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Abstract of Dissertation 
 

The Story of Sexual Health Curriculum Development for Individuals with Intellectual 
Disabilities: A Multisite Case Study 

 
 Individuals with intellectual disabilities have the same sexual needs as individuals 

without disabilities. However, they often lack access to appropriate sexual health 

education, leaving them uninformed and vulnerable. This qualitative case study aimed to 

explore the development and perceptions surrounding sexual health curriculum for 

students with intellectual disabilities. Three different organizations were involved, each 

developing a curriculum. The study employed a multi-case methodology, gathering data 

through semi-structured interviews, observations, and document analysis. 

Four key themes emerged across the case studies: the need for funding, 

stakeholder input, embracing comprehensive sexual health versus abuse prevention 

education, and a disconnect between implementation intent and reality. These 

interconnected themes highlight the influence of decision-makers perspectives and 

political climate on developing comprehensive sexual health curricula. These factors 

impact funding sources, stakeholder input, the curriculum's scope (comprehensive or 

focused on abuse prevention), and the intended implementation. The findings inform 

discussions on recommendations for policy, advocacy, and practice. 
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Glossary of Key Terms 
 
 

Abuse prevention education: Aims to equip individuals with the knowledge and skills  

necessary to recognize, prevent, and respond to various forms of abuse. 

Advisory board: A group of individuals who provide guidance and expertise to an  

organization, offering insights and recommendations on decisions. 

CDN: A network within a larger organization statewide initiative committed to providing  

comprehensive, inclusive, and age-appropriate sexual education to individuals 

across the state. The CDN is a critical component of this organization, focusing 

on sexual health for youth with disabilities. 

External board: The board of an organization that does not collaborate or interact with  

the organization daily but has high authority in decision-making.    

Individuals without disabilities: Refers to people with no diagnosed physical, intellectual,  

or psychological conditions that significantly impair their daily functioning or 

ability to participate in various life activities. These individuals typically follow 

their age group's standard developmental and cognitive trajectories. The term 

emphasizes the person-first language approach, focusing on the person before any 

potential disability status. 

Intellectual disability: Section 300.8 (IDEA, 2004):  

Intellectual disability means significantly subaverage general intellectual 

functioning, existing concurrently with deficits in adaptive behavior and 

manifested during the developmental period, adversely affecting a child's 

educational performance.  

Organization: A non-profit or a small business that is developing a sexual health  
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curriculum for youth with intellectual disabilities.  

Sexual health: "A state of physical, mental and social well-being in relation to sexuality"  

(WHO, 2018, para. 4). 

Social skills: The abilities and behaviors that enable individuals to effectively interact,  

communicate, and build relationships with others in various social settings. 

Waterfall chat: A linear messaging system displaying messages chronologically,  

resembling a cascading waterfall effect.  

Youth advisory board: A group of young individuals who provide insights, perspectives,  

and recommendations to organizations on matters directly affecting young people. 
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Chapter I: Introduction 

Overview 

Sexual health education is critical in the development of every adolescent and aids 

in the quality of life (Flynn et al., 2016; McDaniels & Fleming, 2016). However, it is 

often neglected for adolescents with intellectual disabilities compared to individuals 

without disabilities (Baines et al., 2018; Campbell et al., 2020; Eastgate, 2011; 

McDaniels & Fleming, 2016; McEachern, 2012). Individuals with intellectual disabilities 

have the same sexuality and intimacy needs and rights as individuals without disabilities 

(Eastgate, 2008; Jahoda & Pownall, 2014; Kahonde et al., 2019; Kramers-Olen, 2016; 

McDaniels & Fleming, 2016; Schwartz & Robertson, 2019; Thompson et al., 2014). 

However, while there are appropriate sexual health programs available for adolescents 

without disabilities, there is a lack of effective, evidence-based sexual health curricula 

tailored for adolescents with intellectual disabilities (Blanchett & Wolfe, 2002; 

McDaniels & Fleming, 2016; Schwarts & Robertson, 2019).  

Typically developing students are offered a comprehensive sexual health or 

abstinence-only program (Elia & Tokunaga, 2014; Huber & Firmin, 2014; Kirby, 2008; 

Vitellone, 2008). A comprehensive program teaches abstinence and contraceptive 

methods, viewing sexual intercourse as a natural expression of sexuality (Collin et al., 

2002; Kirby, 2008; Santelli et al., 2006; Stranger-Hall & Hall, 2011). In contrast, an 

abstinence-only program teaches that sexual activity outside marriage is harmful and that 

abstinence is the only morally acceptable option (Collin et al., 2002; Kirby, 2008; Santelli 

et al., 2006; Stranger-Hall & Hall, 2011). State legislation chooses the program based on 

available federal funding sources (Collins et al., 2002; Stranger-Hall & Hall, 2011). 
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Sexual health is a key component of quality of life (Flynn et al., 2016). Providing 

high-quality sexual health support to individuals with intellectual disabilities aids their 

safe, constructive sexual expression and healthy relationship formation (Eastgate, 2008; 

Kahonde et al., 2019; McDaniels & Fleming, 2016; Thompson et al., 2014). However, 

there is limited research and knowledge on developing appropriate sexual health curricula 

for this population (Friedman et al., 2014). The absence of knowledge and research often 

leaves a gap in sexual health education, increasing risks like sexual abuse, lack of sexual 

health screenings, higher STD rates, and a greater chance of sexual offenses (Eastgate, 

2008; McDaniels & Fleming, 2016). Limited exploration has occurred in developing 

sexual health curricula for students with intellectual disabilities. Gaining insight into this 

process could guide stakeholders on best practices when creating sexual health curricula 

to meet the needs of these students (Schwartz & Robertson, 2019). 

Although researchers have identified some sexual health curricula for students 

with intellectual disabilities, these curricula are significantly outdated (Blanchett & 

Wolfe, 2002). The available curricula are not meeting the needs of these students nor 

being adapted and utilized effectively (Blanchett & Wolfe, 2002; McDaniels & Fleming, 

2016; Schwarts & Robertson, 2019). Barriers restricting the implementation of sexual 

health education for this population include the attitudes of others, administration 

challenges, and lack of resources (Jose, 2017; Kahonde et al., 2019; Kramers-Olen, 2017; 

Pebdani, 2016; Schaafsma et al., 2014; Thompson et al., 2014).  

Statement of Problem 

Sexuality is integral to being human and does not separate from other aspects of 

life (Gomez, 2012; Isler et al., 2009; Jahoda & Pownall, 2014; Schwartz & Robertson, 
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2019). It affects mental and physical health (Gomez, 2012; Isler et al., 2009; McDaniels 

& Fleming, 2016). However, society often desexualizes individuals with intellectual 

disabilities, defining them as lacking sexual desire or undesired by others. (Schwartz & 

Robertson, 2019; Schaafsma et al., 2015; Stevens, 2021). This desexualization is one of 

many challenges in providing appropriate and effective sexual health education for this 

population (McDaniels & Fleming, 2016). The lack of education has denied individuals 

their right to sexual self-fulfillment (Gomez, 2012) and increased their risk of sexual 

abuse (Eastgate, 2008; Treacy et al., 2018).   

Individuals with intellectual disabilities have the same sexual and intimacy needs 

as individuals without disabilities (Eastgate, 2008; Jahoda & Pownall, 2014; Kahonde et 

al., 2019; Kramers-Olen, 2016; McDaniels & Fleming, 2016; Schwartz & Robertson, 

2019; Thompson et al., 2014), however the available curricula are outdated and 

ineffective (Blanchett & Wolfe, 2002; McDaniels & Fleming, 2016; Schwarts & 

Robertson, 2019). The outdated curricula differ significantly from those used with 

typically developing students (Schmidt et al., 2022). The difference stems from a lack of 

consensus on the goals of this education and who should provide it (Schmidt et al., 2022). 

These barriers have negatively impacted the lives of those with intellectual disabilities by 

restricting their access to comprehensive, medically accurate sexual health education 

(Schmidt et al., 2022). 

Purpose and Research Questions 

To better support the implementation of sexual health education for students with 

intellectual disabilities, the curriculum development process needs to be explored and 

illuminated. The story behind creating sexual health curricula for these students is 
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noticeably absent in the literature. Investigating how curricula are developed and 

addressing the sexual health needs of students with intellectual disabilities is required to 

meet their needs. Gaining insight into curriculum developers' perceptions of this process 

may highlight necessary changes.  

This qualitative study aims to explore the development and perceptions 

surrounding sexual health curricula for students with intellectual disabilities. The 

research questions are: 

1. How do key stakeholders perceive the development and implementation of 

sexual health curricula? 

2. How do key stakeholders perceive the facilitators and barriers to developing 

and implementing sexual health curricula? 

a. What internal influences affect development and implementation? 

b. What external influences affect development and implementation? 

3. How does intersectionality affect the development and implementation of 

sexual health curricula for students with intellectual disabilities? 

Statement of Potential Significance 

This study could be significant for research and practice related to sexual health 

education for students with intellectual disabilities. It may explain how stakeholders 

develop frameworks and identify appropriate instructional methods and topics for this 

population (Schwartz & Robertson, 2019). While individuals with intellectual disabilities 

can perform sexual acts, lack of education means they often cannot do so safely or meet 

their own sexual needs (Baines et al., 2018; Blanchett & Wolfe, 2002; McDaniels & 

Fleming, 2016; Schwarts & Robertson, 2019). Individuals with disabilities have a 3.4-7.6 
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times higher risk of abuse than individuals without disabilities (Sullivan & Knutson, 

2000). Despite limited research, the literature suggests appropriate sexual health 

curriculum development could support outcomes for this vulnerable group (Eastgate, 

2008; Gomez, 2012; McDaniels & Fleming, 2016; Treacy et al., 2018). By illuminating 

this process, stakeholders may gain guidance on best practices for meeting the curriculum 

needs of their students with intellectual disabilities. 

Summary of Conceptual Framework 

This study will utilize two key conceptual frameworks: Critical Disability Theory 

(Goodley, 2013) and the Health Education and Research Association (HERA) 

Framework for Comprehensive Sexuality Education (UNESCO, 2010). The overlap of 

these frameworks provides a lens for exploring curriculum developers' perceptions of the 

sexual health curriculum design process for students with disabilities. Critical Disability 

Theory recognizes disability as a social construct and aims to challenge oppressive norms 

that restrict opportunities for disabled individuals (Goodley, 2013). The HERA 

Framework outlines core components of comprehensive sexuality education, including 

skill development, provision of information, and shaping attitudes and values (UNESCO, 

2010).   

Together, these frameworks enable investigation into how societal forces, stigma, 

and attitudes toward disability may impact decision-making in developing sexual health 

curriculums for students with disabilities. Utilizing a critical disability perspective while 

applying the HERA Framework provides insight into how disability affects curriculum 

design choices. Overall, the integrated frameworks support the exploration of curriculum 
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developers' perceptions within the broader context of equity, access, and social justice 

issues affecting students with disabilities. Figure 1.1 reflects the combined framework. 

Figure 1.1: 

Conceptual framework- critical disability theory and framework for comprehensive 

sexuality education. 

 

 

Summary of Methodology 

This study utilized a qualitative, multisite case study approach to investigate the 

development of and perceptions surrounding sexual health curricula for students with 

intellectual disabilities. Qualitative research aims to understand how individuals interpret 

their experiences, construct their worlds, and make meaning (Merriam, 2009). It produces 

data rooted in lived experiences and examinations of meaning and process (Bechky & 

Elsbach, 2016; Merriam, 2009). A multisite case study provides an in-depth analysis of a 
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"bounded system" (Merriam, 2009, p. 40) to uncover meaning and gain understanding. 

The researcher is the primary data collection and analysis instrument (Merriam, 2009). 

This study employed a multisite case study to examine sexual health curriculum creation 

for students with intellectual disabilities from multiple perspectives. 

The researcher utilized purposeful sampling to identify participants for this study. 

Purposeful sampling means that the researcher selects participants for the study that can 

purposefully highlight an understanding of the research problem and the phenomenon in 

the study (Creswell, 2013). This approach enabled the researcher to gather data from 

individuals who could purposefully provide insights into the phenomenon of interest 

(Palinkas et al., 2013). Participants for this study were curriculum developers or support 

members of curriculum developers that (1) work for an organization that serves students 

with intellectual disabilities, (2) currently serving students aged 13-25 with an intellectual 

disability, and (3) has participated in sexual health for individuals with intellectual 

disabilities curriculum development within the past three years.  

The researcher identified three organizations that meet the qualifications for the 

study from a list provided by CDN. Miles et al. (2014) emphasize that having more than 

10 cases can make data analysis difficult. Therefore, 3 cases will allow an understanding 

of the phenomenon of the study (Creswell, 2013). Data collection involved semi-

structured interviews, observations, and document analysis (Merriam, 2009). Using 

multiple methods enabled the researcher to uncover meaning and gain understanding 

relevant to the research problem (Merriam, 2009). The researcher also employed 

memoing, code checks, member checking, and an audit trail to bolster creditability and 

trustworthiness (Miles et al., 2014). 
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A constructivist epistemology guided the study. This epistemology emphasizes 

that individuals construct meaning through their experiences of the world (Cobern, 1993; 

Crotty, 1998). The researcher aimed to construct the meaning of the sexual health 

curriculum development process from the authentic experiences of participants. 

Delimitations 

A delimitation for this study centers around the sample population. The sample 

was limited to curriculum developers and support members to curriculum developers for 

adolescents. Further, the sample population was specific to curriculum developers for 

adolescents that developed sexual health curricula for students with intellectual 

disabilities.  

Limitations 

This study acknowledges certain limitations that may have an impact on the 

findings. One limitation is the reliance on self-reported interview data, which introduces 

potential bias as curriculum developers may have presented processes favorably or 

omitted challenges. While the researcher employed triangulation to mitigate this bias, it is 

essential to acknowledge that developer bias still influenced the data.  

Researcher Subjectivity Statement 

Creswell (2013) suggests, subjective statements from the researcher can bring 

"high-quality awareness" (p. 256) and enable the researcher to understand their 

psychological and emotional states before, during, and after the research process. It is 

crucial to identify and monitor these subjective elements to understand how they may be 

shaping the collection and interpretation of data (Merriam & Tisdell, 2016, p. 16). In the 

context of this study, my personal experiences and professional role as a certified special 
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education teacher have significantly influenced my interest and motivation. I have faced 

challenges in finding appropriate sexual health interventions and resources for my 

students, which led me to develop my own interventions. This process, although 

challenging due to the lack of guiding resources, ignited a passion in me to pursue this 

area of research. 

Throughout my coursework at The George Washington University, I focused all 

my class-required research papers on identifying the available sexual health curriculum 

for students with disabilities and understanding why sexual health instruction is not 

happening. I discovered that most curriculums need to be updated, and instruction is not 

happening due to stigmas and biases. This realization pushed me to think about of the box 

on how I can support change and the evolution of inclusive sexual health instruction. I 

believe that understanding and identifying the barriers and facilitators of the sexual health 

curriculum development process for students with disabilities can support the inclusion of 

sexual health instruction for these students.  

My professional relationship with CDN as a support specialist has granted me 

unique access to the necessary documents and resources for this study. This includes 

curriculum materials, meeting notes, and other related documents from the organizations 

involved in the study. This access has allowed me to comprehensively understand the 

curriculum development process and the factors influencing it. However, it's important to 

note that once the cases for this study were selected, I consciously removed myself from 

the curriculum development process of those curriculums. This was a deliberate step 

taken to minimize potential bias and ensure the integrity of the research process. By 

distancing myself from the active development of the curriculums under study, I aimed to 
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maintain an objective stance and ensure that my interpretations and findings were based 

solely on the data collected, rather than any preconceived notions or personal 

involvement. 

To guard against potential bias, I will remain aware of my perceptions and beliefs 

about the sexual health curriculum development process throughout the data collection 

and interpretation. I will utilize reflective memos and records of interpretation processes 

to maintain this awareness. I will also use member checks to confirm that my 

interpretation of the participants' words is as accurate as possible. In conclusion, my role 

as a researcher is to collect and interpret data and reflect on my subjectivity and how it 

may influence the research process. By acknowledging and addressing these elements, I 

aim to conduct a rigorous and transparent study. 

Summary of Chapter 1 

Chapter 1 introduces the issue of sexual health education for individuals with 

intellectual disabilities. Despite the historical fight for social justice and civil rights for 

people with disabilities, sexual health remains neglected, particularly for those with 

intellectual disabilities. The chapter highlights the importance of sexual health education 

for all adolescents, including those with intellectual disabilities, as it aids their 

development and quality of life. The chapter concludes by explaining the purpose of the 

study and the research questions. It reviews the framework for the study the methodology 

and includes the subjectivity statement to enhance the credibility and validity of the 

study.  

Chapter 2 begins by reviewing the conceptual framework used in this qualitative 

case study. Next, the literature review is in three pillars: (1) providing an overview of 
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previous research in the areas of sexual health education, sexual health and disability, and 

sexual health and intellectual disability, (2) exploring the history and current trends of 

sexual health and disability, and (3) examining the current trends for individuals with 

intellectual disabilities, outdated curriculums, assessments for determining sexual health 

knowledge, and identified best practices in curriculum development research. Chapter 3 

presents a detailed description of the methodology. It introduces the research design, 

outlines the procedures for sampling, data collection, and data analysis, and discusses 

validity, limitations, and ethics. Chapter 4 unveils the results of the data analysis, 

presenting the study's findings. Chapter 5 presents an overarching finding, its 

implications, and recommendations for policy and practice.  
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Chapter 2: Literature Review 

The sexual development of individuals with intellectual disabilities (ID) is 

complex and significant. People with ID possess equal rights and sexual needs yet often 

encounter barriers in accessing information, education, and support related to sexuality. 

