned with the research question: (a) 

personal accounts, (b) experiences, and (c) influences of sex education.  Under these three broad 

headings were the other sub-themes and codes that ran throughout the narrative accounts of the 

participants involved in the study.  

Personal Accounts 

Each of the participants in this study told stories about many different aspects of sex 

education, sexuality in general, and other experiences as women with disabilities.  Among those 

stories, four specific sub-themes emerged as imperative in understanding their personal accounts: 

stories of isolation and loneliness, stories of their own thoughts about sex and sexuality, stories 

of the influence of others in their sense of self, and stories about personal choices and decisions 

they have or will make.  

Isolation and Loneliness 

All six participants in this study described times that they had experienced isolation 

and/or loneliness in the past.  They described these feelings as part of who they were or their lack 

of understanding in ways to change those experiences.  For example, when asked about past 

experiences with feelings of being lonely, Abby described it as “awful,” and connected it with 

being “mostly just cause of the way I am.”  Isabella described her experiences of loneliness in 

the same ways and added that she felt “like [she] had no one around.”  Elaine discussed feelings 

of being “not valuable to my family” at times and moments where she does not realize how 
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important she is because “no one even cares, no one cares.”  She described the experience as 

having “no one to talk to. You could only talk to yourself.”  Elaine further explained that it was 

sometimes due to the physical pain that members of her family experience and that sometimes 

that “can affect your emotions.”  Beatrice also shared a similar story about being lonely in the 

past and the feeling “of empty. Like [I] didn’t have a purpose… and by myself, unrelatable and 

no one wanted to be around me.”  She stated that “[I] had friends, but they weren’t really 

friends.”  When probed to elaborate on this, Beatrice shared, “lonely was kind of dark and sad.” 

While all of the young women had experiences of isolation and/or loneliness in their past, 

they all also described the sex education course they took as a way to learn strategies, skills, or 

knowledge that would help them manage those feelings or change those situations now or in the 

future.  Beatrice mentioned that she “felt lonely because lack of the knowledge of the power that 

[she] has within.”  She connected her “power and confidence” as a direct result of the knowledge 

gained through her sex education course.  Similarly, Abby, who recognized that she had deficits 

in the past that contribute themselves to increasing her loneliness also describes how the sex 

education course “helped a lot because on the chapter when we learned about how to make 

friends and stuff, it was like… Ahhh… this is it. This is what you do to make more friends.” 

Elaine echoed this experience as a benefit to being in a sex education course because “it helped 

me how to cope with loneliness by occupying myself.”  She was able to make friends through the 

course that she described as “really good friends” that she could “hang out with” and go to their 

apartments to “watch movies and cook with.”  According to her, these were not the types of 

friendships she was able to build previously.   

Amy: Do you have friendships that you have made and you feel like they are better 
friendships because of the course?  
 
Elaine: Umm, yeah.  
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Amy: Do you think that you would have opened yourself up to be able to have those type 
of friendships before? 
 
Elaine:  I don’t really think I did.  But I do now. 
 

Thoughts on Sex and Sexuality 

The participants in this study had opportunities to learn the facts and then connect the 

facts with their own thoughts on the topics.  They share several different personal accounts 

related to that experience.  

Thoughts about sex.  When discussing the concept of sex, the participants had a range of 

ideas and thoughts.  Elaine and Isabella were both adamant about the idea fact that they do not 

want to ever have sex.  Elaine said, “sex is nasty” and Isabella agreed saying, “I agree, I think it 

is kind of gross.”  While these two agreed on the grossness of sex, there were others in the group 

that saw it as beautiful and intimate.  Beatrice said, “I don’t frown upon sex. Sex is a very very 

very beautiful thing.” She explained that  

it takes being at the right point in your life where you like…I mean because sex is also 
very vulnerable. You know very vulnerable … I guess the right word would be I guess 
stage in your life when you have sex for the first time, you don’t realize how vulnerable 
you become. So I don’t know. Maybe. I am sure that if I decide to have my own children 
that I will have sex, but right now, I don’t want to have sex. 
 

Tyler agreed with the timing of sex, saying, “Well, I thought about it, but I want to wait.”  Abby 

also agreed with waiting, commenting that “I want to get to know the person, spend time with 

them, get to know them, and sex can come later into the relationship.”  She explained that sex 

has to be consensual: “Oh yeah, both people have to agree to have sex.”  The concept of consent 

is a critical one within the course and is further explained in the section of findings about the 

influence of sex education.  
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Through all the varying ideas and thoughts about sex in general, they all seemed to agree 

that sex is a very private issue that is made too public in the media and other public sources.  In 

fact, Elaine announced that sex “is overrated and overused.”  All the participants giggled and 

agreed, but Abby and Beatrice verbalized it, maintaining that it is “bedroom talk” and “best be 

left in the bedroom.” 

The participants were also able to have conversations with each other about their feelings 

and ideas on sex.  Below is a section of the focus group interaction in which the participants 

engaging in the conversation about sex.  

Amy: Interesting, what do you all think? 
 
Isabella: I agree. I think it is kind of gross 
 
Abby: I think it’s… 
 
Beatrice: I think it’s beautiful  
 
Elaine: Plus people rubbing their chest against each other and making all these… weird 
moans and smooching each other like there’s no tomorrow?  
 
Amy: How do you know that is what happens? 
 
Elaine: I’ve seen it before. 
 
Amy: Where? 
 
Elaine: I saw a clip… I got a glimpse of it in a movie or TV show once, it was nasty. 
 
Beatrice: I think it’s beautiful… I just… 
 
Elaine: I think it’s disgusting, I just gag at the thought of it 
 
Beatrice: That is fine, you can have your opinion, but I think it is beautiful because I 
think it is a way of expressing love. And I think that the message that you send when you 
have sex should not be shared with everyone. It is something private and intimate, so it 
shouldn’t be on the radio, and … 
 
Elaine: It shouldn’t be in movies… 
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Beatrice: Because not everybody needs to know what goes on in your intimate life 
 
Abby: Yeah, best be left in the bedroom. For bedroom talk… 
 
Elaine: Yeah, what happens in the bedroom stays in the bedroom. 
 