This literature review aims to synthesize current research and perspectives regarding 

sexuality and ID. The review is divided into three sections and provides an overview of 

previous research in sexual health education, sexual health and disability, and sexual 

health and intellectual disability. It begins with a review of the historical account of the 

emergence of sexual health education and the existing programs available for adolescents 

without disabilities discussing sexual health education. Additionally, the review covers 

statistics regarding the knowledge and understanding of sexual health topics among 

adolescents without disabilities. The second section focuses on the history and current 

trends of sexual health and disability, delving into sexual health education for students 

with disabilities and highlighting the need for appropriate support and inclusion of 

relevant topics in their instruction. 

Furthermore, the section identifies the barriers faced by students with disabilities 

in accessing sexual health education. The third section reviews current trends for 

individuals with intellectual disabilities, outdated curricula for instruction, assessments 

for determining sexual health knowledge among students with intellectual disabilities, 

and the best practices identified by curriculum development research. The chapter 

concludes with a review of the conceptual framework employed for this qualitative case 

study. 

Search Criteria and Procedures 
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An electronic database search of Academic Search Complete, Education Source, 

Electronic Resources Information Center (ERIC), JSTOR, Pro Quest Dissertations & 

Theses Global, PsycARTICLES, PsycINFO, PubMed, and Web of Science of scholarly 

peer-reviewed journals yielded results for the following descriptors: sexual health; sexual 

health and intellectual disability; sexuality and disability; sexual health education and 

disability; sexual health curriculum development; curriculum development for special 

education; intellectual disability curriculum development; sex education; healthy 

relationship education; comprehensive sexual health education. Initially, the search 

period was limited to the past five years, but this criterion was expanded to 15 years and 

beyond to include seminal articles. Citation tracking also identified additional literature.  

Sexual Health Education 

Sexual health education is considered a critical component of adolescent 

development (McDaniels & Fleming, 2016). The World Health Organization (WHO; 

2018) defines sexual health as:  

a state of physical, mental and social well-being in relation to sexuality. It 

requires a positive and respectful approach to sexuality and sexual relationships, 

as well as the possibility of having pleasurable and safe sexual experiences free of 

coercion, discrimination, and violence. For sexual health to be attained and 

maintained, the sexual rights of all persons must be respected, protected, and 

fulfilled. (para. 4) 

Comprehensive sexual health education promotes healthy sexuality by taking a positive, 

respectful approach that enables individuals to have safe, pleasurable sexual experiences 

free from coercion, discrimination, and violence (East & Orchard, 2014). 
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The historical information on sex education in the United States is relatively short 

(Huber & Firmin, 2014). Sex education was first offered in American public schools in 

1913 (Elia & Tokunaga, 2015). The offering of sex education came from the social 

hygiene movement, which was the front of the reform (Huber & Firmin, 2014). Prince A. 

Morrow founded the movement that argued that an evil human nature did not cause the 

issues of sex, but rather ignorance caused them (Huber & Firmin, 2014). Huber & Firmin 

(2014) notes: 

Sex education was described more holistically than merely "sex hygiene," which, 

at the time, concerned itself solely with avoiding sexually transmitted diseases 

(STDs). Sex education included physical, social, 'aesthetic,' and ethical aspects of 

sex to improve overall sexual attitudes and to gain important knowledge. 

Scientific information bolstered moral rectitude. (p. 3)  

Sex education started to become more prevalent in American public schools in the early 

to mid-twentieth century (Elia & Tokunaga, 2014; Huber & Firmin, 2014; Vitellone, 

2008) with the introduction of sex education domains which were incorporated into the 

biological science, health, and physical education curricula (Elia & Tokunaga, 2014). 

However, these early sex education efforts focused heavily on disease prevention and 

reflected the religious and moral values of the era, emphasizing abstinence outside 

marriage (Elia & Tokunaga, 2014; Huber & Firmin, 2014; Vitellone, 2008). The sex 

education instruction fully embedded the religious and moral trappings, asserting 

abstinence as the most prevalent response to human sexuality outside of marriage, thus 

being "sex-negative."(Elia & Tokunaga, 2014, p. 2). 
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By the 1940s and 1950s, "family life education" became a staple in school-based 

sexual health classes. Within these classes, the topics of character building, marriage, 

money management, relationships, and childbearing were discussed (Huber & Firmin, 

2014). Sex education did not include racial and ethical issues, ability, and lesbian, gay, 

bisexual, trans, and queer (LGBTQ+) individuals (Elia & Tokunaga, 2014). Birth control 

was introduced in the early 1960s, followed by the founding of the National Organization 

for Women. This movement became heavily involved in the fight for sex education 

within the school systems (Huber & Firmin, 2014). In the 1970s, the mission of sexual 

health education changed from preventing teens from engaging in sexual activity to 

pregnancy prevention as "a consequence of their experimentation" (Rotskoff, 2001, p. 

312). By the late 1970s, about 35% of schools provided sexual health education (Scales, 

1981). However, local community standards determined and varied the content (Scales, 

1981).  

The 1980s started a change in advocacy for sexual health education. Activists 

began to support safe sex education, or 'comprehensive sex education,' to replace 

abstinence education. The advocacy was due to the high increase in STD rates and the 

discovery of HIV (Huber & Firmin, 2014). This conversation has continued to the present 

day, and activists continue to fight to eliminate abstinence-only sexual health education 

and implement comprehensive sexual health programs in schools (Huber & Firmin, 

2014). 

Current Statistics on Teens Receiving Sex Education  

Current statistics indicate trends in what teens are receiving for sexual health 

education. Data from the Guttmacher Institute (2016) on American teens ages 15-19 from 
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2011-2013 shows that only 50% of females and 58% of males reported receiving 

instruction on proper condom use, representing a decline since 2006-2010. Further, 43% 

of teenage females and 57% of teenage males had received no formal instruction about 

birth control, demonstrating increased deficiencies since 2006-2010 (Guttmacher 

Institute, 2016; Lindberg et al., 2016). A 2014 CDC study revealed that less than half of 

schools taught all 16 recommended sexual health topics. Just 38% of middle schools 

provided instruction on pregnancy prevention, and only 11-56% of schools incorporated 

LGBTQ-inclusive content (Guttmacher Institute, 2016, p. 2). Overall, research indicates 

declines among US teens in receiving formal instruction on critical topics, including birth 

control methods, STDs, and refusal skills (Guttmacher Institute, 2016; Lindberg et al., 

2016). Significant variability remains across states and districts regarding sexual health 

content covered.  

Models of Sexual Health  

Among developed countries, the United States ranks highest in rates of both teen 

pregnancy and sexually transmitted diseases (Stranger-Hall & Hall, 2011). US public 

schools started implementing sex education programs in the mid-20th century to reduce 

unintended pregnancies and STDs (Elia & Tokunaga, 2014; Huber & Firmin, 2014; 

Kirby, 2008; Vitellone, 2008). Currently, the two most common types of sex education 

curricula are comprehensive sex and STD education programs (also known as abstinence-

plus programs; Collins et al., 2002) and abstinence-only education programs (Kirby, 

2008). There is an ongoing debate about which approach is more effective for preventing 

teen pregnancies and STDs (Bleakley et al., 2006; Collins et al., 2002; Kirby, 2008; 

Stranger-Hall & Hall, 2011). Since federal funding is available for both models, 
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individual state legislatures decide which type of program to adopt (Collins et al., 2002; 

Stranger-Hall & Hall, 2011). An analysis by Stranger-Hall and Hall (2011) found that as 

of 2011, 21 states stressed abstinence-only education, seven states offered abstinence 

education along with STD education, 11 states presented abstinence content within 

comprehensive sex education, and nine states had no mention of abstinence in their laws 

or policies related to sex education. However, states have shifted toward comprehensive 

policies; as of 2019, less than half support abstinence-only (SIECUS, 2019). 

Abstinence-Only Education 

Abstinence-only education incorporates teaching around values, character-

building, and refusal skills (Collins et al., 2002; Santelli et al., 2006). The federal 

definition of abstinence-only education under Section 510 of the 1996 Social Security 

Act specifies that this type of education: 

(a) has as its exclusive purpose teaching the social, psychological, and health 

gains to be realized by abstaining from sexual activity 

(b) teaches abstinence from sexual activity outside marriage as the expected 

standard for all school-age children   

(c) teaches that abstinence from sexual activity is the only sure way to avoid out-

of-wedlock pregnancy, sexually transmitted diseases, and other associated health 

problems 

(d) teaches that a mutually faithful monogamous relationship in the context of 

marriage is the expected standard of human sexual activity 

(e) teaches that sexual activity outside of the context of marriage is likely to have 

harmful psychological and physical effects 
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(f) teaches that bearing children out-of-wedlock is likely to have harmful 

consequences for the child, the child's parents, and society 

(g) teaches young people how to reject sexual advances and how alcohol and drug 

use increases vulnerability to sexual advances 

(h) teaches the importance of attaining self-sufficiency before engaging in sexual 

activity. (Santelli et al., 2006, p. 73) 

Abstinence-only curricula often use language like "chaste" or "virgin" and portray 

abstinence as a commitment (Santelli et al., 2006). Supporters argue that this approach 

reflects traditional religious values that positively affect the belief system underlying the 

curricula (Collins et al., 2002). Although most abstinence programs aim for teens to 

remain abstinent until marriage, research shows that few Americans wait until marriage 

to have sex. Data from the 2002 National Survey of Family Growth found that by age 20, 

75% of individuals had engaged in premarital sex, and by age 44, 95% had (Finer, 2007).  

Comprehensive Sex and STD Education 

Comprehensive sex and STD education (also known as abstinence-plus 

education) explores the contexts and meanings associated with sex (Collins et al., 2002). 

Collins et al. (2002) summarize four critical components of comprehensive programs: (1) 

promoting abstinence, (2) providing education about contraception and condom use, (3) 

discussing topics like abortion and STDs, and (4) acknowledging that many teens are or 

will become sexually active. Advocates argue that this approach leads to delayed sexual 

debut among teens as well as increased condom and contraceptive use when they do 

become sexually active (Kirby, 2008). One study found that 82% of participants 

supported comprehensive sex education curricula (Bleakley et al., 2006). 
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Recent research confirms the benefits of comprehensive sex education. A 2022 

systematic review found strong evidence that comprehensive sex education delays initial 

sexual activity, reduces frequency of sex, and increases condom and contraceptive use 

compared to abstinence-only programs (Madkour et al., 2022). Another study found that 

states requiring comprehensive sex education had lower teen pregnancy rates than states 

only promoting abstinence (Stanger-Hall & Hall, 2011). Comprehensive programs have 

also been linked to reduced rates of STDs and improved health outcomes (Goesling et al., 

2014). 

Summary 

Since 1996, the federal government has funded abstinence-only education, though 

support has declined (Santelli et al., 2017). As of 2011, 30 states stressed abstinence, and 

only 13 included comprehensive content (Stranger-Hall & Hall, 2011). However, states 

have increasingly shifted toward comprehensive policies, and as of 2019, less than half 

support abstinence-only education (SIECUS, 2019). Recent systematic reviews suggest 

abstinence-only programs do not delay sexual initiation or reduce sexual risk behaviors 

(Santelli et al., 2017). Comprehensive programs may increase contraceptive use, 

primarily when taught before sexual debut (Goesling et al., 2014). Further, systematic 

reviews show that comprehensive programs increase, reduce sexual activity, lower teen 

pregnancy rates, and reduce STIs more than abstinence programs (Kirby, 2007; Kohler et 

al., 2008; Lindberg & Maddow-Zimet, 2012). In summary, research and public opinion 

support comprehensive sex education as the most effective approach. While many states 

continue implementing abstinence-only education, evidence shows it fails to equip teens 

to make healthy decisions. 
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Disability and Sexuality 

  A disability can affect the development of sexual identity, confidence, 

desire, function, and the ability to find a partner. Physical arousal and sexual function 

may be impaired in neurological conditions, even when sexual feelings and needs are 

intact (Murphy & Young, 2005). Some women with a disability have reported that their 

disability has affected their sexuality in negative ways (Bernert, 2011). The restrictions 

they experienced due to their disability generated unhealthy strategies to assert their 

sexual autonomy. This means some women with a disability either feel uncomfortable 

participating in sexual activity or participate in sexual activity in unsafe ways (Bernert, 

2011). People with a disability need education on their sexuality. Fairbairn et al. (1995) 

outlined the rights individuals with a disability have regarding sexual health:  

(1) The right to be informed about sexuality and its place in human life, at times 

and at a level that allows this area of human being and experience to be as 

positive as possible. 

(2) The same right as everyone else to enjoy sexual activity. The concomitant 

right to remain celibate and to refrain from sexual activity of any kind. 

(3) The right to contraceptive advice and services, both to avoid pregnancy and to 

avoid the risks of sexually transmitted diseases  

(4) The same right as any other citizen to marry or form ongoing sexual 

relationships. 

(5) The same right to choose parenthood as that enjoyed by everyone else. 

(6) The right not to be sexually abused and to be protected from sexual abuse. 

(Fairbairn et al., 1995, as cited in Ager & Littler, 1998) 
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The History of Sexuality and Disability 

Society often perceives individuals with disabilities as "asexual," "nonsexual," or 

"hypersexual." (Kim, 2011; Kramers-Olen, 2017; Linton et al., 2017; Murphy & Young, 

2005; Rueda et al., 2016). Displaying any sexual behavior is often labeled and viewed by 

some to be unsafe and inappropriate (Linton et al., 2017; Tarnai, 2006). These 

misconceptions and the discrimination of individuals with disabilities have been 

displayed throughout history, often resulting in sterilization, institutionalization, and 

punishments (Fleming, 2016; Kramers-Olen, 2016; Wade, 2002).  

Medical Diagnosis 

Historically, medical diagnoses have wrongfully associated and mistreated 

individuals with disabilities (Linton et al., 2017). This traces back to the first medical 

documentation of intellectual disability in 1614, when English physician John Langdon 

Down coined the term "mental retardation," declaring the cause to be "overindulgence in 

sexual pleasure" (Wade, 2002, p. 4). This early diagnosis harmed the rights of disabled 

people well into the 1940s, laying the groundwork for the eugenics movement (Wade, 

2002). However, the roots of this stigma stretch even further. Langdon Down's 1614 

classification marked one of the first scientific attempts to study disability empirically. 

However, it also reinforced medieval biases that associated disabilities with perceived 

moral shortcomings such as lust and gluttony (Goodey, 2011).   

The Eugenics Movement:1880-1940 

This movement was an attempt to breed out individuals described as "sexual 

perverts" or "habitual criminals" and were prone to sexual promiscuity and criminal 

behavior (Linton et al., 2017; Pfeiffer, 2007; Tarnai, 2006; Wade, 2002). Individuals with 
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disabilities were placed in this category as eugenicists believed they fed on society's 

resources and did not contribute in return (Linton et al., 2017). Eugenicists (members of 

the movement) would use methods such as involuntary sterilization, social exclusion, and 

segregation (Linton et al., 2017; Wade, 2002). The first sterilization law was passed in 

1907 in Indiana (Neuhaus et al., 2014; Wade, 2002). By 1930, thirty states enacted 

involuntary sterilization laws (Linton et al., 2017; Neuhaus et al., 2014; Pfeiffer. 2007; 

Wade, 2002). Between 1907 and 1957, approximately 60,000 individuals with disabilities 

underwent sterilization without their consent or knowledge. (Wade, 2002).  

The 1940’s and 1950’s 

The belief held by many that individuals with disabilities should be 

institutionalized, sterilized, and removed from the public continued into the 1940s and the 

1950s (Neuhaus et al., 2014; Wade, 2002). However, a slight shift in attitude regarding 

sterilization began during this decade due to the comparison of Nazi's version of eugenics 

and sterilization (Wade, 2002). Despite this, sterilization remained lawful until the 1970's 

(Pfeiffer, 2007; Wade, 2002).  

Individuals with disabilities continued to live in institutions during the 1940's. 

The intent was to help 'care' for individuals who could not be cared for in their homes 

(Kempton & Kahn, 1991; Wade, 2002; Walmsley, 2005). The living conditions were 

often inhumane and lacked privacy and support (Kempton & Kahn, 1991; Wade, 2002). 

Some institutions relied on patient labor; individuals would participate in shoe repair, 

sewing, engineering, and carpentry (Walmsley, 2005).  

In the 1950's parent advocacy was ignited (Wade, 2002). Parents began to 

demand research and services for their children. The "Aid to the Permanently and Totally 
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Disabled" was added to the Social Security Administration's existing programs and was 

signed into law in 1956 (Neuhaus et al., 2014). The addition allowed some progress, 

tolerating the idea of sexual activities while still emphasizing that heterosexual 

communications would be deemed punishable (Tarnai, 2006).  

The 1960’s 

The normalization movement initiated the process of deinstitutionalization 

(Tarnai, 2006; Wade, 2002). Authorities relocated individuals from institutions to smaller 

group living arrangements within the community (Wade, 2002). Additionally, the 

normalization movement promoted social skills training for individuals with disabilities 

and emphasized masturbation as a means of sexual release (Tarnai, 2006). In the 1960s, 

civil rights activists advocating for sexual freedoms spearheaded the sexual revolution. 

However, these freedoms were limited to specific populations, and complete acceptance 

was still elusive (Tarnai, 2006; Wade, 2002). 

The 1970’s 

The sexual revolution continued into the 1970s, and people began to accept that 

individuals with disabilities were sexual beings and needed help to express their sexual 

behaviors (Tarnai, 2006; Wade, 2002). Sexual health curricula and materials started 

developing to aid individuals' education. Resources were also developed for parents and 

families of individuals with disabilities to reduce their anxieties regarding their child's 

sexuality (Tarnai, 2006).  

Society enacted legislation to promote the inclusion of individuals with 

disabilities. The Rehabilitation Act of 1973 was passed and was the first time individuals 

with disabilities were entitled to equal access to all federally funded programs (Neuhaus 
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et al., 2014; Wade, 2002). Following this, Congress passed the Education for All 

Handicapped Children Act (now known as the Individuals with Disabilities Act [IDEA]) 

in 1975. The law requires schools to provide all children with free and appropriate public 

education (Neuhaus et al., 2014; Wade, 2002).  

The 1980’s 

While there were significant gains in inclusivity in the 1970s, sexual exploitation 

and victimization of individuals with disabilities still occur (Linton et al., 2017; Neuhaus 

et al., 2014; Wade, 2002). When individuals with disabilities moved to smaller 

community-based homes, the concern of safety was still present, and the universal fear 

that individuals would not be able to protect themselves remained. Individuals with 

disabilities were at least twice as likely to be sexually abused as individuals without 

disabilities (Linton et al., 2017; Wade, 2002). The high abuse rates led to the continued 

development of sexual health curricula and programs to teach individuals strategies and 

skills to reduce the risk of assault and sexual abuse (Garwood & McCabe, 2000; Linton et 

al., 2017; Tarnai, 2006; Wade, 2002). Focus areas included learning preventative 

language such as 'no,' identifying appropriate and inappropriate sexual behavior, and how 

to report sexual abuse and assault (Garwood & McCabe, 2000).  

The 1990’s 

The Americans with Disabilities Act (ADA), passed in 1990, supports including 

individuals with disabilities in employment, education, and public places. (Linton et al., 

2017; Wade, 2002). While public schools accepted children with disabilities alongside 

individuals without disabilities, there remained a lack of sexual health education that 

addressed the needs of students with disabilities (Linton et al., 2017). The search for 
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more suitable interventions for sexual behaviors and self-regulation persisted (Tarnai, 

2006). 

The 2000’s 

The quality of life for individuals with disabilities improved through the 2000's 

(Linton et al., 2017; Tarnai, 2006; Wade, 2002). The exploitation of individuals with 

disabilities over medication, restraint, denial of health care, and institutionalization was 

reduced (Linton et al., 2017; Mitchell & Buchele-Ash, 2000; Wade, 2000). Masturbation 

has become the most important topic regarding sexual health, and the emphasis on 

appropriate curriculums to educate individuals on this continues (Tarnai, 2006). Sexual 

abuse prevention is also important as individuals with disabilities are at high risk for 

maltreatment (Mitchell & Buchele-Ash, 2000). 

Table 2.1 summarizes the perceptions of researchers and providers concerning the 

sexual expression of individuals with disabilities from the 1880s to the 2000s (Tarnai, 

2006). 

Table 2.1:  
History of Perceptions of Sexual Expression for Individuals with Disabilities 
 

Time Researcher/provider perceptions concerning sexual 

expression of 

individuals with a disability 

1880-1940 The eugenics movement- individuals with intellectual 

disabilities were doomed to become sensualists and 

criminals. 

 

1940/1950 Punishments with any heterosexual communication. 

Some behaviors labeled as “inappropriate” were tolerated 

as unusual but considered characteristic for population. 
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1960’s Deinstitutionalization and training in social skills. 

Masturbation is viewed as an important means to sexual 

release. 

 

1970’s Individuals with a disability were accepted as sexual 

beings and awareness to express their sexual impulses 

appropriately, safely, and enjoyably were designed. A 

focus was on educating families to reduce anxiety over 

their disabled child’s sexuality.  

 

1980’s Abuse prevention and a sense of ownership over one’s 

body.  

 

1990’s In search of more humane interventions for inappropriate 

autoerotic behaviors and an emphasis on self-regulation. 

2000’s Masturbation is of highest importance.  

 

Sexual Activity and Knowledge in Individuals with a Disability 

Adolescents with disabilities often engage in sexual relationships without the 

appropriate knowledge and skills to keep them safe, healthy, and satisfied (Gil-Lario et 

al., 2018). While functional limitations and social barriers may impede their sexual 

development, both intentional and unintentional, opportunities for adolescents with 

disabilities to develop into sexually expressive and fulfilled persons exist (Murphy & 

Young, 2005). A 2018 study by Gil-Lario and colleagues examined sexual activity 

among adults with disabilities. Results showed that 84.2% of participants had engaged in 

sexual relationships. Of those sexually active, 80.3% had participated in oral sex, 84.4% 

in vaginal sex, and 8.6% in anal sex. However, only 41.4% reported satisfaction with 
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their overall sexual experiences (Gil-Lario et al., 2018). Additional studies reveal high 

rates of sexual activity among young people with mild to moderate disabilities. Baines et 

al. (2018) found that by ages 19-20, most individuals in this group had sexual intercourse. 

In their sample, 75% of males and 72% of females with disabilities had experienced sex. 

However, 58% of males and 59% of females also reported unsafe practices such as 

unprotected sex (Baines et al., 2018).  

While research shows people with disabilities are physically capable of sex and 

intimate relationships, findings suggest many lack knowledge and skills for safe and 

fulfilling sexuality. According to a 2020 literature review, common gaps in sexual 

knowledge among those with disabilities include reproductive health, prevention of 

abuse, and development of healthy relationships (East & Orchard, 2020). These findings 

indicate a need for sex education before these individuals are sexually active to have the 

knowledge, cognition, and skills needed to make safe decisions that positively affect their 

sexual health (Schaafsma et al., 2014). 

The 7 Dimensions of Sexuality and Disability 

Literature has identified seven dimensions of sexuality concepts for individuals 

with disabilities. These dimensions are (1) masturbation, (2) sexual intercourse, (3) 

contraception and STDs, (4) pregnancy, (5) menstruation, (6) sexual abuse, and (7) 

consent. Within each of these domains, researchers have collected stories on the lived 

experiences of individuals with disabilities.  

Masturbation. Masturbation is a common sexual behavior among individuals 

with disabilities across all age groups. Tissot (2009) shares an authentic account from a 

parent about their 11-year-old son with a disability:  
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Jason had just turned 11 when staff noticed increased attempts to masturbate. This 

occurred throughout the school day (in both structured and unstructured activities) 

and was to the point where he became aggressive if he was not allowed to 

continue this activity... After his last home visit, his father mentioned his concerns 

about the increase in Jason's attempts to masturbate. (pp. 558-559) 

Research confirms that masturbation is the most frequently reported sexual practice 

among those with disabilities (Gil-Llario et al., 2018). The pleasurable sensations 

reinforce the self-stimulating behavior. Once the individual discovers this gratification, 

they will likely continue masturbating regardless of their environment (Tissot, 2009).   

However, some individuals with disabilities may not comprehend what 

masturbation is or when it is suitable to engage. Studies reveal that many lack basic 

knowledge about the behavior. Garwood and McCabe (2000) found that those with mild 

to moderate disabilities were unsure if masturbation was appropriate or acceptable. Isler 

et al. (2009) reported that only 15.8% of males in their sample understood masturbation 

required an erect penis, while 34.2% knew it involved using one's hand to elicit 

satisfaction. 21.1% had no masturbation awareness whatsoever. There is an absence of 

research examining female masturbation knowledge and experiences. Additionally, there 

is little guidance for both males and females regarding safe and healthy masturbation 

practices (Eastgate, 2008).  

Sexual Intercourse. Individuals with disabilities have limited or inaccurate 

knowledge about sexual intercourse. Eastgate et al. (2011) captured an authentic 

perspective from a participant regarding their understanding of sex: 
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When you haven't got any clothes on, and the person lies on top of you.... In a 

girl, I think that every couple months or something there is an egg release... and 

the guy's sperm basically goes up them into the girl's eggs and basically makes a 

baby...the guy ejaculates his semen into the girl's vagina [sex is] basically from 

head to toe like with your lips, your breasts, your vagina. (p. 227) 

This quote from an individual aged 20-49 reflects common gaps in comprehension of 

reproductive anatomy and physiology among those with disabilities.  

Further studies confirm high rates of sexual activity yet inadequate knowledge. 

Baines et al. (2018) found that 75% of males and 72% of females with disabilities in their 

sample had engaged in intercourse, but 58% of males and 59% of females reported 

unprotected sex. Gil-Llario et al. (2018) examined specific sexual practices, finding that 

84.2% of their sample had sexual relationships. Of those active, 80.3% have had oral sex, 

84.4% vaginal sex, and 8.6% anal sex. However, only 41.4% felt satisfied with their 

experiences—knowledge gaps coupled with minimal sex education place many at risk for 

unsafe practices and dissatisfaction.  

Contraception and STDs. Knowledge gaps surrounding contraception and 

sexually transmitted infections (STIs) place many individuals with disabilities at risk for 

unsafe sexual practices. An account from Eastgate (2008) illustrates this vulnerability:   

Rachel, 26, has a mild disability and a mental illness. She has a boyfriend but 

recently had a fight with him and went home from a bar with another man. She 

admits that she had sex with this man, partly to annoy her boyfriend. She doesn't 

think he used a condom. (p. 257) 
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Studies confirm that experiences like Rachel's are widespread. Baines et al. (2018) found 

that adolescents with disabilities had higher rates of unprotected sex than peers. 

Regarding STIs specifically, Garwood & McCabe (2000) reported that a group of males 

with disabilities demonstrated no comprehension of sexually transmitted diseases, with 

some guessing causes like sneezing or kissing. Regarding contraception, Gil-Llario et al. 

(2018) found that only 53.8% of their disabled sample understood and used condoms. 

Barriers contributing to insufficient pregnancy and disease prevention include: (1) 

difficulty communicating needs for reproductive healthcare, (2) limited access to sexual 

health services and information, and (3) lack of education among caregivers about sexual 

health needs (Eastgate, 2008, Eastgate, 2011, Gil-Llario et al., 2018, Wenger et al., 

2015). 

Women with Disabilities Involvement in Contraceptive Methods. For women 

with disabilities, ineffective communication profoundly impacts contraceptive use. 

McCarthy (2008) shared a transcript between a disabled woman and her doctor, 

excluding her from the contraceptive discussion. 

Interviewer: Do they ever ask you any questions? 

           Participant 1: No 

            Interviewer: Do you ever ask them any questions? 

           Participant 1: No 

           Interviewer: Does your care provider ask questions? 

           Participant 1: No 

            Interviewer: Do they speak to you? 

           Participant 1: No 
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            Interviewer: Do they speak with your care provider? 

           Participant 1: Yeah, they do 

           (p. 366) 

They excluded the woman from deciding on using or refusing any contraceptive method. 

This practice is common, and contraception is widely prescribed with little knowledge of 

the thoughts, wants, and needs of women with a disability (McCarthy, 2008). 

Pregnancy. Individuals with disabilities face unique challenges and gaps in 

knowledge surrounding pregnancy and reproduction. Women with disabilities, in 

particular, deal with restrictive attitudes about their capabilities as parents and control 

over their bodies (Mayes et al., 2006). A case study from Mayes et al. (2006) provides 

insight into the vulnerability of pregnant women with disabilities: 

I was cranky about being pregnant, all this I have to go through now. I was angry 

at him... He told me, 'Don't tell no one.' I thought I can trust him and he said, 

'Don't tell your mum, don't tell your friends all this'. He's in big trouble. He knows 

he's in big trouble. (p. 127) 

This account reflects how women with disabilities often lack reproductive autonomy and 

support. Prevailing attitudes paint them as unfit parents, leading to less control over their 

bodies versus non-disabled women (Mayes et al., 2006). Men with disabilities also deal 

with assumptions that they cannot handle fatherhood. Garwood & McCabe (2000) found 

that none of their male participants understood how pregnancy occurs, except it involves 

a penis. Beyond knowledge gaps, women with disabilities see high rates of rapid repeat 

pregnancies. Brown et al. (2018) found that 49% of rapid repeat pregnancies among 

disabled women ended in induced abortion versus 59% for non-disabled women.   
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Menstruation. Menstruation is a natural biological process that can present 

unique challenges for women and girls with disabilities. This population faces significant 

knowledge, resources, and support gaps around menstrual health and hygiene (Clark & 

O'Toole, 2007; Eastgate, 2008). The experiences of menstruating women with disabilities 

are further affected by negative societal attitudes and limited reproductive autonomy 

(Eastgate, 2008; Kaplan, 2006). Menstruation involves physical changes that women with 

disabilities may not fully comprehend or be able to communicate about effectively (Clark 

& O'Toole, 2007). A case study from Eastgate (2008) provides insight into problematic 

attitudes some disabled women face regarding periods:  

Case study: Laura, 19, has a moderate intellectual disability. She presents with her 

mother, who wants her to have a hysterectomy. Her mother says that Laura makes 

a mess with her pads at period time, and she worries about sexual abuse resulting 

in pregnancy. (p. 258) 

This account presents the perspective that periods are an inconvenience that medical 

professionals should eliminate. In the past, sterilization and hysterectomy of disabled 

women were commonplace to stop menstruation (Eastgate, 2008). Though no longer 

widely practiced, the perspective that periods are a nuisance requiring surgery is 

unethical and dehumanizing (Eastgate, 2008).  

Sexual Abuse. Individuals with disabilities are at greater risk of sexual abuse than 

individuals without disabilities. This risk is due to their limited knowledge of sexual 

health topics (Ager & Littler, 1998; Eastgate et al., 2011; McDaniels & Fleming, 2016; 

McEachern, 2012). The US Department of Health and Human Services defines sexual 

abuse as: 
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A type of maltreatment that refers to the involvement of the child in sexual 

activity to provide sexual gratification or financial benefit to the perpetrator, 

including contacts for sexual purposes, molestation, statutory rape, prostitution, 

pornography, exposure, incest, or other sexually exploitative activities. (US 

Department of Health and Human  

Services, 2010) 

Individuals with disabilities often experience some form of sexual assault but do not 

know how to report it, resulting in trauma for years (McEachern, 2012).  

The following two stories are adapted from Eastgate et al. (2011) and describe 

two cases of sexual abuse among individuals with disabilities: 

[My grandfather] touched my breasts, he touched my vagina. . . Mr. J used to 

touch me all the time. (Eastgate et al., 2011, p. 228). 

At school when I was 15… I got raped… by… another student. I… kept saying 

no. (Eastgate et al., 2011, p. 228). 

Sexual abuse prevention must begin early for individuals with disabilities to proactively 

instill knowledge and skill within these individuals (Eastgate et al., 2011). Parents, 

educators, and caretakers need to be aware and have conversations with the students and 

address their sexual development (McEachern, 2012). The understanding of consent 

cannot be instituted as a generic skill and needs to be reevaluated often to promote a 

student's safety (Kramers-Olen, 2017).  

Consent. Determining the capacity to consent to sexual relationships for 

individuals with disabilities is a complex issue that requires careful consideration. The 

legislation aims to protect the rights and dignity of those with disabilities while 



 34 

safeguarding them from exploitation and harm (Kramer-Olen, 2016). However, several 

vital concerns arise when addressing this in policy and practice (Kramer-Olen, 2016). 

First, is it appropriate for healthcare providers to intervene regarding the sexual decisions 

of their patients with disabilities? Second, should counselors formally assess their 

disabled clients' ability to consent to sex? Third, how would one determine if an 

individual has a "diminished ability to consent"? Fourth, what are the long-term 

implications of labeling someone unable to consent? Fifth, should any evaluation of 

consent capacity involve the individual with disabilities and their partner? (Kramer0Olen, 

2016). 

Universal law continues to grapple with outlining the capacity to consent for 

sexual activity among those with disabilities (Kramers-Olen, 2017). However, literature 

compares sexual and medical situations when gauging disabled individuals' sexual 

consent capacity (Eastgate, 2008; Eastgate, 2011; Clark & O'Toole, 2007; Tarnai, 2006). 

The implication is that those with disabilities must understand sexual intercourse, 

behaviors, pregnancy risks, and sexually transmitted infections to consent to sex 

(Eastgate, 2008).   

LGTBQ+, Sexuality and Disability 

Limited research exists exploring the sexuality and gender identity of LGBTQ+ 

youth with disabilities (Toft et al., 2019). The few conducted studies are damaging (Toft 

et al., 2019), as they inappropriately compare the sexual behaviors of individuals with 

disabilities to their typically developing LGBTQ+ peers (Cheng & Udry, 2002). Further, 

some problematic studies have gone so far as to label specific disabled groups as sexually 

'weird' or 'abnormal' (Hellemans et al., 2010; Toft et al., 2019). This denies the ability of 
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individuals with disabilities to have their sexuality and gender identity validated (Toft et 

al., 2019).  

Societal perceptions and stereotypes have also influenced the lack of support for 

individuals with disabilities within the LGBTQ+ community (Abbott & Howarth, 2007; 

Cheng & Udry, 2002; Franklin & Smeaton, 2017; Toft et al., 2019). According to a study 

by Franklin and Smeaton (2017), many LGBTQ+ spaces and organizations do not 

consider the needs of people with disabilities. The lack of support in helping individuals 

with disabilities safely and positively explore their sexuality and gender identity can 

increase the risk of falling victim to sexual violence and exploitation (Franklin & 

Langley, 2019; Toft et al., 2019). In the school setting, students with disabilities who 

identify as LGBTQ+ face homophobia, heterosexism, and ableism (Duke, 2011). A study 

by Duke (2011) found that these students reported experiencing bullying and harassment 

at school related to their disability status and sexual orientation/gender identity. As a 

result, these individuals are not adequately prepared for adult life nor provided the skills 

necessary to live independently (Franklin & Langley, 2019). 

Identity construction is vital during adolescence (Toft et al., 2019). For 

individuals with disabilities, sexuality is often prioritized over disability when 

constructing their identity (Toft et al., 2019). A study by Chappell (2014) found that 

disability is often not discussed with sexual identity unless directly prompted during 

interviews. Participants discussed love and relationships more readily when addressing 

gender and culture (Chappell, 2014). (Chappell, 2014).  
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Identified Barriers for Accessing Sexual Health Supports for Individuals with 

Disabilities 

All human beings have the right to experience sexuality in healthy, satisfying 

ways (Murphy & Young, 2005; Schaafsma et al., 2013; Thompson et al., 2014). 

However, individuals with disabilities face multiple barriers that interfere with being 

provided support to participate in safe and positive sexual experiences. There are three 

barrier categories that individuals with disabilities face: (1) attitudes and perceptions, (2) 

administration, and (3) experiences (Jose, 2017; Kahonde et al., 2019; Kramers-Olen, 

2017; Pebdani, 2016; Schaafsma et al., 2014 Thompson et al., 2014). These barriers 

negatively impact the ability of individuals with disabilities to experience safe, 

consensual, and fulfilling sexual lives. 