Beatrice: I mean if that is the message that you want to send, then send it, but my opinion 
is that you should… you know… that intimacy should always be intimacy. 
 
Elaine: I don’t want to have that kind of commitment in my life. 
 
Thoughts about sexuality. The participants in this study also discussed sexuality and 

their thoughts about what that looked like in their lives as well as how it was different than sex 

itself.  For example, Beatrice explained that “sexuality is how you carry yourself, like how you 

be yourself.” She stated that  

sexuality relates to me personally because I express my sexuality through my hair, my 
clothes, and and you know, pretty much everything I do falls around my sexuality. I take 
pride in being a woman, as you can tell [giggling and displaying her clothing and hair], I 
like to… you know being girly, so I do it in the most feminine way I know possible.  
 

Isabella agreed with that definition and took it a step further by saying that she wanted to express 

herself as “more covered up.”  Abby and Tyler agreed with being more modest explaining that “I 

like to look nice too and get my hair done” and “what is appropriate for the message I want to 

send is that I am worth it.” 

During the focus group, this conversation took off with the participants dialoging about 

how some of their non-disabled peers on campus could use some extra instruction about 

sexuality and sexual messages.  When Abby asserted that she “sees it a lot on campus, and is like 

‘you need some Positive Choices and you need some Positive Choices,’” Elaine jumps right in to 

agree, “totally!”  All the participants laugh at the display they have seen from other young 

women and decide that “someone who is not confident will send a message that [they] want 

attention, so maybe that’s why they dress the way they do.”  The feeling in the room was almost 
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as if they felt sorry for their non-disabled counterparts in that they did not have the confidence to 

dress for their own worth. 

Influence of Significant Others on their Sense of Self 

The participants in this study told countless stories about how other people in their lives 

have influenced, or bounded, their lives.  For example, Isabella explained that she felt like the 

world sees her disability first and therefore does not see her as a person who would have a 

boyfriend or get married one day. This is seen through her answers in the following: 

Amy: Let me ask you this way. Do you think people see you differently because you have 
a disability? 
 
Isabella: Yes 
 
Amy: How do you think they see you? 
 
Isabella: I don’t know 
 
Amy: Do you think they see you as a sexual person? 
 
Isabella: No 
 
Amy: Who might want to have a boyfriend? 
 
Isabella: No 
 
Amy: Who might want to get married? 
 
Isabella: No 
 
While Isabella’s example is of people in the world in general, most of the participants 

told stories about their family and the boundaries that were placed upon them, both incidentally 

and purposefully at times.  Elaine explained that her mother would not want her to have children 

because she was concerned with her “having to raise them, cause it’s a lot of hard work.” 

According to Abby, her mom did not talk to her about not having babies, but did emphasize to 

her that she “could be in a relationship, but not a sexual one.”  She expressed that she thinks her 
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mom would be ok with her getting married to the right guy, but she is not really sure because that 

has not happened yet.  Likewise, when asked if anyone in her life got nervous about her being in 

a relationship, Tyler shared that “I’m a just say my momma sometimes cause she don’t want me 

to get hurt.”  This idea of protection was one that was echoed by several of the other participants. 

For example, Beatrice felt that her grandmother tried to convince her not to dream about certain 

aspects of life  

because I think they were afraid for me because like… it’s very scary. Especially because 
I have physical limitations, it is very scary to just… say go out into the world and do the 
best you can with very little guidance. So I think it was a way of protection. I mean yeah, 
they didn’t ever say you can’t do this, they just kind of distracted me with another 
thought. 
 

She described what it was like to be with her grandmother and have those moments where she 

felt limited, saying,  “…So every time I saw a cute man, my grandmother would be like, you 

have a disability…” As noted later in the sections about personal choices and emerging 

identities, throughout the course, the participants were able to find their voice and learn to make 

those kinds of decisions about what they wanted on their own.  In response to Beatrice’s 

grandmother when she “would be like, you have a disability,” Beatrice would be like “I know, 

but that is not going to stop me.”  She also explained that sex education was “valuable because 

we got to choose our path.  We learn a lot of tangible information and it’s not someone making 

the choice for us.  Which often happens in a lot of people’s lives with disabilities, like people 

make decisions for us…” 

Personal Choices 

As many of the participants explained in the previous section, for students with 

intellectual disabilities, the ability to make informed choices about their own lives, and 
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especially about relationships, is not one they are always afforded, therefore they were excited to 

tell stories about personal choice and decisions that they had made or plan to make in the future. 

The ability to make choices.  The participants in this study were pleased with the fact 

that the sex education course they participated in allowed them to learn the facts and then make 

their own choices about different things, especially as they relate to relationships.  Beatrice 

explained it in this way, “I think giving me the informative resources and homework and stuff 

like that really shows me the consequences for what leads down what path.”  Furthermore, when 

asked about the most important thing she learned or gained through taking the sex education 

course, Abby explained, “mine is mostly like the choices. I mean, I wouldn’t know what to do in 

situations, so actually having the class and being able to learn has helped me to make good 

choices on things.”  She further explained during the focus group that “we learn the pros and 

cons of situations” which she felt like really helped her in the decision-making process.  Beatrice 

agreed, 

I think it has because before sex education, or before I was a part of sex education, I 
would think about things, but not… like I said, often not think about the consequences. 
So now I am more aware that if I get a boyfriend and you know I have to make positive 
choices because they could impact my future and they could maybe positive way, but if I 
make the wrong decision, than in a negative way. And I don’t want that, so I think about 
a lot of things differently now. 
 

Isabella agreed by pointing out that “it is a good thing because I don’t want to make the wrong 

choices.” 