Attitudes and Perceptions 

One significant barrier comes from the attitudes and perceptions of family 

members, teachers, caregivers, and society. Research shows that these attitudes 

significantly obstruct sexual health education and support for individuals with disabilities 

(Jose, 2017; Kahonde et al., 2019; Pebdani, 2016; Schaafsma et al., 2014; Thompson et 

al., 2014). One problematic perception is the belief that individuals with disabilities are 

not sexual beings and do not have sexual desires or needs (Kahonde et al., 2019; 

Kramers-Olen, 2017; Schaafsma et al., 2014). For example, a high school special 

education teacher survey found that 59% believed their students with disabilities were not 

sexually active (Schaafsma et al., 2014). This asexual stereotyping means that many 

caregivers see no need to provide sex education.  
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Another barrier comes from the fear that any sexual health education will lead to 

increased sexual activity or other dangerous behaviors among individuals with disabilities 

(Schaafsma et al., 2014). However, research shows comprehensive sex education leads to 

healthier sexual decision-making, not riskier behavior (Advocates for Youth, 2022). Lack 

of education puts individuals at greater risk. While these attitudes are common, some 

research provides hope for change. One study found that female educators are more 

optimistic about providing sex education to students with disabilities (Pebdani, 2016). 

The identified optimism indicates opportunities to shift perceptions through education 

and training. 

Administration 

In addition to attitude and perception barriers, there are several administrative 

roadblocks to providing sexual health education and support for individuals with 

disabilities. One major issue is the lack of funding allocated to this area (Thompson et al., 

2014). With limited budgets, disability services, and schools often do not prioritize sexual 

health. There is also a lack of policies and requirements mandating that individuals with 

disabilities receive comprehensive sex education and access to sexual health services 

(Jose, 2017; Schaafsma et al., 2014). For example, US federal law does not currently 

require adapted sex education for students with disabilities (National Council on 

Disability, 2019). Other administrative barriers include a lack of curricula, resources, and 

assessment tools for teaching sexual health skills to individuals with disabilities 

(Thompson et al., 2014). Educators report needing specialized materials and training to 

deliver sensitive information in an accessible, developmentally appropriate manner 
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(Schaafsma et al., 2014). There is also limited collaboration across health care, schools, 

and disability services to provide coordinated support. 

Experiences 

Finally, the past experiences of individuals with disabilities can create barriers to 

accessing information and services related to sexuality. Often, sexual health is not made 

an ongoing priority across their lifespan (Thompson et al., 2014). The information 

provided is only reactively versus proactively. A lack of privacy and excessive 

protectiveness also prevents open discussion about sexuality (Pebdani, 2016; Thompson 

et al., 2014). For example, research shows that parents of children with disabilities are 

less likely to discuss sex-related topics than parents of typically developing children 

(Pownall et al., 2012). Overprotective attitudes coupled with embarrassment make it 

difficult for open dialogue and education. 

Summary 

Individuals with disabilities face unique challenges in developing sexuality and 

sexual identity. Physical limitations and social barriers can impede sexual development, 

though opportunities exist for sexual fulfillment. Many engage in sexual activity but lack 

knowledge of safe practices—for example, high rates of unprotected sex and limited 

understanding of reproduction. Historical bias paints disabled people asexual or 

hypersexual, leading to restrictive attitudes. Key sexuality issues include masturbation, 

intercourse, contraception, pregnancy, menstruation, abuse, and consent capacity. People 

with disabilities are vulnerable to sexual violence due to minimal education. 

Comprehensive sex education is needed to impart knowledge and skills before 

individuals are sexually active. However, attitudinal, administrative, and experiential 
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barriers obstruct access to support. Society must overcome stigma and provide 

developmentally appropriate education for safe, consensual, and satisfying experiences.  

Sexual Health Education and Intellectual Disability 

Intellectual disability refers to an individual's cognitive functioning level 

(McDaniels & Fleming, 2016; Schalock et al., 2010, & Shree & Shukla, 2016). The 

definition has been revised based on evolving understanding and societal forces (Shree & 

Shukla, 2016). A widely accepted definition of intellectual disability comes from the 

AAIDD (Shree & Shuka, 2016): "Intellectual disability (is) characterized by significant 

limitations both in intellectual functioning and in adaptive behavior as expressed in 

conceptual, social, and practical adaptive skills. This disability originates before age 18" 

(AAIDD [AAMR], 2002, p.1). The following five assumptions are essential to the 

application of the definition of intellectual disability:           

(1) Limitations in present functioning must be considered within the context 

of community environments typical of the individual's age, peers, and culture. 

 (2) Valid assessment considers cultural and linguistic diversity as well as  

differences in communication, sensory, motor, and behavioral factors. 

 (3) Within an individual, limitations often coexist with strengths. 

 (4) An important purpose of describing limitations is to develop a profile of  

needed supports. 

(5) With appropriate personalized support over a sustained period, the life 

functioning of the person with intellectual disability generally will improve. 

(Schalock et al., 2010, p.1) 
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Research shows that individuals with intellectual disabilities typically have a 

lower sexual understanding than peers (Kramers-Olen, 2017). They often lack sexual 

health education, complete contraceptive choices, and health screenings (Eastgate, 2008). 

Their limited knowledge also increases abuse risk (McDaniels & Fleming, 2016). 

However, with proper support and education tailored to their needs, those with 

intellectual disabilities can have safe, healthy relationships (Eastgate, 2008). 

Curriculums for Individuals with Intellectual Disabilities 

Blanchett and Wolfe (2002) are among the few researchers investigating current 

sexual health curricula for individuals with intellectual disabilities and their effects on 

sexual health for individuals with moderate and severe disabilities. The authors have 

identified twelve curricula used to teach sexual health topics to individuals with 

intellectual disabilities. Table 2.2 outlines the twelve sexual health curricula intended for 

individuals with intellectual disabilities and provides the publisher and year of 

publication. 

Table 2.2: 

Sexual Health Curriculum for Individuals with Disabilities 

Curriculum Title Publication 

Date 

Circles I: Intimacy and Relationships; Circles II: Stop the Abuse and 

 Circles III; AIDS: Safer Ways 

      1993 

It takes Two: Pregnancy Prevention                                                        1997 

Life Horizons I: The Physiological and Emotional Aspects of being 

Male  

      1988 
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 and Female: Sex Education for Persons with Special Needs and II: The   

 Moral, Social, and Legal Aspects of Sexuality: Sex Education for 

Persons with Special Needs 

Life Planning Education: A Youth Development Program 1995 

No-Go-Tell 1991 

Project Action Curriculum: Sexual Assault Awareness for People with   

 Disabilities 

1991 

Reducing the Risk: Building Skills to Prevent Pregnancy, STD, and 

HIV 

1996 

Sexuality and Relationships: Choosing Health 1997 

Streetwise to Sexwise: Sexuality Education for High-Risk Youth 1993 

The Comprehensive Health Education for the Middle Grades: Puberty 

and Reproduction 

1996 

The Family Education Program: A Curriculum and Training Manual 

for Teaching Sexuality, Self-Esteem, and Abuse Prevention to Students 

with Developmental and Learning Disabilities 

 1990 

The new Positive Images; Teaching Abstinence, Contraception, and       

Sexual Health 

1995 

Adapted from Blanchett & Wolfe, 2002 

Social Media 

Social media platforms such as Facebook, Twitter, Instagram, TikTok, and 

YouTube have become significant sources of information and social connections for 

many people with intellectual disabilities (Jahoda & Pownall, 2014). However, social 
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media poses several risks and challenges for this population regarding sexual health 

education. First, individuals with intellectual disabilities may have difficulty accessing 

accurate and appropriate sexual health information online (Jahoda & Pownall, 2014). 

They may lack the digital literacy skills to discern trustworthy sources or the reading 

comprehension to understand complex health information on websites or social media 

(O'Callaghan & Murphy, 2007). This lack of skills could lead to the acquisition of 

misleading or harmful misinformation about topics like safe sex, consent, and healthy 

relationships. 

Additionally, the lack of supervision and support from educators on social media 

means there are limited opportunities to ask questions, clarify information, and receive 

guidance (Jahoda & Pownall, 2014). Without this scaffolding, individuals with 

intellectual disabilities may not fully grasp important sexual health concepts encountered 

online. There is also a greater risk of exploitation from online predators without proper 

monitoring (Jahoda & Pownall, 2014). Finally, social media algorithms can create "filter 

bubbles" that exclude diverse sexual health perspectives and information (O'Callaghan & 

Murphy, 2007, p. 203). This further limits access to comprehensive sex education 

covering LGBTQ+ relationships, gender identity, and disability-specific concerns. More 

tailored oversight and curation of social media content may be needed to provide 

inclusive sex education for this population (O'Callaghan & Murphy, 2007). 

The Need for an Appropriate Curriculum 

Individuals with intellectual disabilities may be unaware of changes in their 

physical body. If they are aware of the physical changes, there may be challenges in 

communicating these changes to important people in their lives (Clark & O'Toole, 2007). 
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Individuals with intellectual disabilities often identify as children and are often treated 

like children by caregivers/family members, which can impact the formation of age-

appropriate social interactions (Weller, 2014). An increase in independence in the 

community is often determined by the individual's social skill level, including the ability 

to safely interact with strangers, obtain necessary information from others, and participate 

in community activities. Social development happens over an individual's teenage years, 

and the focus cannot be limited to only transition planning (McDaniels & Fleming, 

2018).  

When a person lacks the proper knowledge, cognition, or skills, problems may 

arise that harm his or her sexual health (Schaafsma et al., 2014). According to a study by 

Jahoda and Pownall (2014), many adolescents and adults with intellectual disabilities 

have significant gaps in their knowledge about sex and relationships. Common gaps 

include limited understanding of public vs. private behaviors, inappropriate touching, and 

legal consequences of sexual behaviors. Individuals are at greater risk for sexual abuse, 

unplanned pregnancy, and STIs (Jahoda & Pownall, 2014).   

Research shows that comprehensive sex education improves knowledge and skills 

for individuals with intellectual disabilities (Kijak, 2013). Critical components of an 

effective curriculum include teaching about puberty, hygiene, privacy, anatomy, 

reproduction, contraception, healthy relationships, consent, and safety planning. 

Curriculum and instruction should be tailored to learning abilities, using visual aids, 

roleplaying, and repetition (Gomez, 2012). Collaborating with families ensures 

consistency between school and home. Ongoing assessment allows adapting education as 

students gain skills and understanding over time (Kijak, 2013). Comprehensive sex 
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education empowers individuals to make healthy choices and advocate for themselves 

(Jahoda & Pownall, 2014; Kijak, 2013).  

More specifically, sex education programs should teach individuals with 

intellectual disabilities about bodily changes during puberty, personal hygiene, privacy 

rules, human reproductive anatomy, conception and birth, contraception, developing 

healthy romantic relationships, showing affection appropriately, recognizing and 

reporting abuse, and saying no to unwanted touch (Kijak, 2013). Programs must use 

concrete examples, visual aids like pictures and videos, roleplaying, and repetition to 

enhance understanding and retention (Gomez, 2012). Curriculums should also promote 

self-esteem, self-advocacy, and self-determination skills. Assessing knowledge gaps 

allows for adapting instruction to evolving needs and abilities (Kijak, 2013). Close 

collaboration with families and caregivers ensures consistency between school and home 

settings. Comprehensive sex education tailored to the needs of individuals with 

intellectual disabilities allows them to make healthy choices and have greater control over 

their sexual health (Gomez, 2012; Jahoda & Pownall, 2014; Kijak, 2013).  

LGBTQ+ and Intellectual Disability 

Many LGBTQ+ individuals with intellectual disabilities face additional barriers 

and exclusion regarding relationships, sexuality, and sexual health education (Duke, 

2011). Heteronormative assumptions often permeate programs, leading to a lack of 

relevant information on LGBTQ+ identities and relationships (Blyth & Carson, 2007). 

For example, a study found no sex education curricula for people with intellectual 

disabilities addressed same-sex relationships or diverse gender identities (Schaafsma et 

al., 2017). This lack of inclusion stems in part from stigma and misconceptions that 



 45 

teaching LGBTQ+ topics will somehow be "unethical" or "irresponsible" for this 

population (Duke, 2011; Blyth & Carson, 2007). However, research shows LGBTQ+ 

individuals with disabilities benefit greatly from affirmative information tailored to their 

needs and experiences. According to one study, LGBTQ+ youth with intellectual 

disabilities reported wanting more education about LGBTQ+ relationships, sexual 

orientation, and protection from discrimination (Duke, 2011).  

Excluding LGBTQ+ issues in sex education can have serious consequences. For 

example, LGBTQ+ individuals with disabilities experience higher rates of sexual 

victimization and STIs partially due to inadequate knowledge of safety, rights, and health 

resources (Schaafsma et al., 2017). They may also struggle with identity formation, self-

esteem, and finding LGBTQ+ community connections without explicit support (Abbott 

& Howarth, 2007). To better serve LGBTQ+ individuals with intellectual disabilities, 

specialized curricula and materials must provide "accessible, queer-informed sex 

education" (Abbott & Howarth, 2007). Topics should include sexual orientation, gender 

identity, legal rights, building positive queer relationships, finding LGBTQ+ support 

systems, and handling discrimination (Thompson, 2007). Delivering this education 

requires competent instructors, an affirming environment, and centering LGBTQ+ voices 

in planning (Schaafsma et al., 2017). With proper inclusion, sex education programs can 

empower LGBTQ+ individuals with disabilities to develop healthy sexuality and 

relationships. 

Assessments of Sexual Knowledge 

Many unique ways exist to assess an individual's sexual knowledge, including 

games, interviews, focus groups, and discussions. However, research studies utilize 
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standardized assessments to determine an individual's sexual knowledge. There are nine 

most frequently used assessments for identifying the sexual knowledge of individuals 

with intellectual disabilities (Kramers-Olen, 2017; Talbot & Langdon, 2006). The nine 

assessments are: (1) Bender Sexual Knowledge Questionnaire, (2) General Sexual 

Knowledge Questionnaire, (3) Socio-Sexual Knowledge and Attitudes Test, (4) Socio-

Sexual Knowledge and Attitudes Assessment Tool-Revised, (5) Sexual Knowledge, 

Experience, Feelings and Needs Scale, (6) Assessment of Sexual Knowledge, (7) Human 

Relations and Sexuality Knowledge and Awareness Assessment, (8) Assessment of 

Sexual Consent Capacity in Persons with an Disability, and (9) The Sexual Consent and 

Education Assessment.  

These assessments determine the knowledge and attitudes of individuals with 

intellectual disabilities with sexual health topics. Identifying the current knowledge and 

attitudes allows clinicians and families to determine the best way to support a person with 

a disability and provide them with appropriate instruction. 

Bender Sexual Knowledge Questionnaire 

In 1983, Michael Bender, Jeffrey Aitman, Simon Biggs, and Ursula Haug 

developed The Bender Sexual Knowledge Questionnaire (BSKQ; Bender et al.,1983; 

Kramers-Olen, 2017). Bender, Aitman, Biggs, and Haug developed this assessment as 

they believed there was a high need for assessing individuals with intellectual disabilities' 

initial knowledge of sexual health and assessing the change in their knowledge after 

participating in educational classes/interventions (Bender et al., 1983). The assessment is 

quick and easy to administer. It consists of sixty-one items under seven topics- (1) 

physiology, (2) pregnancy, (3) the sex act, (4) masturbation, (5) contraception, (6) types 



 47 

of sexuality, and (7) venereal disease Bender et al., 1983; Kramers-Olen, 2017). This 

assessment is outdated, and the topics are obsolete (Kramers-Olen, 2017; Talbot & 

Langdon, 2006).  

General Sexual Knowledge Questionnaire 

Tiffany Talbot and Peter Langdon developed the General Sexual Knowledge 

Questionnaire (GSKQ) in 2006. Talbot and Langdon revised the outdated (BSKQ) to 

include updated language and the developments of contraception. The new questionnaire 

(GSKQ) contains sixty-three items within six topics- (1) physiology, (2) sexual 

intercourse, (3) pregnancy, (4) contraception, (5) sexually transmitted diseases, and (6) 

sexuality. This assessment is used with individuals with intellectual disabilities and 

typically developing individuals (Kramers-Olen, 2017; Talbot & Langdon, 2006).  

Socio-Sexual Knowledge and Attitudes Test 

The Socio-Sexual Knowledge and Attitudes Test (SSKAT) was developed by Joel 

Wish, Katherine McCombs, and Barbara Edmonson in 1980 (Galea et al., 2004; 

Kramers-Olen, 2017; Wish et al., 1980). This assessment was normed on an 

institutionalized population in the US in the early 80s and is used to determine the 

knowledge and attitudes of individuals with intellectual disabilities. The SSKAT has 13 

sections and utilizes pictures as stimuli. This assessment has outdated pictures, and the 

values reflected do not apply to the current times (Galea et al., 2004; Kramers-Olen, 

2017).  

Socio-Sexual Knowledge and Attitudes Assessment Tool-Revised 

Dorothy Griffiths and Yona Lunsky developed the Socio-Sexual Knowledge and 

Attitudes Assessment Tool-Revised (SSKAAT-R) 2003. This assessment assesses the 
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socio-sexual knowledge and attitudes of individuals with intellectual disabilities. Both 

verbal response portions and picture-related tasks within this assessment make it difficult 

for nonverbal individuals. The SSKAAT-R includes 370 questions addressing the 

following topics: (1) anatomy, (2) women's bodies, (3) men's bodies, (4) intimacy, (5) 

pregnancy, childbirth and childrearing, (6) birth control and STDs, and (7) healthy 

boundaries. This assessment does not assess an individual's sexual history and takes a 

long time to administer (Kramers-Olen, 2017; Lunsky et al., 2007; Ward et al., 2013; 

Weller, 2014).  

Sexual Knowledge, Experience, Feelings, and Needs Scale  

Marita McCabe developed the Sexual Knowledge, Experience, Feelings, and 

Needs Scale (SexKen) in 1993. This assessment determines the knowledge, experience, 

feelings, and needs in the areas of friendship, dating and intimacy, marriage, body part 

identification, sex and sex education, menstruation, sexual interaction, contraception, 

pregnancy, abortion and childbirth, STDs, masturbation, homosexuality, and sexual 

abuse. There are four versions of this assessment- (1) SexKen-PD for individuals with 

physical disabilities, (2) SexKen-GP for typically developing individuals, (3) SexKen-C 

for caregivers, and (4) SexKen-ID for individuals with intellectual disabilities (Kramers-

Olen, 2017; McCabe, 1993; 1998; McCabe & Cummins, 1996).SexKen is criticized for 

taking over 3 hours to administer and does not rate attitudes toward sexuality (Galea et 

al., 2004; Kramers-Olen, 2017).  

Assessment of Sexual Knowledge  

Jenny Butler, Daniel Leighton, and Jennifer Galea developed the Assessment of 

Sexual Knowledge (ASK) in 2003. This instrument was developed as a response to 
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research highlighting the limited sexual knowledge and unsafe sexual experiences among 

individuals with intellectual disabilities and the limitations found in existing assessment 

tools (Galea et al., 2004; Kramers-Olen, 2017). There are four components to ASK- (1) 

knowledge, (2) attitudes, (3) quick knowledge quiz (QKQ), and (4) problematic socio-

sexual behaviors checklist (Galea et al., 2004; Leighton, 2004).  

           Knowledge. Part 1 of the ASK focuses specifically on sexual knowledge. 

There are 124 items within 15 topic areas. These areas are parts of the body, public and 

private, puberty, menstruation, menopause, masturbation, relationships, protective 

behaviors, sexuality, safer sex practices, contraception, pregnancy and birth, sexual 

health screening tests, STDs' and legal issues regarding sexuality (Galea et al., Kramers-

Olen, 2017; Leighton, 2004). 

           Attitudes. The attitudes portion of the ASK is a guided interview to 

determine the individuals' attitudes on socio-sexual issues. This scoring in this section 

avoids the notion of "correctness" (Galea et al., 2004). This portion aims to gain further 

information on how an individual understands information and the factors that influence 

the knowledge and attitudes towards sexuality (Galea et al., Kramers-Olen, 2017; 

Leighton, 2004). 

           Quick Knowledge Quiz. The QKQ is a condensed version of the 

Knowledge section in the ASK, consisting of 25 yes/no questions about sexual health 

themes. It is a valuable tool for individuals with communication difficulties and can be 

used as a pre-and post-check for sex education programs (Galea et al.,2004; Kramers-

Olen, 2017; Leighton, 2004). 
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           Problematic Socio-Sexual Behaviors Checklist. The final part of the 

ASK is the problematic socio-sexual behaviors checklist. The individual's caretaker 

completes this checklist. This checklist is a referral tool for an appropriate service or 

agency (Leighton, 2004).  

Human Relations and Sexuality Knowledge and Awareness Assessment  

Family Planning Victoria (1997, as cited in Kramers-Olen, 2017) developed the 

Human Relations and Sexuality Knowledge and Awareness Assessment for individuals 

with intellectual disabilities in Australia. The assessment covers masturbation, 

menstruation, pregnancy, public and private, and protective behavior (Kramers-Olen, 

2017). Clinicians prefer this assessment because it uses language that is not as difficult as 

the ASK and incorporates black-and-white drawings as a basis for questions (Kramers-

Olen, 2017; Thompson et al., 2016). 

Assessment of Sexual Consent Capacity in Persons with a Disability 

According to the American Medical Directors Association (2013), there are no 

universal criteria for sexual consent capacity and no validated assessment for sexual 

expression. However, researchers and clinicians have worked together to generate three 

general areas that they recommended assessing to determine an individual's capacity for 

consent. These areas are (1) knowledge, (2) reasoning, and (3) voluntariness (American 

et al., 2013; Hillman, 2017; Kramers-Olen, 2017; Lyden, 2007). Hillman (2017) also 

recommends the need for an interdisciplinary team to aid in assessing an individual.  

           Knowledge. The information assessed within the knowledge category is 

related to sexual expression, understanding of mutual consent and the right to say 'no,' 

understanding safety and the possible risks, understanding illegal sexual acts, and 
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understanding the responsibilities of pregnancy and parenting. The individual must also 

be aware of the legal age for consent to sex and that using force is illegal (American 

Medical Directors Association, 2013; Hillman, 2017; Kramers-Olen, 2017; Lyden, 

2007).  

           Reasoning. The reasoning portion is specific to making informed choices 

based on their sexual health knowledge. This section also examines the individual's 

understanding of the differences between truth and lies, verbal and non-verbal cues, and 

the ability to understand and remember events. This section also helps determine if the 

individual needs supervision/guidance (American Medical Directors Association, 2013; 

Hillman, 2017; Kramers-Olen, 2017; Lyden, 2007).  

           Voluntariness. This section determines if the individual understands their 

right to accept or refuse to engage in sexual activity. Individuals must identify the steps to 

protect themselves against abuse (American Medical Directors Association, 2013; 

Hillman, 2017; Kramers-Olen, 2017; Lyden, 2007).  

The Sexual Consent and Education Assessment 

In 1999, Carrie Kennedy developed the Sexual Consent and Education 

Assessment (SCEA). This instrument assesses individuals understanding of sexual 

behavior. This instrument also assesses the consequences of sexual behavior and the 

ability to make safe choices. The SCEA has three scales- (1) Knowledge of Human 

Sexuality (K-scale), (2) Safety Practices (S-scale), and (3) Inappropriate Sexual Behavior 

Scale (Kennedy,1999; Kramers-Olen, 2017).  
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Curriculum Development 

Curriculum is the core of education (Null, 2017) and provides meaningful 

learning experiences for students. It encompasses the knowledge, skills, and activities 

students need to learn and guides school instructional decisions (Soto, 2015). Curriculum 

development is the process of planning, implementing, and evaluating these learning 

opportunities to produce desired changes in learners (Print, 1993).  

Defining Curriculum 

Curriculum has been conceptualized and defined in numerous ways by scholars 

and practitioners over the past century. While definitions vary, most experts agree that 

curriculum guides the desired outcomes of schooling and the experiences that promote 

learning and development (Tanner & Tanner, 2007). As Glatthorn, Boschee, Whitehead, 

and Boschee (2016) comprehensively define: 

The curriculum is the plan for guiding learning in the school, usually represented 

in retrievable documents of several levels of generality, and the actualization of 

those plans in the classroom, as experienced by the learners and as recorded by an 

observer; those experiences take place in the learning environment that also 

influences what is learned. (p. 5) 

Curriculum typically includes documents that outline the objectives, content, 

methods, materials, resources, and assessments incorporated into teaching and learning 

(Kelly, 2009). Curriculum provides a structured series of intended learning outcomes and 

a blueprint for the desired skills and knowledge students will attain at each grade level 

and content area (Wiles & Bondi, 2011). It determines the opportunities for learning 
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afforded to students based on societal needs, cultural norms, educational philosophies, 

and research on best practices. 

Defining Curriculum Development 

Curriculum development is the ongoing process of revising and improving the 

educational opportunities provided to students over time (Hurlimann et al., 2013). Print 

(1993) defined it as "the process of planning, constructing, implementing and evaluating 

learning opportunities intended to produce desired changes in learners" (Print, 1993, p. 

23). Curriculum theory guides this development by providing a framework for making 

meaning of curriculum concepts, processes, uses, and assessments (Beauchamp, 1982).  

Curriculum Theory 

Curriculum theory provides the philosophical and conceptual foundations for 

curriculum development and enactment (Schiro, 2012). It reflects different ideologies, 

visions of society, and beliefs about the purposes of schooling and knowledge (Schiro, 

2012). Four major theoretical orientations have shaped curriculum discourse and practice. 

Perennialism teaches universal, enduring truths and values through a subject-centered 

curriculum, emphasizing intellectual development and academic rigor (Hutchins, 1936). 

Essentialism promotes a curriculum centered on essential subjects, knowledge, and skills, 

emphasizing intellectual growth and academic excellence (Bagley, 1934). Progressivism 

advocates a student-centered curriculum focused on real-world problem-solving, critical 

thinking, social skills, and democratic values (Dewey, 1938). Social reconstructionism 

views curriculum as a means to address social injustices and create a more equitable 

society where students analyze and solve authentic local, national, and global problems 

(Counts, 1932). These theoretical orientations provide conceptual lenses for examining 
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the curriculum development process and products, helping to surface ideological 

assumptions underlying curricular aims and content (Schiro, 2012). 

Steps in Curriculum Development 

Curriculum development is a purposeful, deliberate, and systematic process to 

design innovative educational programs and improve existing ones (Oliva & Gordon, 

2013). While models vary, common steps in curriculum development include: (1) Needs 

assessment: A needs assessment examines the knowledge, skills, attitudes, and values 

students need to develop based on input from stakeholders and analysis of student 

learning data, demographic trends, and societal demands (McNeil, 2006). This step 

ensures that the curriculum addresses authentic needs. (2) Goal setting: The curriculum 

articulates the broad learning outcomes and purposes through curriculum goals based on 

findings from needs assessments, the school's vision and mission, student profiles, and 

district, state, or national standards (Tyler, 1949). (3) Content and skill selection: The 

curriculum identifies content and skills that align with curriculum goals and standards. 

The content outlines the themes, topics, principles, concepts, and information, while the 

skills encompass the abilities that students will demonstrate (McNeil, 2006). (4) Scope 

and sequence: Scope refers to the breadth of content and skills addressed at each grade 

level. The sequence represents the order in which concepts and skills are presented over 

time (English, 2000). Scope and sequence promote appropriate vertical progression 

across grade spans. (5) Instructional methods and activities: Instructional methods consist 

of the approaches, strategies, and procedures teachers use to deliver curriculum content 

and facilitate learning and skill development (Ornstein & Hunkins, 2017). Activities 

provide opportunities to apply knowledge and practice skills. (6) Resources and 
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materials: Resources include textbooks, literature, digital media, and other instructional 

materials. Materials encompass supplies needed for hands-on learning activities. 

Resources and materials bring the curriculum to life (Wiles & Bondi, 2011; Oliva & 

Gordon, 2013). (7) Assessment plan: Assessments measure student learning outcomes 

and progress toward curriculum goals. Effective curriculum incorporates formative and 

summative assessment methods aligned to standards and objectives (Tomlinson & Moon, 

2013). (8) Alignment: Curriculum alignment entails connecting goals, content, 

instruction, and assessment within and across grade levels to form a cohesive system 

(English, 2000). Horizontal alignment refers to consistency within a grade or subject. 

Vertical alignment coordinates the curriculum across grades to facilitate developmentally 

appropriate progression (English, 2000). (9) Implementation: The Curriculum 

implementation involves implementing the curriculum plan in the classroom. It requires 

orienting stakeholders, allocating resources, integrating support systems, and delivering 

professional development (Rogers, 2003). Monitoring implementation fidelity helps 

identify gaps between the written and operational curriculum (Wiles & Bondi, 2011; 

Oliva & Gordon, 2013). (10) Stakeholder involvement: Curriculum development requires 

input from diverse stakeholders, including teachers, administrators, students, parents, 

community members, businesses, and policymakers (Ornstein & Hunkins, 2017). 

Stakeholders provide perspectives on needs, goals, content, implementation issues, and 

evaluation criteria. Involving stakeholders enhances curriculum quality and builds 

collective investment (Ornstein & Hunkins, 2017). 
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Curriculum Frameworks 

Several frameworks facilitate effective curriculum development. Curriculum 

mapping enhances collaboration and planning by documenting what is taught (Koppang, 

2004). Jacobs (1997) defined a 7-phase curriculum mapping process: (1) data collection 

on current curriculum documents, (2) first read-through of documents by committee, (3) 

mixed group review and analysis, (4) large group review and consensus building, (5) 

determine revisable points based on gaps or redundancies, (6) determine points needing 

additional research, and (7) continuous review and revision of the maps. Glass (2007) 

expanded on curriculum mapping with a Curriculum Year Overview (CYO) model. CYO 

maps out an entire academic year, highlighting assessments, skills, essential questions, 

and units (Glass, 2007; Sikora, 2018). The 12-step CYO process includes (1) making 

arrangements for the mapping process, (2) setting expectations and norms, (3) reviewing 

content standards to address, (4) sketching a high-level year-at-a-glance, (5) drafting 

monthly units and pacing, (6) addressing standards not covered in the overview, (7) 

developing guiding questions for each unit, (8) identifying skills and corresponding 

assessments for each standard/objective, (9) listing resources needed for each unit, (10) 

identifying ongoing instructional strategies used, (11) articulating mapping across grade 

levels for vertical alignment, and (12) piloting and revising the CYO document. 

The Understanding by Design (UbD) framework, or backward design, starts with 

the end goals and results and then derives curriculum and instruction to achieve those 

goals (Wiggins & McTighe, 1998). The framework aligns with Ralph Tyler's emphasis 

on considering objectives when developing instruction (Tyler, 1949). UbD involves three 

stages: (1) identify desired results by reviewing goals, content standards (local, state, 
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national), and expectations about meanings and essential questions; (2) determine 

acceptable evidence of learning through varied assessments requiring explanation, 

interpretation, application, perspective, empathy, and self-knowledge (ASCD, 2012; 

Wiggins & McTighe, 2011), (3) plan coherent learning experiences and instruction that 

allow meaning-making and transfer of learning (ASCD, 2012; Wiggins & McTighe, 

1998, 2011). 

Curriculum frameworks provide structure, but flexibility is also essential in 

development. Districts vary in their curriculum design processes based on context and 

needs (Klein, 2022). Some utilize teacher teams to develop curriculum, while others 

adopt externally developed programs (Klein, 2022). Curriculum development can focus 

on content knowledge through a subject-centered design, tailoring to interests and needs 

with a student-centered design, or driven by real-world issues through a problem-centered 

design (Null, 2017). 

Curriculum Leadership 

Curriculum leadership is a critical role in education that involves guiding 

collaborative processes for designing, implementing, and evaluating curricula to impact 

teaching and learning positively (Hall et al., 2016). Effective curriculum leadership 

requires both an understanding of curriculum models and theories as well as leadership 

skills to coordinate collective efforts. There are several critical practices of curriculum 

leadership. First, curriculum leaders promote research-based curriculum models that align 

with the school's vision, standards, and goals for student learning. They stay up to date on 

current curriculum theories and best practices through professional development. 

Curriculum leaders share this knowledge with teachers and administrators to build 
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support for curriculum initiatives (Hall et al., 2016). Second, curriculum leaders provide 

the necessary resources, training, and ongoing support for the curriculum development 

process. This includes securing funding, materials, and time for teachers to design units 

and lessons collaboratively. Curriculum leaders also lead professional development in 

curriculum mapping, design, assessment, and data analysis (Hall et al., 2016). Third, 

curriculum leaders foster teamwork, collaboration, and shared ownership of the 

curriculum among teachers, administrators, and other stakeholders. They facilitate 

processes that empower teachers to have a voice in shaping the curriculum. Curriculum 

leaders promote professional learning communities focused on curriculum 

implementation and improvement (Hall et al., 2016). Fourth, curriculum leaders 

encourage innovation in curriculum design and delivery while guiding continuous 

reflection and improvement. They help teachers adapt the curriculum to meet the 

evolving needs of diverse learners. Curriculum leaders keep processes nimble to refine 

the curriculum based on emerging student data and feedback (Hall et al., 2016). Fifth, 

curriculum leaders use assessment data and feedback to make informed decisions about 

curriculum priorities, resource allocation, and professional development needs. They 

establish systems to monitor curriculum implementation fidelity and effectiveness. This 

data identifies curriculum gaps and areas for improvement (Hall et al., 2016). 

Curriculum leadership is essential for developing a coherent vision for a 

curriculum aligned with school goals and student growth (Hall et al., 2016). Curriculum 

leaders facilitate collaborative processes to design, implement, and evaluate curriculum in 

ways that positively impact classroom instruction and student learning outcomes. Their 

leadership is critical for systemic curriculum reform and renewal (Hall et al., 2016). 
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Curriculum Development and Special Education Teachers 

There is limited research examining the role of special educators in curriculum 

development (Carter et al., 2009). However, laws such as the No Child Left Behind Act 

(NCLB, 2001), Every Student Succeeds Act (ESSA, 2015), and Individuals with 

Disabilities Education Act (IDEA, 2004) ensure that students receive the most 

appropriate education that meets their individual needs (Nilsen, 2017).  

Curriculum development literature recommends establishing a partnership 

between general and special educators to meet diverse learners' needs and promote 

successful inclusion practices (Carter et al., 2009; Nilsen, 2017; Pugach & Warger, 

1996). As Nilsen (2017) explains, "Special education and general education must, as a 

minimum, be viewed and adapted in relation to each other" (p. 207). This partnership is 

critical for ensuring the curriculum is accessible and appropriate for all students. 

Special education teachers have expertise in understanding the needs of students 

with disabilities and can provide input on how to design curriculum and instruction to 

support these students (Pugach & Warger, 1996). Their knowledge of evidence-based 

practices, assistive technology, and individualized accommodations can inform decisions 

about curriculum scope, sequence, materials, and assessment (Carter et al., 2009).  

Comprehensive Sexual Health Curriculum Development for Individuals with 

Intellectual Disabilities 

There is limited research on curriculum development specifically for sexual health 

education for individuals with intellectual disabilities (Kijak, 2013). However, experts 

emphasize the need for comprehensive sexuality education for this population, 

considering developmental needs, cultural factors, and ethical issues (Blanchett & Wolfe, 
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2002). Providing accurate information and skills helps empower individuals with 

disabilities to make informed choices and advocate for their needs (Grieveo et al., 2009). 