Personal choices about relationships and babies.  Though they all agreed about the 

ability to make informed choices regarding relationships because they were exposed to the 

information in class, they also had varying opinions about their own personal choices regarding 

marriage and babies.  Abby emphasized, “I know every relationship’s not going to be perfect, but 

I would like to have a mature relationship.”  She explained that she wanted “someone I can be 
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with, talk to that doesn’t like drama… like high school drama relationships. I don’t want that. I 

want a mature relationship…adult one.”  When the topic of marriage came up during the focus 

group, the responses were very mixed.  Some of the participants wanted to get married, like 

Abby, Tyler, and Susan, but others were not interested in marriage at all, like Elaine and Isabella.  

Even still, there were others who were still thinking about marriage as an option; as Beatrice 

explained, “I keep going back and forth. I think I want to get married now…”  

The participants were also very mixed in their personal choices about having babies. 

While Abby and Tyler were positive in their decisions that they did want to have babies, Elaine 

and Isabella were emphatic about the fact that they did not want babies.  Elaine explained that “it 

is painful to have them” and that is the biggest reason not to.  However, as the conversation 

moves to the option of adoption she did inquisitively express that she “maybe” would consider 

that option, but wanted to “wait until I’m at least in my late 20s.”  One personal choice about 

relationships that was a little different than the rest was Susan’s choice to disclosed being in a 

same sex relationship.  When asked if anyone else’s view swayed her from choosing to disclose 

this information about herself, she emphatically said, “I made my own decision.”  She explained 

that she wanted to get married to her girlfriend and “we talk about that we want to do a wedding 

reception.” 

Timing of choices and future plans.  They all also expressed that profound thought had 

gone into the timing of different aspects of their personal choices based on information learned. 

Beatrice described that the timing of her getting married is dependent upon what the future holds, 

“but since I don’t have a boyfriend now and I am… I am like one of those people who is like a 

mandatory three years, I don’t know.”  They all expressed similar time lines for different events. 
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For example, Isabella did not want to get married, but may want a boyfriend and “to move to 

Paris” in five or ten years. 

The most profound part of this idea that young women with intellectual disabilities want 

to and can make their own personal choices about their futures and their relationships is the 

normativity of the choices they do seem to make when given the opportunity, as seen above.  

Experiences 

From the stories of the participants in this study, the Positive Choices class (i.e., sex 

education class) became a context in which the participants’ negative experiences of being 

disabled were temporarily suspended.  Two sub-themes emerged from their personal accounts 

that fell under the major theme of lived experiences.  Specifically, the sub-theme of experience 

of sex education and experience of sex education as a context for normalcy are described in the 

following sections. 

Sex Education 

The lived experiences in this sex education course that the participants described fell into 

three smaller codes of analysis.  They described experiences with what they determined to be the 

purpose of the course to them, what they felt was the ultimate impact of the course in their lives, 

and what their overall feelings about the course were.  

Perceived purpose of sex education.  Abby described the purpose of sex education in 

this way: “It is the real deal… cause it is actually the real deal about relationships. It’s nothing 

like what we see on TV or out in public. It is the real deal.”  She described how being in the 

course has helped her to have a better understanding.  She stated, “it changed my view… it was 

like going back to relationships and commitment and stuff. And then about like how the child 

develops and stuff like that and it was like wow, now I have a better understanding.”  Elaine also 
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referred to the difference in what she learned through the course and what she had always seen 

on TV.  She explained that “[sex] is becoming a big meme in the world… they even have sex 

shows, sex channels, sex movies…” and emphatically agreed with Beatrice when she explained, 

“I think that what we learn in class is the real deal, you know, you have a one-night stand, or you 

go out and have sex, and there’s a chance you might get pregnant.”  Beatrice explained that she 

felt like the purpose of the course was to give them understanding about the topics and different 

consequences of actions, both good and bad.  She explained,  

this is just my personal opinion, but I think that a lot of teen pregnancies happen because 
a lot of teens are kind of… well, they don’t really have the knowledge so they just want 
to go out and do something because everyone is doing it, but don’t really… can’t foresee 
the consequences of going out and having sex and if you have sex, or unprotected sex, 
there is a possibility that you may become pregnant or could become a father. And they 
don’t really think about that until after. 
 

Isabella and Taylor agreed by saying “it teaches us what we should do” and “I just think it helps 

to know.”  

Impact of sex education.  Many of the participants spoke about the impact of being in a 

sex education course and what it has meant to them.  Beatrice stated, “because it is important. 

Very important.”  Susan reiterated that by explaining, “I think it is like good for me.” Abby 

agreed by saying “cause it’s like a definite eye opener. It’s like kinda gives you the hint of 

positive choices.”  While the course is a sex education course, sex itself was a very small part of 

the content.  In fact, Elaine summed up the most important thing she learned through the course 

as “wisdom… wisdom about our bodies and how to deal with other people.”  

Feelings about sex education.  “It’s good,” described Abby, when discussing her 

feelings about the sex education course.  This was the standard answer from most of the 

participants in the study although many of them also expressed that their comfort with the course 
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and the topics came over time and was not something that they felt right from the beginning. 

Beatrice explained it in this way,  

ummm, the very first time I was like, this… I’m not going to like this class [giggling] 
because it was a lot of opening up…as time went on I became more relaxed and 
comfortable and able to open up and answer a lot of questions. I contributed to 
conversations and discussions. 
 

Taylor discussed her feelings on the sex education course; she gets noticeably excited and 

exclaimed, “I was excited to learn… I like the course.”  

Positive Choices as a Context for Experiencing Normalcy 

Although you could argue that this sub-theme should be included in the previous one, it 

was very clear that the context for “normalcy” or “typical” conversations was a critical part of 

their lived experience and therefore a separate sub-theme within this overarching area.  

Conversations of normalcy with each other.  The participants who participated in this 

study had many words used to describe the dialogs we were able to have during class  such as 

juicy, silly, real talk, and girl talk.  Beatrice explained that the “juicy and funny” talks were her 

favorite part of the class because she liked to “get other people’s point of view” and that there 

should be more of that.  Abby mimiced that answer in saying that her favorite part was 

“interacting with everybody else.”  The dialog during the focus group below was a dialog that 

was so normative for a group of 19-21-year-old young women that it almost even seemed as if 

the disability disappeared during the conversation.  