Guidelines for Curriculum Development for Individuals with Intellectual Disabilities 

The United Nations Educational, Scientific and Cultural Organization (UNESCO) 

has developed a comprehensive framework for sexual health curriculum development 

across three domains: (1) Provision of information: Accurate, age-appropriate 

information about human sexuality, relationships, consent, and contraception (UNESCO, 

2009). For individuals with intellectual disabilities, information should be provided in 

multiple formats at an appropriate developmental level (Schaafsma et al., 2017). (2) Skill 

development: Interpersonal skills such as communication, decision-making, 

assertiveness, and relationship skills. For individuals with intellectual disabilities, skills 

training may focus on self-advocacy, social skills, and safety skills (Schaafsma et al., 

2017). (3) Developing attitudes and values: Promoting positive attitudes towards 

sexuality, relationships, gender equality, and diversity. Curricula should affirm sexuality 

as a natural part of life and build self-esteem (UNESCO, 2009). 

Assessment as the Foundation. Conducting assessments is considered a best 

practice in developing a curriculum for individuals with intellectual disabilities 

(Schaafsma et al., 2013). Assessing students' current knowledge and skills across topics 

like anatomy, relationships, pregnancy, and contraception allows educators to tailor 

instruction to identified needs and gaps (Griffiths et al., 2008). Ongoing assessment 

enables adapting education as understanding increases. Needs assessments also clarify 

desired outcomes and curriculum priorities, centering student perspectives (Bernert & 

Ogletree, 2013). 
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Collaborative, Research-Based Approaches. While direct curriculum research 

is limited, experts recommend collaborative, research-based approaches to developing 

sexual health interventions for this population (Blanchett & Wolfe, 2002; Jahoda & 

Pownall, 2014). Key practices include grounding education in health promotion models 

and social learning theory, blending special education and clinical expertise, and 

continually evaluating program outcomes (Grieveo et al., 2009; Kijak, 2013). 

Addressing Knowledge, Skills, and Attitudes. Following UNESCO guidelines, 

comprehensive education should address knowledge, skills, and attitudes related to 

sexuality (UNESCO, 2018). Providing accurate information lays the foundation. Skill-

building focuses on communication, decision-making, self-advocacy, and healthy 

relationships. Fostering positive attitudes involves building self-esteem and overcoming 

stigma (UNESCO, 2018). 

Centering Student Voices. Curriculum development should center on the voices 

and experiences of students with disabilities (Bernert & Ogletree, 2013). Their input on 

priorities and needs ensures relevant, ethical, and empowering education. Self-advocates 

recommend focusing on relationships more than just anatomy or abuse prevention 

(Bernert & Ogletree, 2013). 

Ongoing Refinement. Experts emphasize that continued evaluation of curriculum 

outcomes is crucial for identifying practical approaches and areas for improvement 

(Kijak, 2013). The continued evaluation enables the refinement of development practices 

and content to meet learner needs best. Further, this allows for more relatable content for 

the targeted audience (Kijak, 2013).  
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Summary 

Sexual health education is essential for individuals with intellectual disabilities, 

who often have gaps in knowledge that increase their risk of abuse, pregnancy, and STIs. 

However, research on curriculum specifically for this population is limited. Assessments 

should first identify needs and developmental levels to guide curriculum design. Content 

should cover puberty, anatomy, reproduction, contraception, healthy relationships, 

consent, safety planning, and abuse prevention. Instruction should utilize visual aids, 

roleplaying, and repetition to support diverse learning needs. The curriculum should build 

skills like communication, self-advocacy, and decision-making. Collaboration between 

special education and general education teachers and input from families and self-

advocates ensures an empowering, ethical, and inclusive curriculum. Ongoing evaluation 

and adaptation based on outcomes allow for continuous improvement. In summary, a 

comprehensive, thoughtful approach to sexual health education tailored to their needs 

empowers individuals with intellectual disabilities to make healthy choices. 

Conceptual Framework 

Framework for Comprehensive Sexuality Education (UNESCO) 

The framework for comprehensive sexuality education, developed by UNESCO 

in 2010, provides guidance on key components to include when developing sex education 

programs. The framework highlights three main pillars (UNESCO, 2010): (1) Skill 

development: The skill development component focuses extensively on building skills 

students need related to sexuality and relationships. These skills include a wide range of 

social skills that students need to develop, like communication, decision-making, and 

coping with peer pressure. It also covers concrete skills to protect sexual and reproductive 
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health, which students must learn. In addition, emphasizing skills for non-violent conflict 

resolution can be applied in navigating interpersonal relationships. This pillar focuses on 

cultivating students' skills to have healthy relationships, make responsible choices, and 

protect their well-being (UNESCO, 2010). (2) Provision of information: This pillar 

focuses extensively on the content and topics covered in the curriculum. The information 

should be clear, specific, up-to-date, and relevant for students. The information must 

make explicit links to sexual and reproductive health services that are accessible. The 

curriculum should also thoroughly discuss the consequences of ignorance, prejudice, 

homophobia, and discrimination related to sexuality and relationships. These components 

ensure that students understand the impact of negative attitudes and biases. 

Comprehensive information equips students with the knowledge to make informed 

decisions about their health and relationships (UNESCO, 2010). (3) Developing attitudes 

and values: This pillar reflects the wide range of attitudes and values that foster sexuality 

education. UNESCO (2010) outlines nine key aspects: 

1. Develop positive attitudes towards sexuality, relationships, and pleasure that 

are respectful of self and others 

2. Understand the values of different ethnic, social, cultural, and religious systems 

and respect diversity 

3. Recognize and respect sexual diversity of identities, orientations, and  

expressions  

4. Ensure gender sensitive and transformative values that promote equality   

5. Recognize the right of choice and the rights of others to autonomy over their 

bodies and sexuality 
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6. Build awareness that rights carry responsibilities, and that each decision has 

consequences 

7. Develop awareness that prejudice, homophobia, discrimination, and violence 

are harmful and unacceptable 

8. Develop critical awareness about problematic media values and peer values 

9. Build awareness that sexual intimacy involves emotions and requires mutual 

care, respect, and responsibility. (p. 20-21) 

This list reflects the multidimensional attitudes and values that comprehensive sexuality 

education seeks to develop in students. It aims to build understanding, respect, equality, 

responsibility, and critical thinking related to sexuality and relationships (UNESCO, 

2010).  

Critical Disability Theory 

Critical disability theory emerged from the increased visibility and activism of 

disabled people following institutionalization. It critiques the limitations of dominant 

medical models in capturing lived experiences of disability (Goodley, 2013). Critical 

disability studies utilize disability as a lens to examine political, theoretical, and practical 

issues relevant to all (Goodley, 2011). This study will apply a critical disability lens to 

the framework for comprehensive sexuality education to understand how disability 

affects curriculum development decisions. 

Connecting the Frameworks 

This study will utilize critical disability theory while thoroughly examining each 

pillar of comprehensive sexuality education. This framework will provide extensive 

insight into how disability affects decisions at each stage of developing sexual health 
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curriculums for students with disabilities. Specifically, it will deeply explore how 

disability intersects with skill development, provision of information, and developing 

attitudes and values. The overlap of these frameworks will guide a comprehensive 

exploration of the multifaceted curriculum development process. Figure 2.3 provides a 

visual of the connected frameworks.  

Figure 2.3: 

Conceptual framework- critical disability theory and framework for comprehensive 

sexuality education. 

 

 

Summary of Chapter 2 

Chapter 2 extensively reviews literature relevant to sexual health education for 

individuals with intellectual disabilities. The chapter traces the history of sex education, 

disability rights, and societal attitudes toward sexuality and disability over time. It 

highlights significant gaps in knowledge, skills, and access to information for those with 
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intellectual disabilities that increase their vulnerability to sexual abuse, STIs, and 

unplanned pregnancy. The chapter also critically examines existing sexual health 

curricula, assessments, and supports available for this population, emphasizing the need 

for updated, comprehensive, and empowering sexuality education tailored to their needs. 

Experts summarize key recommendations, including conducting assessments to inform 

curriculum design, addressing knowledge, skills, and attitudes, and centering student 

voices. The chapter concludes by introducing the conceptual framework that will guide 

this study's exploration of the curriculum development process - the UNESCO 

framework for comprehensive sexuality education and critical disability theory. 
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Chapter 3: Methodology  

Overview 

Previous research has emphasized the lack of appropriate sexual health education 

for students with intellectual disabilities, highlighting the need for empirically validated 

curricula. The literature review revealed several barriers that limit the implementation of 

adequate sexual health education for this population, along with the consequences of 

those barriers. However, developing sexual health interventions for students with 

intellectual disabilities remains underexamined despite evidence that these individuals 

experience higher rates of abuse and exploitation (Treacy et al., 2018). While some 

studies have focused on demonstrating the sexual interests and desires of those with 

disabilities (Schwartz et al., 2019), there is a lack of qualitative research to understand the 

curriculum design process deeply. Therefore, this study utilizes a multisite case study 

methodology to provide insight into the development of sexual health curricula for 

students with disabilities. 

Given the gap in knowledge regarding curriculum creation in this field, this 

dissertation seeks to fill that void through a qualitative, constructivist, multisite case 

study of sexual health curriculums developed for those with intellectual disabilities 

within the past three years. The goal is to elucidate and highlight the process of designing 

appropriate sexual health education for this population. The components of this chapter 

are the epistemological framework, the research design, the problem statement and 

research questions, the study population, data collection methods, and data analysis 

procedures. 

Epistemology 
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This research approach is from a constructivist epistemological perspective, 

which applies to most educational learning contexts (Cobern, 1993). As the name 

implies, constructivism posits that learners actively construct knowledge as they develop 

conceptual frameworks to interpret their experiences (Cobern, 1993). More specifically, 

constructivism bases itself on the epistemological stance of fallibilism - acknowledging 

that all knowledge is inherently imperfect and limited in its ability to capture objective 

reality fully. Therefore, knowledge represents a meaningful but fallible interpretation of 

our experiences rather than an exact representation of the world (Cobern, 1993).  

According to constructivism, humans generate meaning through their interactions 

with the environment (Cobern, 1993; Crotty, 1998). Learning occurs when individuals 

make sense of their experiences (Cobern, 1993). Moreover, prior knowledge influences 

the learning process (Cobern, 1993). Constructivist research thus emphasizes negotiation 

and interpretation in the co-construction of knowledge between the researcher and 

participants (Cobern, 1993; Creswell, 2013). Through close collaboration, participants 

share their experiences, enabling the researcher to gain better insight into their 

perspectives and actions (Baxter & Jack, 2008). Following a constructivist framework, 

this study will develop an understanding of the curriculum development process by 

eliciting the stories and experiences of participants through interviews, observations, and 

document analysis. 

Qualitative Research 

This research employs a qualitative methodology, which focuses on 

understanding phenomena from the perspective of research participants (Merriam, 2009). 

In particular, qualitative research emphasizes specific contexts and individuals, using 
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words rather than numbers to convey meaning (Maxwell, 2005). The goal is to 

understand the curriculum development process used to create sexual health programs for 

students with intellectual disabilities. This involves examining how participants interpret 

their experiences, construct meaning, and make sense of the world around them 

(Merriam, 2009). Qualitative methods like interviews, observations, and document 

analysis produce data grounded in lived experiences that shed light on processes, 

meanings, and interactions (Bechky & Elsbach, 2016; Maxwell, 2005; Merriam, 2009). 

By gathering detailed accounts, qualitative researchers can uncover how social dynamics 

unfold and how individuals derive meaning (Bechky & Elsbach, 2016; Merriam, 2009). 

A key characteristic of qualitative inquiry is its inductive nature (Maxwell, 2005; 

Merriam, 2009). Researchers gather data to build concepts, theories, and hypotheses 

rather than deductively testing predetermined hypotheses (Merriam, 2009). Inductive 

analysis allows findings to emerge organically from the data without restrictions imposed 

by structured methodologies (Thomas, 2006). Qualitative findings typically come from 

themes, categories, typologies, concepts, and tentative hypotheses derived from the data 

(Merriam, 2009).  

Qualitative research is a systematic process of building knowledge about a topic 

(Merriam, 2009). It can contribute to the field, improve practice, assess value, or address 

problems (Merriam, 2009). This qualitative case study aims to provide insight into the 

process of developing sexual health curricula for students with intellectual disabilities. 

Research Design 

This qualitative study utilizes a case study design, which involves an in-depth 

description and analysis of a bounded system (Merriam, 2009). Case studies are well-
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suited for developing meaning and understanding, with the researcher as the primary 

instrument of data collection and analysis (Merriam, 2009). The result is a richly 

descriptive, illuminating, and particularistic narrative focused on a specific situation or 

phenomenon (Merriam, 2009). Case studies can uncover new meanings, confirm existing 

knowledge, and expand the reader's experience (Merriam, 2009).  

Case study methodology is commonly used in social science disciplines like 

psychology, medicine, and political science to explore the interaction of variables and 

achieve a holistic understanding of a phenomenon (Baxter & Jack, 2008; Creswell, 2013; 

Merriam, 1985; 2009; Yazan, 2015). Researchers primarily collect data through 

observations, interviews, and document analysis (Baxter & Jack, 2008; Creswell, 2013; 

Merriam, 1985; 2009; Yazan, 2015). These methods provide insight into verbal 

interactions, nonverbal behaviors, patterns of action, archival records, and artifacts 

(Wilson, 1979). 

This study utilizes a multisite case study design, which analyzes data from several 

cases rather than just one case (Merriam, 2009). Multisite case studies offer a more 

profound understanding of processes and outcomes across cases (Miles et al., 2014). 

Moreover, including multiple varied cases strengthens the validity and generalizability of 

the findings (Merriam, 2009; Miles & Huberman, 1994). This approach is ideal for the 

current research since there are no existing studies on developing sexual health curricula 

for students with disabilities. Using a multisite case study will facilitate a complex 

investigation of this phenomenon from multiple perspectives (Merriam, 2009). The cases 

will comprise the curricula developed by key stakeholders. The study will uncover 
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themes, concepts, and hypotheses related to curriculum development processes and 

outcomes through qualitative data collection and analysis. 

Purpose and Research Questions 

To better support the implementation of sexual health education for students with 

intellectual disabilities, the curriculum development process needs to be explored and 

illuminated. The story behind creating sexual health curricula for these students is 

noticeably absent in the literature. Investigating how the curriculum is developed and 

addressing the sexual health needs are required to meet the needs of students with 

intellectual disabilities. Gaining insight into curriculum developers' perceptions of this 

process may highlight necessary changes.  

This qualitative study aims to explore the development and perceptions 

surrounding sexual health curricula for students with intellectual disabilities. The 

research questions are: 

1. How do key stakeholders perceive the development and implementation of 

sexual health curricula? 

2. How do key stakeholders perceive the facilitators and barriers to developing 

and implementing sexual health curricula? 

a. What internal influences affect development and implementation? 

b. What external influences affect development and implementation? 

3. How does intersectionality affect the development and implementation of 

sexual health curricula for students with intellectual disabilities? 

Study Population 
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Participants recruited for this study were from organizations that met the 

following criteria: 

1. An organization that serves students with intellectual disabilities. 

2. An organization currently serves students aged 13-25 with intellectual 

disabilities.   

3. An organization developing a sexual health curriculum for students with 

intellectual disabilities within the past three years. 

For this study, an eligible organization is a nonprofit organization or small business that 

services students with intellectual disabilities. To aid in identifying and accessing 

potential participants, the researcher collaborated with CDN (pseudonym), a grant-funded 

organization deeply committed to providing comprehensive, inclusive, and age-

appropriate sexual education. CDN offers educational programs, workshops, resources, 

and guidance to empower individuals to make informed sexual health decisions. They 

strive to create a safe, supportive environment for learning regardless of age, race, 

gender, orientation, or socioeconomic status.  

CDN has partnered with 11 organizations over a 3-year initiative to develop 

sexual health curricula, providing financial and curriculum development support. 

Organizations are encouraged to meet regularly with CDN to discuss progress and 

overcome obstacles. The researcher identified 3 CDN partner organizations actively 

developing curricula for students with intellectual disabilities. Initial contact was made 

via recruitment emails to key informants, explaining the study's purpose and criteria for 

participation. Interested participants received the researcher's contact information. 
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Participating organizations had two individuals closely involved in developing the sexual 

health curricula that participated in the study. 

Location and Setting 

The participants in this study were key stakeholders involved in developing 

sexual health curricula within their respective organizations. For this study, eligible 

organizations included nonprofits or small businesses serving students with intellectual 

disabilities. The researcher conducted interviews via online platforms like Zoom based on 

COVID-19 safety protocols and participants' preferences. The researcher ensured privacy 

by conducting online interviews through a secure, password-protected Zoom account.  

The researcher observed curriculum planning meetings or educational sessions if 

permitted by the organization and participant. These observations provided additional 

context about the curriculum development process. The researcher utilized detailed field 

notes during observations without any identifying participant information. All interviews 

and observations were scheduled at the convenience of participants to minimize 

disruption to their regular duties. The setting and logistics aimed to build rapport and 

enable open, honest discussions about the sensitive topic of sexual health curriculum 

design. 

Sampling Design and Procedures 

This qualitative research study employed a purposeful sampling approach. 

Purposeful sampling involves selecting participants who can provide helpful insight into 

the research problem and phenomenon being studied (Creswell, 2013). This approach 

was appropriate for exploring the specific perspectives of a defined population (Palinkas 

et al., 2013). The researcher identified three eligible organizations from the list provided 
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by CDN that met the study criteria. Miles et al. (2014) note that more than 10 cases can 

become unwieldy during data analysis. Therefore, 3 cases allowed for an in-depth 

understanding of developing sexual health curricula for students with disabilities 

(Creswell, 2013). 

The participating organizations were selected based on their experience creating 

sexual health programs for students with intellectual disabilities in the past three years. 

This ensured they could provide firsthand accounts of the curriculum development 

process. The researcher recruited two key informants who directly participated in 

designing the sexual health curriculum from each organization. Based on their roles and 

engagement, these individuals were best to share insights about the process. Additionally, 

the study included two staff members from CDN to provide insight from the external 

funder side. 

Furthermore, one member from the CDN Youth Advisory Board (YAB), a 

dynamic and diverse group passionate about promoting sexual health in the disability 

community, participated in the study. Their perspectives and lived experiences as young 

people with disabilities or close connections to someone with a disability drove the vital 

work of CDN. We recruited approximately nine participants from three organizations and 

the CDN/YAB, ensuring data saturation where gathering more data would not provide 

novel information or themes (Saunders et al., 2018). The final sample offered diverse 

perspectives from multiple cases to elucidate the research problem. 

Methods of Data Collection 

The researcher's theoretical orientation determines data collection techniques, the 

problem and purpose of the study, and the sample selected (Merriam, 2009). Identifying 
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data collection techniques to support these aspects of the research plays a big part in the 

analysis process (Bernard & Ryan, 2010; Merriam, 2009). Merriam (2009) suggests three 

primary methods of data collection for a multisite qualitative case study: (1) interviews, 

(2) observations, and (3) analyzing documents. These three data collection methods will 

help the researcher "uncover meaning, develop understanding, and discover insights 

relevant to the research problem" (Merriam, 2009, p. 86).  

The researcher identified steps to guide the data collection process. First, the 

researcher analyzed relevant documents, including curriculum drafts, meeting minutes, 

and feedback forms. This analysis provided initial context about each organization's 

process. Next, the researcher conducted interviews with key stakeholders. The researcher 

interviewed two curriculum developers at each organization directly involved in creating 

the sexual health program. Additionally, the researcher completed interviews with two 

CDN staff members who provided curriculum support and one CDN Youth Advisory 

Board member.  

After the interviews, the researcher conducted observations that centered around 

the curriculum. This included observing planning meetings at the organization, meetings 

between the organizations and CDN, a CDN meeting with the Youth Advisory Board, 

and class sessions where the curriculum was delivered. The researcher took detailed field 

notes during these observations. The interviews and observations aimed to uncover 

meaning and insights relevant to the research problem (Merriam, 2009). The combination 

of document analysis, interviews, and observations provided complementary data to 

develop a holistic understanding. 
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Interviews 

Interviews are essential in gaining valuable insight from the participant when 

behavior in a particular setting cannot be observed (Merriam, 2009). The researcher will 

conduct semi-structured and unstructured interviews to collect data. Semi-structured 

interviews are flexible, usually investigating specific data required by participants, and 

they utilize an interview guide (Merriam, 2009).  

Listening is the most important skill during an interview (Seidman, 2006). 

Seidman (2006) suggests that there are at least three levels of listening: (1) listening to 

what the participant is saying, (2) listening to the "inner voice" (an unguarded and 

authentic voice; p. 78), and (3) listening while remaining aware of the process. This type 

of active listening requires the researcher to ignore the instinct to talk while being able to 

nudge when needed navigationally (Seidman, 2006). Further, active listening should be 

supported by tape-recording the session and note-taking (Merriam, 2009; Seidman, 

2006). Working notes assist researchers in concentrating on what the participant is saying 

and keeping track of the order of topics the participants bring up (Seidman, 2006).  

During the interviews, the researcher utilized an interview guide, which consisted 

of a list of questions to be asked (Merriam, 2009). The guide included specific topics that 

needed addressing and open-ended questions that allowed participants to direct and 

explore (Merriam, 2009; Seidman, 2006). 

The researcher interviewed key stakeholders within the respected organizations. 

These key stakeholders are individuals actively involved in creating a sexual health 

curriculum for students with intellectual disabilities. The researcher interviewed two key 

stakeholders within the respected organization. The researcher also interviewed two 
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curriculum support members from the CDN team who worked with the organization in 

editing and developing the curriculum. The researcher also interviewed one member of 

the Youth Advisory Board, associated with CDN, to obtain information on each respected 

organization's curriculum. The Youth Advisory Board is a diverse group of young people 

with either a disability or a close connection to someone with a disability. The Youth 

Advisor Board works alongside CDN in making sexual health education more accessible 

to youth with disabilities.  

The semi-structured interviews were audio-recorded and transcribed. Interviews 

lasted 60-90 minutes on average. Scheduling was coordinated via email to find mutually 

convenient times. Interviews took place virtually via Zoom. At the start of each 

interview, the researcher reviewed the purpose of the study, confidentiality procedures, 

and the voluntary nature of participation, obtaining verbal informed consent that was 

audio recorded. The semi-structured interview format with open-ended questions allowed 

participants to share their authentic experiences and insights on developing a sexual 

health curriculum for students with intellectual disabilities. 

Observation 

The case study protocol (Baškarada, 2014) facilitated the development of 

observation data collection instruments. According to Creswell (2013), this tool was vital 

in qualitative research. Observations involved noting phenomena in the field using the 

observer's five senses, aligning with research purposes and questions (Creswell, 2013, p. 

166). The observation instrument development process included selecting a site to 

observe, assuming an observer role, designing an observational protocol, recording 
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aspects of the physical space, reflecting on events, and having someone introduce the 

observer if they were an outsider of the setting (Creswell, 2013, pp. 167-168). 

Observations provided contextual knowledge and reference points for incidents 

and behaviors (Merriam, 2009, p. 119). They were instrumental in understanding ill-

defined phenomena (Merriam, 2009). Merriam (2009) suggested that observations were 

valuable when participants were unable or unwilling to discuss the topic under study, as 

they provided additional insights. Observations occurred in the natural setting of the 

phenomenon of interest (Merriam, 2009). The observation process incorporated informal 

interviews and conversations (Merriam, 2009). Detailed field notes were essential to form 

the analysis database (Merriam, 2009). These notes needed to be highly descriptive, 

representing what the observer saw and allowing readers to feel represented (Merriam, 

2009). Merriam (2009) provided a checklist of six elements to observe in any setting: the 

physical setting, participants, activities and interactions, conversations, subtle factors, and 

researchers' behaviors. Recording these observations in field notes facilitated the analysis 

process. Merriam (2009) recommended limiting observations to no longer than an hour 

due to the energy and concentration required. 

In this qualitative multisite case study, the researcher conducted ten observations. 

Curriculum 1 included two observations of virtual meetings between the respective 

organization and CDN. The focus was on reviewing a curriculum draft and discussing 

proposed changes. Curriculum 2 consisted of four observations, encompassing virtual 

meetings for discussions and working sessions focused on curriculum development. 

These sessions observed the application of the curriculum with teens with disabilities, 

explicitly addressing internet safety/pornography and body care lessons. Curriculum 3 
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included four observations of virtual meetings between the organization and CDN. They 

reviewed, discussed, and optimized specific curriculum content, addressed concerns, and 

outlined implementation steps. These observations provided insights into the curriculum 

development process, the decision-making conversations among key stakeholders, and 

the internal or external influences affecting the development of sexual health curriculum 

for students with intellectual disabilities. 

Document Analysis  

Interviews and observations were two qualitative strategies employed to gather 

data that directly addressed the research questions. Unlike these methods, document 

analysis did not depend on the "whims of human beings whose cooperation is essential 

for collecting good data" (Merriam, 2009, p. 139). Documents were readily available data 

sources easily accessible to the researcher (Merriam, 2009). The analysis of documents as 

a data source offered an objective perspective capable of providing descriptive 

information, generating hypotheses, creating new categories, and tracking change and 

development (Merriam, 2009). It was essential for the researcher to maintain an open 

mind in the quest for valuable documents (Merriam, 2009). 

The initial step in document analysis involved identifying pertinent data 

(Merriam, 2009). The document analysis of three different curriculums revealed a 

comprehensive understanding of their respective development processes. Curriculum 1's 

analysis included seven documents of meetings between CDN and the organization, an 

initial proposed curriculum draft, a yearly feedback form, a call for diverse co-creators 

flyer, an internal meeting minute document, and the final curriculum of five lessons. Each 

analysis provided valuable insights into the curriculum development process, the progress 
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made throughout the year, and the final product. Curriculum 2's analysis involved 

examining two documents of meetings between CDN and the organization, two sets of 

curriculum drafts, a yearly feedback form, testimonials from parents, notes from an 

internal meeting, a theory of change document, and the final product of twelve lessons. 

Lastly, Curriculum 3, five documents reflecting meetings between CDN and the 

organization, a set of curriculum drafts, a yearly feedback form, focus group data, a 

theory of change document, feedback from parents and youth, a feedback form from an 

external online curriculum developer, and the final product of four lessons were analyzed. 

Data Management  

The researcher gathered data by conducting individual interviews with each 

participant, analyzing documents, and using observational methods. Each interview was 

recorded using a digital audio recorder and subsequently transcribed by rev.com, a 

service known for professional transcription. To ensure confidentiality, the researcher 

assigned pseudonyms to each participant and used them throughout the interview and 

data analysis. 

Upon receiving it, the researcher thoroughly reviewed and proofread the transcript 

to ensure alignment with the audio. They rectified any discrepancies or errors in the 

transcript. Subsequently, the researcher dispatched a corrected copy of the transcript to 

each participant, providing them an opportunity for review. The researcher stored field 

notes derived from the observations, transcripts, interview notes, and document analysis 

notes in a password-protected file. They securely stored all handwritten data in a locked 

file. A year after completing the study, the researcher securely disposed of all electronic 

and printed data, ensuring the utmost respect for participant privacy and data integrity. 
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Methods of Data Analysis 

In this qualitative research study, the researcher utilized Merriam's (1998) 

definition of data analysis, which describes it as "the process of making sense out of the 

data... [involving] consolidating, reducing, and interpreting what people have said and 

what the researcher has seen and read - it is the process of making meaning" (p.178). The 

researcher adopted Saldaña's (2013) coding method for data analysis. According to 

Saldaña (2013), a code is a word or phrase that symbolically assigns a summative, 

salient, essence-capturing, or thought-provoking attribute for a portion of language-based 

or visual data (p. 3). The researcher coded the data multiple times (Saldaña, 2013). 

The researcher followed the mechanics of coding, as described by Saldaña (2013). 

The researcher highlighted, underlined, and circled data in the first coding round when 

obvious codes emerged. The second round involved developing categories or families 

implying similar attributes. The final coding round derived themes from the categories 

(Saldaña, 2013). These levels of coding formed the basis for the themes that shaped the 

written narrative about the case (Saldaña, 2013). 

Once the within-case analysis was complete, the researcher conducted a cross-

case analysis. According to Merriam (2009), the goal of cross-case analysis is to build 

abstraction across cases, resulting in "a unified description across cases and leading to 

categories, themes, or typologies that conceptualize the data from all the cases" 

(Merriam, 2009, p. 204). The researcher used Dedoose, a coding software, to complete 

the multiple rounds of coding. The researcher stored the data within the software system 

during the coding process before transferring it to a password-protected file. The 
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researcher employed memoing, code checks, member checking, and an audit trail (Miles 

et al., 2014) to enhance credibility and trustworthiness. 

Trustworthiness and Credibility 

When conducting a case study, the methodology employed by the researcher must 

have enough detail to ensure that the reader can assess the work's credibility (Baxter & 

Jack, 2008). This involves a comprehensive approach that includes several key elements. 

First, the research questions for the case study must be articulated with clarity, supported 

by well-defined propositions, and substantiated with relevant evidence (Baxter & Jack, 

2008). Having straightforward research questions ensures that the reader can fully 

comprehend the purpose and direction of the study. Second, the design of the case study 

must align seamlessly with the research questions. This alignment is crucial to ensure that 

the study's design effectively addresses the research questions and contributes to the 

overall validity of the study (Baxter & Jack, 2008). Third, applying purposeful sampling 

strategies tailored explicitly for case study research is essential. Purposeful sampling 

strategies ensure that the sample selected for the study is representative and relevant, 

thereby enhancing the study's credibility (Baxter & Jack, 2008). Fourth, the systematic 

collection and management of data is critical to the research process. Systematic 

collection and management involves carefully organizing and storing data to ensure its 

accuracy and accessibility, contributing to the reliability of the study's findings. Lastly, 

the correct analysis of the collected data is a fundamental requirement. This ensures that 

the conclusions drawn from the study are valid and trustworthy and accurately reflect the 

data collected (Baxter & Jack, 2008, p.556). In addition to these measures, the researcher 

employed various strategies to enhance the credibility of the data. These strategies were 
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strictly adhered to, ensuring the study's results were valid and trustworthy. This 

comprehensive approach to case study research underscores the importance of 

methodological rigor in establishing the credibility and trustworthiness of a study. 

Triangulation 

           Triangulation in the study ensures the representation of at least three data 

components (Merriam, 2009). This strategy supports the study's internal validity 

(Merriam, 2009). The researcher will employ interviews, observations, and document 

analysis for this case study. The researcher cross-verified the information gathered from 

interviews with the observed data and the insights obtained from the pertinent 

documentation. This methodical approach ensured a robust and reliable interpretation of 

the data, enhancing the overall credibility of the study. 

Member Checks 

The researcher relied on multiple sources to provide verifying evidence to shed 

light on a perspective (Creswell, 2013). Lincoln and Guba (1985) discussed member 

checking as "the most critical technique for establishing credibility" (p. 134). The 

researcher implemented this method of member checking by inviting the participants to 

scrutinize the transcriptions of their interviews, ensuring their accuracy. 

Peer Review or Peer Auditing 

The dissertation committee, a group with profound expertise and knowledge, 

meticulously carried out the intricate process of peer review or peer auditing (Creswell, 

2013). They actively collaborated to comprehensively examine the data, ensuring the 

validity and reliability of the research. This procedure led to the drafting of memos and 

highlighted potential gaps the researcher might have overlooked. 
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Transferability 

In the research context, transferability refers to the external validity of the data. 

Researchers can apply the data to different settings to varying degrees (Creswell, 2013). 

To achieve this, the researcher provided a comprehensive and detailed description of the 

study's setting and participants, enabling readers to assess the potential applicability of 

the study's information to other scenarios (Creswell, 2013). This in-depth description also 

helps readers understand the phenomenon under investigation, allowing them to interpret 

its meanings and significance (Lincoln & Guba, 1985). 

Memos 

           Memo writing helps with documenting and reflecting on the coding 

process and the choices made in coding (Saldaña, 2013). It is a valuable tool for 

analyzing thoughts and concepts related to the codes (Saldaña, 2013). Furthermore, this 

procedure contributed to the composition of narrative summaries derived from the data 

(Saldaña, 2013). Memo writing was not only a method of record-keeping but also a 

means of engaging in a dialogue with the data. It allowed the researcher to question, 

interpret, and elaborate on their findings, thereby deepening their understanding and 

enhancing the richness of their analysis (Saldaña, 2013). 

Human Participants and Ethics Considerations 

           This case study addressed several ethical considerations. The Institutional 

Review Board (IRB) at George Washington University granted the necessary approval 

before commencing data collection. To ensure confidentiality, the researcher used 

pseudonyms for individuals, locations, and other potential identifiers related to the study. 

The researcher distributed participation documents and the informed consent document 
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via email to make participants fully aware of the voluntary nature of the study. After a 

participant withdrew, the researcher wholly and promptly destroyed their data. The 

researcher diligently safeguarded electronic files with a unique password and stored them 

securely in a locked filing cabinet for three years. Once this time frame elapses, all study 

data will be meticulously disposed of to ensure thoroughness. 

Summary of Chapter III 

Chapter III outlines the methodology for a qualitative, constructivist, multisite 

case study focused on developing sexual health curriculums for individuals with 

disabilities. The chapter details the epistemological perspective of constructivism, the 

research design, the problem statement with research questions, the study population, and 

the data collection and analysis methods. The study aims to fill the knowledge gap in this 

area by exploring the perceptions and processes surrounding the development of these 

curriculums. The research employs a combination of interviews, observations, and 

document analysis to gather data and utilizes coding for data analysis. The chapter also 

addresses ethical considerations and measures to ensure the trustworthiness and 

credibility of the study.  
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Chapter 4: Results 

To effectively support the implementation of sexual health education for students 

with intellectual disabilities, thoroughly analyzing and shedding light on the curriculum 

development process and the overall creation of the curriculum is crucial. Unfortunately, 

existing literature noticeably lacks exploration of creating a sexual health curriculum for 

these students. This study aims to meet the needs of these students and provide them with 

comprehensive knowledge for their well-being and understanding of their bodies by 

exploring the curriculum development and implementation process. Additionally, it 

explores how organizations address current sexual health needs. Understanding how 

curriculum developers perceive the process of developing a sexual health curriculum can 

be instrumental in identifying areas that may require adjustments. 

This qualitative study aims to explore the development of sexual health 

curriculums for students with intellectual disabilities and the perceptions surrounding 

them. This study aims to answer the following research questions: 

1. How do key stakeholders perceive the development and implementation of 

sexual health curriculums? 

2. How do key stakeholders perceive what the facilitators of and barriers to the 

development and implementation of sexual health curriculums 

a. What internal influences affect the development and implementation?  

b. What are the external influences that affect the development and 

implementation? 

3. How does intersectionality affect the development and implementation of 

sexual health curriculums for students with intellectual disabilities?  
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The researcher's theoretical orientation determined the data collection techniques 

used, the problem and purpose of the study, and the sample selected (Merriam, 2009). 

The researcher determined the data collection techniques, the problem and purpose of the 

study, and the sample selected based on their theoretical orientation (Merriam, 2009). For 

this multisite qualitative case study, the researcher utilized Merriam's (2009) suggestion 

of three primary methods of data collection: (1) conducting semi-structured interviews, 

(2) making observations, and (3) analyzing documents. Additionally, utilizing at least 

three methods supported the study's internal validity (Merriam, 2009). 

The researcher identified and implemented steps to assist in the data collection 

process. First, the researcher analyzed documents related to each specific organization, 

including the final curriculum and curriculum drafts, meeting minutes from CDN and the 

organization, feedback forms from students or other key stakeholders, and any other 

document relevant to the curriculum development process within each organization. 