Amy: Ok. Anybody else want to have kids? 
 
Isabella: No, I don’t, because my niece makes me crazy 
 
Tyler: I might want to 
 
Abby: I want to 
 
Beatrice: I hope they have red hair [giggling]  
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Abby: [giggling] yes, me too. It can be a boy or a girl, but still have red hair 
 
Elaine: A red headed family 
 
Beatrice: They’ll probably have freckles 
 
Abby: That would be cool 
 
Beatrice: Oooo Abby, you can paint their room, paint their nursery. You can decorate it 
like really really cute because you can… you’re like very artistic 
 
Elaine: Yeah, you can draw like what you want it to look like 
 
Abby: True 
 
Beatrice: I think that would be the fun part for you, is like getting ready  
 
Abby: Yes 
 

This exchange is a great example of what dialogs within the course also looked like. These 

dialogs point to the reason that participants may have been able to open up and have 

conversations with each other in the course and with others outside the course as well.  

Conversations with others outside of class.  Many of the participants in the study 

expressed that because of what they learned through the course and the discussions that we were 

able to have in class; it opened opportunities for them to be able to have some of conversations 

outside of class with others as well.  They talked about the ability to have conversations with 

family, friends, girlfriends/boyfriends, etc.  For example, when Susan decided that she wanted to 

have a girlfriend instead of a boyfriend, she was able to open up and talk to her family about it. 

She stated, “I had that conversation with my momma though. And my family told me about this, 

since they know about this, they went through a lot with that.”  Tyler also explained that she had 

conversations with her mom due to a more complete understanding of topics through the course. 

She explained, “my mom liked talked to me about it, but I ain’t never really understood her til 
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now.”  Elaine clarified that she “never really had any relationship with a boy, so the talk never 

came up” but that due to the course she was able to have some conversations, mostly over 

homework, but “not very long conversations.”  

In addition to conversations with family, the participants also expanded on how they were 

able to use their information gained in the course to also empower them to have conversations 

with other people outside of their class and home as well.  Tyler was able to talk “with her 

friends sometimes” about relationships and more specifically about boys.  She giggled as she 

discussed this like other 19-year-old young women would do.  Beatrice also talked about having 

“normal” conversations with friends, where they “talk about the you know, I reflect on the 

relationship part a lot.”  Abby reflected about chats that she was able to have with boyfriends 

“about being able to talk and communicate” with each other and the importance of that. 

Relatedly, Susan discussed being able to exchange with her “girlfriend on the phone about it” 

and was able to “show her my [Positive Choices] binder” when they are together to talk about 

relationships from the framework of what she was learning in the course.  

Many of these types of conversations have happened in the context of the course or 

homework, but alternatively have also happened due to the empowerment that the participants 

were able to experience, as previously mentioned, during the dialogs in the course.  These types 

of conversations were no longer foreign and were given a context in which to happen.  

Influences 

 Influence of sex education is the third overarching theme that emerged within the data 

analysis process.  The participants expressed a number of ways in which being in this course 

influenced their lives.  The two sub-themes are the influence of empowerment in developing and 

understanding relationships and the influence on their emerging identities and senses of self as 
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disabled women.  Within these sub-themes were a variety of ways in which the participants 

constructed knowledge and then used that knowledge to guide their developing selves, including 

how they relate to other people.   

Sex Education to Empower the Development and Understanding of the Different Types of 

Relationships 

The participants in this study were able to articulate throughout their interviews and focus 

groups that being in a sex education course had helped them to more fully cognize the types of 

relationships that exist, connect that with their own present relationships, create an awareness of 

boundaries within each type, and link that knowledge with the conception of consent.  

Assimilation knew relationship knowledge.  When asked about a topic that stands out 

in her mind as one that was really important during the sex education course, Abby 

acknowledged that for her “the relationship chapter that we have” is one of them.  Similarly, 

Tyler explained that some of the types of relationships we discussed were “boyfriends, 

girlfriends, family relationships and helpers.”  Additionally, Elaine mentioned that that she felt 

like “learning about stranger danger and about relationships and how to have safe relationships” 

was one of the most important parts of the course for her.  Beatrice explained her new 

understandings of relationships in this way,  

Well, because now I understand that there isn’t just one type of relationship. There isn’t 
just family, but there are multiple types of relationships… and … you know… before, I 
don’t know I guess I was… not naïve, … but like… kind of … just… I guess you could 
say sheltered so I kind of just thought about life as just one thing instead of several 
different parts or… several different aspects… so I kind of treated everyone the same, 
even, like say even if I was attracted to a guy, I would … you know… just be like… oh 
I’m… you know I like him, but I would often just treat him like he was part of my family 
because I didn’t know… you know… hopefully you know where I’m going with that, 
cause [giggling] 
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Once the participants had knowledge of the types of relationships that existed, they were 

able to connect that knowledge to relationships that were already established in their lives. 

Beatrice explained how the understanding of the different types of relationships that exist in the 

world helped her to better understand her own personal relationships with others in this way.  

…so I gained more understanding. For me it was like friends and acquaintances. I knew 
the difference, but also they were similar so it was hard to tell, and now I am very wise 
about my friendships, like who I choose to be part of my friendships. And also, what I 
share with other people because just because I call them my friend does mean they 
respect my differences and my opinions 
 

Elaine also talked a lot about new friends that she has made during her time in the course.  When 

asked if she understood how to make and maintain friendships before, she stated, “I don’t think I 

did, but I do now… it helped me to be more careful of the friends I choose to have.”  Tyler also 

explained that she learned to “treat people right” in order to maintain healthy friendships and 

other relationships.  

Understanding of boundaries within relationships.  In addition to connecting 

knowledge to present relationships, the participants also mentioned making the connections 

between types of relationships to the boundaries of those types.  During the focus group, the 

participants explained that some boundaries within relationships were confusing for them to 

comprehend at times like the boundaries mentioned by Beatrice previously with friendships 

versus acquaintances.  Isabella explained that one of those confusing relationship boundaries also 

sometimes between friends and helpers; she instructed me in this way, “a helper is someone that 

will help you and a friend is someone that you would hang out with… you can go out to the 

movies with a friend.”  Beatrice expanded on it further by explaining it in this way,  

Because I know now that there are certain boundaries I can cross with like helpers, so the 
people who like for instance, at my job we have work study and then we have me and 
then me and the work study are young so we are kind of friends, but work together, so I 
know the boundaries. Because we don’t call each other friends, It’s like we had to have 
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boundaries and we just. Now I know she just work study, but before I might have 
mistakenly called her my friend, but now I know the difference 
 

She also explained in her individual interview that she  

understands that every relationship has boundaries and you know… kind of… everybody 
has limit, a limit to how much they can take on, so it kind of, being in the class kind of 
taught me… you know, respect those boundaries and give people space and in turn they 
will give you space. So that has helped me a lot in my … in my… with my family 
relationships and friendships because I understand now that I have to give people space 
and in turn that if I am frustrated or I need my space, they will also. 
 
Conceptions of consent within relationships.  Along with understanding boundaries 

within different types of relationships, another notion that was discussed frequently throughout 

the course was consent.  Within their individual and focus group interviews, the participants in 

this study shared what they had learned about their conception of consent and how it connected 

to their lives and their relationships.  All six of the participants in the study explained that the 

definition of consent is about agreeing to something or essentially saying yes to something. 

While they all agreed on this particular point, they all clarified different examples of how it 

related to their lives.  Beatrice expounded that “it relates to my life in a variety of ways 

because… you know… something as simple as can I help you with the door? I could say yes, or I 

could say no.”  This is the simplest way to explain that a yes or no answer is either giving 

consent or not.  Abby also related to her own life and described “it’s like consent, it’s able to say 

yes you can touch my hair or yes you can touch me, or just being… giving someone permission 

to do something.”  Susan explained it in a similar way saying, “would that person touch you if 

you didn’t give em consent they can’t touch you without your consent.”  Elaine also described 

consent in the same way when telling a story about feeling like kissing is wrong for her.  When 

discussing this concept, I asked her if she felt like kissing is wrong for everyone or if it is only 

wrong for her, and she processed, “It is not wrong for everyone as long as you consent to do it.” 
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Abby clarified that consent is not just for one person to give, but “both people have to consent.” 

Isabella took it a step further by explaining that just because she has consented to some parts of a 

relationship that does not mean that she has consented to the everything.  The concept of consent 

was one that was visited throughout the course regularly because it is such a critical concept to 

understand in every type of relationship, including friends, acquaintances, stranger, family, etc. 

Consent looks different and is important in almost every aspect of our lives as the participants 

pointed out in their examples.  

Sex Education on Emerging Identities and Senses of Self as Disabled Women 

This was a common theme throughout the interviews and focus group.  All of the 

participants expressed different connections to the course as an influence of their emerging 

identity or on their sense of self as women with disabilities.  Some common words used to 

describe these concepts were womanhood, confidence, awareness, power, etc.  All of these 

words were used throughout the interviews and were used as a way to express the growth they 

experienced and the influence that growth has had on their lives.  

Emerging identities.  Being and becoming a woman was by far the most expressed 

influence of being in the sex education course.  Beatrice unequivocally announced during her 

interview, “I love being a woman!” She stated, “I see myself as a very worthy woman and a lot 

of times I don’t settle for less.”  As discussed previously in her participant description, this 

transformation for Beatrice was one that developed over time.  She talked about the 

transformation into a “worthy woman” by explaining that “I think having the knowledge that I 

have about my body and as a woman period… you know… just… I have something to hold 

myself accountable to.”  Abby also explained how the knowledge helped her to see things in a 

different way and in turn being able to see herself differently as well.  She stated,  
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And then when I did Positive Choices and was able to see how the child developed and 
how to take care of it and all that with marriage and all, I was like yeah, this is something 
I could do, something that I want. 
 

Tyler expanded on this concept saying, “I love about the discussions is like… we talk about 

like… things females need in life and I like that.” 

Elaine’s emergence was more about one that allows her to relax and be more comfortable 

in her own skin and with her own personality.  In many situations, Elaine can become upset and 

anxious due to her autism; however, during sex education she was relaxed and easy going, 

making jokes and asking questions.  She articulated this about herself saying, “Yeah, and then 

sometimes I would make jokes.”  Even in her moments of being funny and relaxed, she would 

often relate things she learned to life examples and agrees with the others saying that “I grew to 

be more mature.”  Susan dittoed that statement by expressing, “we can learn how to do this, then 

just learn how, what positive choices is. Yeah.” 

Sense of self.  Confidence was something that all of the women talked about gaining 

through the influence of participating in sex education.  Beatrice probably explained it most 

clearly in the focus group when she said,  

And I think, not just Positive Choices, but for me… you know… coming from the 
background that I come from and really just transforming into a totally different person 
and now I really take pride in who I have become. And I think the confidence has a lot to 
do with it… because if you’re not confident in yourself then you often send the wrong 
messages 
 

All of the other young women agreed with Beatrice’s description of the source being a conduit 

for them to become more confident and secure in themselves.  

When asked to describe what a confident woman looks like, they all described it a little 

differently and yet similar as well.  Isabella and Tyler both described a confident woman as 

happy, and comparably Beatrice said a confident woman “smiles.”  Additionally, Abby 
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described a confident woman as having “good self-esteem… positive,” and Elaine said a 

confident woman “doesn’t have doubts about herself.”  All of the women said that they identified 

themselves within the description of confident women that they gave and they attributed that 

confidence they now have to growth and maturity within the course.  Beatrice explained, “you 

know you have to learn to love yourself. You have to learn to be comfortable and confident in 

yourself.”  She also explained that the confidence she was able to gain through the new 

knowledge was empowering for her in that “I am more knowledgeable about who I am as a 

person and… you know as a woman with a disability. And I can make you know choices and I 

am aware of my power and confidence.”    

Summary 

In this chapter, I have presented the descriptions of the participants and the findings of 

this research study.  Overall, this study found that the participants’ stories coalesced around three 

themes.  Specifically, personal accounts, experiences, and influences of being in a sex education 

course. Chapter V will provide an analysis of these findings.   
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CHAPTER V: 

CONCLUSIONS AND DISCUSSIONS 

The purpose of this qualitative single case study was to use the personal accounts of 

young women with intellectual disabilities to explore the ways in which they think and talk about 

sexuality and sex education and how they feel that discussions related to these topics affect their 

long-term goals and outcomes.  The research question that was addressed in the study was: How 

do young women ages 19-21 with intellectual disabilities discuss their experiences in a sex 

education program and its impact/influence on their decisions about relationships?  This section 

provides a synthesis of the findings, conclusions, and recommendations for future research.  

Summary of Findings 

During the data analysis of this study, three overarching themes emerged with several 

sub-themes.  The three overarching themes that also seamlessly corresponded with the research 

question were (a) personal accounts, (b) experiences, and (c) influences of sex education. 

Though young women in this study were limited in their communication skills, they 

shared countless stories of being in sex education and of their experiences as young women with 

disability in general.  The personal accounts they told were arranged into four sub-themes of past 

isolation and loneliness, thoughts about sex and sexuality, influence of others on their sense of 

self, and personal choices that they have or will make. 

In addition to the personal accounts the young women provided, they also discussed 

many of the lived experiences they have had in sex education or as women with intellectual 
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disabilities. Those experiences consisted of two sub-themes: experiences of sex education and 

experiences of sex education as a context for experiencing normalcy.  

The final overarching theme that emerged from the data of this study was the influences 

that sex education had in the young women’s lives and on their understanding of sex and 

sexuality as well as on their emerging identities as disabled young women.  

Discussion 

The discussion of the findings is structured around the three overarching themes and sub-

themes  that emerged in this study. In the discussion, I connect it with previous research. 

Additionally, the discussion draws upon the voices of the young women in the study to highlight 

the ways in which being part of a sex education course has empowered them to see themselves as 

“worthy” women. Furthermore, my voice and analysis is provided as both the researcher and 

instructor of the course for further explanations of the results.  

Personal Accounts 

 This overarching theme of personal accounts relates to participants understanding of the 

ways that their emerging sense of selves was impacted upon by sex education and the ways that 

their ability to construct these understandings was related to their budding knowledge that they 

tied back to sex education. The girls were able to provide accounts of themselves and 

descriptions of their emotional state in ways that were surprisingly insightful and ways that 

offered a coup d’œil of the profound ways that they understood themselves and the world  

around them. Moreover, the girls showed an uncanny ability to aptly read others’ constructions 

of their abilities and the ways those abilities were limited and Othered. Overall, these personal 

accounts revealed an untapped intelligence and profound  awareness that emerged as they 

normative vocabulary for narrativizing their womanhoods.  
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 Isolation and loneliness.  The personal accounts of isolation and loneliness experienced 

by the participants in this study were rife with stories of past loneliness.  For instance, Abby’s 

attribution of her loneliness to “the way I am” or Elaine’s “[having] no one around” speaks to 

their self-blame—as though they deserve to be lonely because they are disabled.  This aligns 

with Vanhalst et al.’s (2015) finding that low self-esteem was directly correlated with loneliness 

and often led to young people placing the blame of loneliness on self instead of other outside 

factors.  Additionally, Beatrice reported that “[they] had friends, but they weren’t really friends” 

indicating that their ability to build authentic relationships with others was difficult for them. 

Similarly, Gilmore and Cuskelly (2014) identified in their study that these more substantial 

social relationships can be challenging for individuals with intellectual disabilities due to a 

decreased ability to communicate effectively along with other areas of weakened social skills.  

The participants in this study did report that they felt like the sex education course 

assisted in building some of these deficit skills because as Abby said, “when we learned about 

how to make friends and stuff” as well as Elaine learning to “cope with loneliness by occupying 

[themselves].”  Carter et al. (2013) had similar findings in their study noting that young people 

with intellectual disabilities need extra supports in both developing and maintaining friendships 

that go beyond the surface level.  

Thoughts of sex and sexuality.  As noted in previous chapters many students with 

disabilities, especially those with intellectual disabilities, do not often get the opportunity to 

discuss their thoughts on the topics of sex and sexuality in a context of discussion or 

opportunities to ask questions (Emerson & McVilley, 2004).  For the young women in this study, 

they had those opportunities to learn the facts and then connect the facts with their own thoughts 

on sex and sexuality.  During the focus group, they went back and forth about opinions on sex 
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itself and whether it was “gross” or “beautiful.”  This is the same kind of conversation that many 

of us would think of as a lunch room table conversation that Gougeon (2009) refers to as the 

“ignored curriculum.”  Boehing (2006) also pointed out in her research that these are types of 

conversations that students with intellectual disabilities tend to miss out on due to being taught in 

separate classrooms and so closely monitored by adults.  

The participants also had a lot to say about sexuality and the ways in which they learned 

to express or not express it based on the messages they wanted to send.  Most of the young 

women wanted to express themselves as “girly” and “worthy” and therefore as Isabella said, they 

want to be “more covered up.”  They also made a profound observation about other young 

women on their college campus saying that “[they] need some Positive Choices.”  This lead me 

back to the myth that young people with disability would be more likely to act in more sexual 

ways if taught about the subject.  As many researchers found before (Brodwin & Fredrick, 2010; 

Cornelius, Chipouras, Makas, & Daniels, 1982; Olkin, 1999; Parchomiuk, 2012; and Crew, 

2004), this study also pointed to education as a tool for making more constructive choices rather 

than a venue to become more sexually active.  As the participants pointed out, because of the 

knowledge they now have, they understand what message they want to send.  

Influence of significant others on their sense of self.  Throughout the study, the 

participants shared personal accounts of others influence in their lives.  Elaine’s was an example 

of her mom not wanting her to have children or “having to raise them because it’s a lot of hard 

work.” Abby also had an example where her family constantly reminded her that she “could be 

in a relationship, but not a sexual one.”  Additionally, Tyler’s mom sometimes discouraged her 

from relationships “cause she didn’t want to see [her] get hurt.”  These examples of influence 

and “protection” are found throughout previous research as well.  It goes back to people with 
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intellectual disabilities, and especially women with intellectual disabilities, being seen as more 

vulnerable and juvenilized by society (Collins, 2007; Erevelles & Mutua, 2005; Shakespeare et 

al., 1996).  Carson and Docherty (2002) also found this to be true in their research as well.  They 

found that families and other caregivers were so concerned with “protecting” their son/daughters 

that they would shield them from the opportunities to learn the most from mistakes and 

heartbreak.  

Beatrice explained later that the value in Positive Choices was being able “to choose 

[their] path… and it’s not someone making the choice for us.” Agreeing with Shakespeare et al. 

(1996), their participants explained that “the only true empowerment is self-empowerment.” 

Which is what Beatrice and the others suggested as their experience throughout the course and 

being empowered to listen to other’s values and ideals and then make their own decisions, a 

novel concept for them previously. 

Personal choices.  The participants of this study told countless personal accounts about 

this idea “to choose [their] path” through the Positive Choices course.  They all talked about the 

book and the homework as being a resource for “show[ing] the consequences for what leads 

down what path.”  Beatrice also explained that “[she] thinks about a lot of things differently 

now” referring to learning the consequences of choices.  Abby described that “[she] wouldn’t 

know what to do in situations, so actually having the class and being able to learn has helped 

[her] to make good choices on things.”  The participants also shared personal accounts of their 

own personal choices specifically related to getting married, having babies, and the timing of 

those things in their lives. Likewise, Dukes and McGuire (2009) found this to be true in their 

study of adults with intellectual disabilities and their ability to increase knowledge and improve 

their decision-making abilities in regard to sexual decisions.  The capacity of these participants 
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to use information to make personal choices and decisions further contests the previous myths 

discussed in preceding chapters that young women with intellectual disabilities are perpetual 

children and need to be excluded from conversations revolving around adult topics.  

Experiences 

 This theme explores the ways that the sex education class became a context for assuming 

identities that released and freed the participants from the constraints of disability. Within the 

class, the girls could be girls---just a group of young women engaging in normative 

conversations that their typical everyday lives did not have room for. Within this course, the girls 

were able to shed their disabled identity and assume a much more empowered and self-selected 

identities that were devoid of the adult/care-giver intervention. There are two poignant sub-

themes that fell under this broad theme: sex education, i.e., their  feelings about being in the class 

and the overall sense of purpose of the course. The second subtheme was sex education as a 

context for experiencing normalcy within and outside of the course.  

Sex education.  The participants in this study had some specific views on the experience 

within the Positive Choices sex education course.  While they all viewed the course as “good” 

and “exciting,” they also expressed that the purpose of the course was to give them the “real 

deal.”  Abby explained it in this way, “it changed my view… now I have a better understanding.” 

Elaine also stated that she gained a great deal of “wisdom…wisdom about our bodies and how to 

deal with other people.”  These findings align with Löfgren-Mårtenson’s (2012) findings that 

students with intellectual disabilities are eager to learn more about relationships and maintaining 

healthy and fulfilled relationships.  They want to know the truth and if given that opportunity 

will likely learn to make better choices and stay safer (Demetral, 1981; Dukes & McGuire, 



 

86 
 

2009).  Moreover, this ability to acquire and apply knowledge further debunks the myth that 

individuals with disabilities will act in more sexual ways if provided with sex education.  

 Sex education as a context for experiencing normalcy.  According to the participants 

in this study the dialogic Positive Choices sex education course could be described as juicy, silly, 

real talk, and girl talk.  These opportunities to have conversations with each other and my co-

teacher and I were some of the rare occasions where our role identities were suspended for a time 

and we could have conversations about this topic that was somewhat taboo.  Although my co-

teacher and I were there, some of the most profound conversations that happened during the 

course were when the students themselves ran off with a topic creating dialog among themselves 

with us only as supporters for the factual information.  This is seen in the section of findings 

where the participants in the focus group converse over the nursery that Abby will be able to 

decorate using her creative, artistic abilities.  

We also see more of this desire for conversations in and outside of class as the 

participants discuss conversations about relationships that they are able to have with friends and 

family.  For example, Susan shared about having a conversation with her family about her sexual 

preferences, and Tyler talked “with her friends sometimes.”  Bertilsdotter (2014) found this 

dialogic desire to be true with the participants in her study as well, pointing to the nature of 

students with intellectual disabilities desire to have opportunities for “normal” conversations.  

Influences 

 This theme captures ways that the sex education course functioned as a context in which 

the participants ‘understandings about relationships and  their emerging identities as disabled 

women evolved . The two subthemes associated with this broader theme of influences were (a) 

sex education to empower the development and understanding of the different types of 
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relationships.; and (b) influence of sex education on their emerging identities and sense of self as 

disabled women. Each of these subthemes are discussed more fully the sections that follow. 

 Sex education to empower the development and understanding of the different types 

of relationships. Being able to recognize the different types of relationships and the boundaries 

that exist within those is a critical piece of self-empowerment in relationships and is one that the 

participants discussed in length during their individual and focus group interviews.  Beatrice 

explained that “ now I understand that there isn’t just one type of relationship… I guess you 

could say [I was] sheltered, so I kind of just thought about life as just one thing instead of several 

different parts.”  Elaine also stated, “It helped me to be more careful of the friends that I choose 

to have.”  

In addition to assimilating their understandings of the different kinds of relationships that 

exist and connecting those concepts to their existing relationships, they were also able to 

associate the notion of consent to their relationships.  For example, Susan explained that “if you 

didn’t give em consent they can’t touch you without your consent.”  This is a critical concept for 

many reasons.  Two of the most essential reasons are societal appropriateness and even more 

importantly, their safety.  The positive reaction to learning topics involving types of relationships 

and consent were also recognized as important to the women who participated in Swango-

Wilson (2011) study.  The women in her study did not have formal sex education training, but 

instead were commenting on what they would have desired to have as part of a formal sex 

education if given the opportunity.  

Sex education on their emerging identities and sense of self as disabled women. 

Beatrice declared, “I love being a woman!”  As the women explored the questions about their 

sex education course and its impact in their lives, they expressed an overwhelming sense of the 
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course being an influence in their being and becoming women.  Tyler explained, “we talk 

about…things females need in life and I like that.”  Whereas Elaine clarified that through the 

course, “I grew to be more mature.”  Brodwin and Fredrick (2010) found that there is a clear 

misperception that women with disabilities are dependent and passive.  The expressions by 

participants in this study further combat that misperception.  

Furthermore, the young women in this study illuminate the confidence they have gained 

through being in sex education with this group.  Beatrice expanded on her confidence in this 

way, “I am more knowledgeable about who I am as a person… and as a woman with a 

disability… I am aware of my power and confidence.”  Fitzgerald and Withers (2011) found that 

women in their study, who had not reported to have any formal sex education, felt less valuable 

than their male counterparts.  Again, the participants in this particular study countered that 

argument with their examples of growth and confidence through the group participation and the 

sex education course and its related topics.  

Implications and Directions for Future Research 

 There is a paucity of research on sex/sexuality and disability. In particular research on 

sexuality and disability as it relates to young women with disabilities has received little attention 

in research. Women with disabilities have been foreclosed from conversations about their own 

sexuality frequently under the cover of protectionism, sheltering, and/or the vision of them as 

juveniles. This study illustrates that young women with intellectual disabilities, when 

empowered through knowledge and education, are capable of constructing personal accounts that 

position them squarely within the normative discourse of sexuality and emerging adulthood. 

 Prior research on the topic of sex education for students with intellectual disabilities has 

most often  focused on rendering perspectives of people other than the persons with intellectual 
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disabilities themselves.  While this research did address the stories of young women with 

intellectual disabilities and their experiences in a sex education course, there is still a need for 

additional research. This study begins a line of inquiry that focuses on developing an 

understanding of sexuality and disability by focusing on a unique subpopulation of individuals 

with disabilities comprising young women with intellectual disabilities. This is a subgroup that 

has received little attention not only in this strand of research but in research that claims to 

provide insights about their perceptions or thoughts about phenomena that relates to their lives.  

 Therefore, a follow up for this study would be to follow them beyond this point to 

understand the impact in a more longitudinal way. For example, many of the participants in this 

study expressed the filtered ways that family has influenced their conceptions of self, so what 

happens down the road when they are still living with family and what does that do as far as the 

continued filtering and its influence after the course.  

 Additionally, the women shared their experiences within a gender specific group in sex 

education. Another follow up would be to explore the ways in which a mixed group of men and 

women taking sex education would impact their stories and/or their ability to share within the 

group.  

 Furthermore, the women also shared personal accounts of the difference they see within 

themselves as knowledgeable women verses their non-disabled peers on campus who have not 

received sex education. It would be interesting to investigate the ways that being a part of an 

inclusive sex education course would influence both the students with and without disabilities 

and their experiences within the course and its impact on their personal choices and outcomes.  

 Additionally, future research might use a larger sample size yielding more personal 

accounts to draw from in investigating the ways in which young women with intellectual 
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disabilities view sex education and sexuality in general.  Furthermore, while this study addresses 

young women who participated in a specific sex education course, it would be beneficial to 

explore the thoughts and opinions from individuals with disabilities of varying ages about other 

types of sex education courses or from those who have never participated in a sex education 

course.  

Implications for Practice and Society 

 This study has important implications for practice in special education and other related 

fields such as adult service providers.  Young women with intellectual disabilities, especially 

those with more significant intellectual disabilities, are seen as perpetual children and as such are 

often disregarded as sexual beings (Collins, 2007).  They are also at a greater risk of developing 

a sense of loneliness due to weaknesses in communication and adaptive skills in making and 

maintaining friends and significant others (Gilmore & Cuskelly, 2014).  Additionally, educators, 

parents, and/or caregivers feel unprepared and/or hesitant about teaching sex education with 

young people with intellectual disabilities (Barnard-Brak et al., 2014; Chirawu et al., 2014). 

However, this study has highlighted the position of the young women who participated in this 

study as having an empowering and positive experience through a dialogic formal sex education 

course.  Therefore, it is recommended that educators and parents facilitate opportunities for 

young women with disabilities to share their own thoughts about what kind of information and 

education they would prefer to be involved in.  

Conclusion 

 This chapter emphasized and recapped the purpose of this qualitative single case study by 

providing a summary of the findings, discussion, implications, and final conclusion.  The 

purpose for this study was to explore the ways in which young women with intellectual 
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disabilities who participated in a dialogic formal sex education course expressed their experience 

and its impact in their lives.  The conclusions and implications were based upon the key findings 

that emerged through their individual and collective personal accounts of the experience.  

 I hope that giving the young women themselves the opportunity to share their personal 

stories will inspire other women with disabilities to speak up about their experiences and desires, 

as well as inspire educators, parents, caregivers, and society as a whole to think about sexuality 

and sex education for this population in a different way.  As Beatrice so eloquently put it, “you 

have to learn to love yourself” and for these young women “girl talk” was a way to see 

themselves differently than they ever had and become the beautiful, confident women that they 

were meant to be.  
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