Next, the researcher set up interviews with the key stakeholders at each organization. The 

researcher then interviewed staff members at CDN who were involved in the curriculum 

development process with each organization. After completing the interviews, the 

researcher observed discussions about the curriculum. 

Review of Methods 

This qualitative research study utilized a purposeful sampling approach. The 

researcher identified three organizations that met the qualifications for the study from the 

list provided by CDN, a grant-funded organization supporting youth and organizations in 

developing sexual health curriculums for youth with disabilities. The researcher 

identified qualified organizations and followed IRB protocols to proceed with their 
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participation in the study. The researcher initiated contact by sending a recruitment email 

to a key informant within each organization, providing information about the study's 

purpose and participant criteria. The participant criteria included (1) serving students with 

intellectual disabilities, (2) currently serving students ages 13-25 with intellectual 

disabilities, and (3) developing a sexual health curriculum for students with intellectual 

disabilities within the last three years. Two individuals from each organization, as well as 

2 CDN staff members and 1 Youth Advisory Board member from CDN, were 

interviewed to gain insights into the development process. 

The researcher conducted the interviews over Zoom, lasting 60-90 minutes. The 

researcher recorded each interview on their computer, promptly sent it to Rev.com for 

human transcription, and then saved the transcriptions in the participants' secured files. 

The researcher collected documents for document analysis via email. Simultaneously, 

they kept physical notebooks for each participant in a locked cabinet in their workspace, 

containing hard copies of the transcriptions and data analysis. 

For this research study, the definition of data analysis by Merriam (2009) guided 

the process. Data analysis involved consolidating, reducing, and interpreting what 

participants said and what the researcher observed and read. The researcher utilized 

Saldaña's (2013) coding method to analyze the data. Each code symbolically represented 

a summative, salient, essence-capturing, or evocative attribute of language-based or 

visual data. The data went through multiple coding rounds using Saldaña's coding 

mechanics. The researcher highlighted, underlined, and circled obvious codes in the first 

round. The second round involved developing categories with similar attributes, and in 
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the final round, themes were formed from these categories, serving as the basis for the 

written narrative about the case. 

After a thorough analysis, the researcher will conduct a cross-case analysis to 

build abstraction across cases, resulting in a unified description and conceptualization of 

the data from all the cases (Merriam, 2009). Dedoose, a coding software, was utilized for 

the multiple rounds of coding. Data was stored within the software system during the 

coding process before being transferred to a password-protected file. Memoing, code 

checks, member checking, and an audit trail were employed to enhance credibility and 

trustworthiness (Miles et al., 2014). 

Case 1 

Case 1 is a 5-lesson curriculum that teaches healthy relationships and sexual 

health to individuals with intellectual and developmental disabilities. It was designed by 

Organization 1 to empower self-advocates by equipping them with knowledge and tools 

related to relationships, consent, boundaries, and safety. The lessons aim to positively 

impact the health, knowledge, and empowerment of individuals with disabilities and 

prevent sexual assault and unhealthy relationships. The curriculum is for live online 

instruction co-facilitated by a trained staff member and self-advocate using video 

conferencing software like Zoom. It utilizes a combination of direct instruction, videos, 

discussions, interactive activities, and reflection prompts to engage participants. Each 60-

minute lesson includes presentation slides, detailed scripts and notes for instructors, and a 

companion participant workbook. 

The five lessons cover key healthy relationship topics with some sexual health 

exposure. Lesson 1 Introduction: This lesson establishes group agreements for a safe 
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learning environment and introduces the topics of healthy relationships and sexual health. 

Personal boundaries are a central focus of this lesson. Instruction involves group 

discussion, reviewing key vocabulary, and interactive activities like sorting examples of 

boundaries. Lesson 2 Consent: This lesson teaches about consent and bodily autonomy. It 

explores ways to communicate consent, refusal, and respect others' boundaries. 

Instruction involves discussion, practice with nonverbal communication, and responding 

to example scenarios to identify consent. Lesson 3 What is Love and Friendship?: This 

lesson explores the qualities of healthy, romantic, friendly, and professional relationships. 

Participants identify what they value in relationships. Instruction involves discussion, 

sorting relationship qualities, and responding to example scenarios. Lesson 4 My Body 

Belongs to Me: This lesson focuses on body rights and keeping bodies safe. A video 

depicts a scenario where boundaries are not respected. Participants discuss the video, 

alternatives, and how to communicate and enforce boundaries. Instruction involves video, 

discussion, and practice. Lesson 5 Pathway to Help: This lesson teaches how to identify 

unhealthy situations, leave if possible, and find help. It explores the difference between 

healthy privacy and unhealthy secrets. Instruction involves discussion, sorting examples, 

and filling out a personal safety network. 

The curriculum structures distinct sections: OPEN, LEARN, and CLOSE. The 

OPEN section focuses on centering and connecting participants through breathing 

exercises and establishing group norms. Breathing techniques like Volcano Breath, 

Zipper Breathing, or Lion's Breath help participants get grounded and present. During the 

first session, the group collaborates to create rules that promote psychological safety. The 

bulk of instruction occurs in the LEARN section. Lessons incorporate direct teaching 
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paired with interactive activities to reinforce key concepts. For example, participants fill 

out worksheets identifying different types of relationships and appropriate physical touch 

based on the level of intimacy. Videos, games, and polls also bring lessons to life. 

Instructors have recommended scripts denoted by speaking icons. These scripts allow for 

consistency in delivery while still giving instructors the flexibility to engage with 

participants' contributions. Bullet points outline instructor actions to take, like annotating 

slides or launching polls, providing clear guidance. The CLOSE section concludes each 

lesson by conducting a poll to assess participants' understanding of the covered material. 

Instructors read the questions and answers aloud to ensure accessibility, enabling all 

learners to participate, including those with visual or reading challenges. A relaxation 

exercise follows the poll, often involving deep breathing. Relaxation exercises allow 

participants to decompress, reflect on their learning, and commit it to memory before the 

class concludes. The lesson ends with five deep breaths, instilling a sense of calm. 

The structured OPEN-LEARN-CLOSE format creates an engaging learning 

experience adapted to the needs of learners with intellectual and developmental 

disabilities. Mindfulness techniques interwoven throughout the lessons help participants 

become centered and retain information. The participant workbook contains worksheets, 

infographics, and activities to make lessons interactive. For example, learners fill out 

relationship circles identifying people in different areas of their lives, like family, friends, 

and professionals. Having an individual workbook makes the content personal and 

relatable. 

Other hands-on activities include consent comic strips, body rights illustrations, 

and secret sorting charts. These allow participants to apply concepts from the lessons 
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through drawing, writing, and categorizing exercises. The curriculum also incorporates 

videos to cater to different learning styles and abilities. For example, the video "My Body 

Belongs to Me" uses simple language and imagery to demonstrate bodily autonomy and 

consent. Instructors observe participants' reactions and facilitate group discussion about 

the video. Another interactive element is through games. In the game "Healthy or 

Unhealthy," instructors read relationship scenarios, and learners vote thumbs up or down, 

engaging critical thinking in a fun and low-stakes manner. 

The curriculum includes an instructor manual and a participant workbook, 

enhancing retention and accessibility. Learners can find key visuals, definitions, and 

activities in the workbook to reinforce their understanding. The availability of 

supplemental materials ensures that participants can effectively integrate the lessons into 

their daily lives. Additionally, the instructor manual serves as a guide to creating an 

inclusive learning environment. For instance, reading poll questions and answers aloud 

accommodates learners with varying literacy levels. Instructors also annotate participant 

responses directly onto slides, valuing and acknowledging all contributions. 

The thoughtful structure, interactive elements, and focus on accessibility promote 

impactful learning for participants with diverse abilities and learning needs. Participants 

build knowledge and skills related to relationships, sexuality, consent, and safety that 

they can apply daily. The healthy relationships and sexual health curriculum utilizes best 

practices in special education to create an engaging, tailored learning experience. 

Combining mindfulness, multimedia, interactive activities, and inclusive teaching 

strategies allows learners of all abilities to thrive. This equips participants with tools to 

have healthy, safe relationships.  
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Background Information 

Organization 1 

Organization1 is a globally recognized organization that provides inclusive 

opportunities for individuals with intellectual and developmental disabilities. Since its 

establishment, it has transformed the lives of millions around the world. With a mission 

to empower people with intellectual and developmental disabilities, Organization 1 offers 

various programs and events to promote health, well-being, social inclusion, and personal 

growth. Further, Organization 1 offers comprehensive health programs focusing on 

fitness, nutrition, and overall well-being. They encourage members to participate in 

recreational and sporting activities to boost self-esteem and provide socialization 

opportunities. The mission of Organization 1 is to provide a platform for people with 

intellectual and developmental disabilities to showcase their talents and capabilities. It 

aims to spread a message of inclusion and acceptance while changing negative societal 

attitudes towards them.  

Moreover, Organization 1 improves the physical and mental health of people with 

intellectual and developmental disabilities through sports training and competition. 

Participating in sports helps improve cardiovascular health, coordination, flexibility, and 

self-confidence. It also fosters teamwork and friendships. Organization 1 aims to expand 

access and participation in its programs worldwide. Its goal is to end discrimination 

against people with intellectual disabilities in all aspects of life and support their overall 

health, education, and employment. 
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Data Analysis 

Interviews. The researcher interviewed five individuals to understand Curriculum 

1 and its development process comprehensively. The interviews included the lead 

curriculum developers from organization 1 (Participant 1 and Participant 2) and two staff 

members from CDN, specifically CDN 1 and CDN 2. Additionally, the researcher 

interviewed YAB 1, a member of the Youth Advisory Board. 

Participant 1 is the director of health training at organization 1. They have worked 

with individuals with disabilities for 15+ years. Before their position at Organization 1, 

they were an educator teaching health and physical education in a public school 

setting. After a few years, they returned to school to get their masters in special 

education. Participant 1 further pursued their education and returned to school for a Ph.D. 

with a focus on health disparities- especially physical disparities for individuals with 

disabilities.  

Participant 2 owns a small business that serves youth with disabilities. Participant 

2 was brought onto the project by Organization 1 due to their expertise. As a previous 

special educator and health teacher, Participant 2 has over ten years of experience 

providing sexual health education to youth with disabilities. They understand how to 

instruct youth with disabilities on their sexual health development. Participant 2 created 

their own small business to continue providing training and education to youth and other 

professionals to support youth with disabilities. Participant 2 partners with more 

prominent organizations through their independent organizations to develop, train, and 

implement sexual health curriculums.  
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Two staff members from CDN participated in this study. CDN is an organization 

dedicated to providing comprehensive sexual education and support. They believe in the 

power of knowledge to empower individuals with disabilities to make informed decisions 

about their sexual health. CDN offers various services and resources, including 

educational programs and workshops, to promote sexual health in youth with intellectual 

disabilities. They prioritize inclusivity and diversity, ensuring accessibility for all 

individuals. CDN collaborates with 11 organizations, providing financial and curriculum 

development support to enhance sexual health education for youth with intellectual 

disabilities. 

CDN 1 is the program coordinator for CDN. They come to the team with a 

background in providing education and advocacy around sexual health, sexual violence, 

and child abuse. They have six years of experience coordinating community health 

education programming and providing instruction to children, parents, and professionals. 

CDN 1 has an undergraduate degree in English and a master's in secondary education.  

CDN 2 is the innovation and impact coordinator and works closely with CDN's 11 

statewide partners as they develop and test interventions to create accessible sexual health 

education for youth with disabilities. They studied Public Health Education for their 

undergraduate degree and have a master's in adult education and human resource 

development. They serve as a co-chair for the Basic Needs Advisory Board, which helps 

create and advocate for resources to help students meet their basic needs so they can 

succeed in school.  

YAB 1 is the Youth Advisory Board Coordinator.  The Youth Advisory Board 

(YAB) is a dynamic and diverse group of 5 individuals passionate about promoting 
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sexual health in the disability community. They have created a warm and inclusive 

community where they can openly share experiences and learn from one another. As 

young people who either have a disability or have a close connection to someone with a 

disability, their perspectives and lived experiences drive the critical work of CDN. 

Together, they strive to make sexual health education more accessible for youth with 

disabilities. Despite the varied backgrounds and experiences, YAB advocates for one 

common goal: inclusive, accurate, and accessible sexual education. The YAB coordinator 

(YAB 1) participated in this study through an interview. This individual brings valuable 

experience in advocating for youth with disabilities to CDN. They are currently pursuing 

a master's degree program with a research focus on accessible opportunities for 

individuals with disabilities. Their passion lies in promoting inclusive medical practices 

that empower individuals with disabilities to lead independent lives. 

Observations. The researcher conducted two observations to explore the 

decision-making process and gather feedback on Curriculum 1. These observations 

focused on virtual meetings held between Organization 1 and CDN. These meetings 

aimed to review a draft piece of the curriculum and discuss proposed changes for its 

implementation.  

Document Analysis. Curriculum 1 underwent a comprehensive document 

analysis to enhance understanding of the development process. Seven documents were 

carefully analyzed, reflecting individual meetings between CDN and Organization 1. In 

addition, one set of the initial proposed curriculum drafts, incorporating feedback from 

CDN and YAB, were thoroughly examined. The researcher also reviewed the yearly 

feedback form from Organization 1 regarding their curriculum and the progress made 
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throughout the year, the call for diverse co-creators flyer to gain valuable insight into 

how Organization 1 assembled its advisory committee, and an internal meeting minutes 

document from Organization 1 and the advisory committee was reviewed. Finally, the 

final curriculum, consisting of 5 lessons, was diligently examined. 

Through interviews, observations, and document analysis, the following themes 

emerged. Table 4.2 highlights the emergent themes and subthemes.  

Table 4.2 
 
Case 1 Emergent Themes and Subthemes 
 
Emergent Theme Subthemes 

 

“The Curriculum Was Awesome!” 

“I Knew I Could Help Them”  

 

“We Really Didn’t Have Much To 

Say” 

 

  

 

“Put The Brakes On. You Can’t Do This.” 

“Their Sexuality is Denied” 

 

“A lot Of Countries That We Deal 

With, It’s Illegal to Be Gay” 

 

Emergent Theme: “The Curriculum Was Awesome!” 

  Organization 1 partnered with CDN to develop a sexual health curriculum 

for their specific audience. Organization 1 had been discussing the need for sexual health 
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education within their organization and, through their searching, found the CDN call for 

partners. CDN was excited to have a global organization within its network. CDN 2 

shared, "We had no idea [organization 1] would do this type of work. But we were 

excited because they could make such an impact". Organization 1 began becoming a 

CDN partner to receive funding to develop a comprehensive sexual health curriculum.  

Organization 1 engaged in internal conversations about providing sexual health 

education to their youth for several years. They acknowledged that their clients needed 

sexual health support. Participant 1 shared more details about these conversations: 

There was always a gap. There's always a gap in this area, and for me, it feels like 

there is just not enough attention paid to it. Sexual health for people with IDD, 

there's stigma around it. There's this idea that people who have a disability might 

not have any sexual desires or aren't sexually active. And, you know, in personal 

experience in working with our clients over the past ten years or so, you know, 

that's not the case. We've seen that many of our clients do have sexual desires, and 

some are sexually active. And we know from research and data that there's a 

much higher abuse rate for people with IDD. So, I think there's a lot of people at 

[Organization 1], over the last five or six years, who felt like this was a big gap in 

our services and wanted to address it. But there were limitations with how to 

address it given our resources and expertise. So, when the grant opportunity from 

[CDN] came forward, it seemed like a great fit and opportunity. Plus, it was 

funding that we really needed to even make this project happen. 
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Organization 1 had identified sexual health education as a gap in their services but 

lacked the internal resources and funding to develop a program. The CDN grant provided 

the perfect mechanism to make progress on an identified need finally.  

“I Knew I Could Help Them”  

CDN and Organization 1 established a partnership, and Organization 1 began 

putting an internal team together to lead the project of developing a comprehensive 

sexual health curriculum tailored to their target audience of youth with disabilities. 

Participant 1 stated, "Our team consisted of many professionals, but we all had 

experience in special education. Some were special education teachers who volunteered 

with [Organization 1] or had personal experiences with family members with 

disabilities". Additionally, curriculum development team members supported the need for 

comprehensive sexual health education for youth with disabilities and wanted to work 

together to develop an appropriate curriculum. Participant 1 further shared, "No one was 

scared to talk about sexual health topics, and no one was afraid to push that boundary. 

We knew our clients needed this information and were ready to step up". The internal 

team comprised professionals and volunteers passionate about providing sexual health 

education to youth with disabilities.  

While the internal team was robust and passionate about providing this form of 

education, they lacked the internal expertise to develop a sexual health curriculum for 

youth with intellectual and developmental disabilities. The internal team knew they 

needed to identify an external consultant to assist them. Organization 1 was familiar with 

a small company that consulted with organizations to develop sexual health resources for 

youth with disabilities and decided to reach out to them. Participant 2 shared,  
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[Organization 1] reached out to my company and said, 'Hey, this is something we 

want to do. We see that you have a lot of expertise in this area. Want to come on 

board and help us develop this?' Of course, I said yes! I take any opportunity I can 

to do this work that I'm so passionate about. I knew I could help them build 

something really cool and valuable for their clients. 

Participant 2 enthusiastically joined the project in creating a comprehensive 

sexual health curriculum for Organization 1 target audience.   

The expertise and experience of Participant 2 would ultimately spearhead the 

development of Curriculum 1. As an external consultant hired by Organization 1, 

Participant 2 brought over ten years of experience developing comprehensive sexual 

health education support specifically for youth with disabilities. This specialized 

expertise would allow Participant 2 to take the lead in structuring, writing, and refining 

Curriculum 1. Participant 1 reflected on this decision and stated, "We relied heavily on 

[Participant 2's] expertise when it came to identifying the topics and specific content. 

Really for the whole thing. They have been in this field for a while, and we felt 

comfortable relying on that." Organization 1 recognized Participant 2's specialized 

experience developing sexual health curriculums for the disability community and leaned 

on her to drive the content development process. 

With a solidified project team, including internal staff and the external consultant, 

the next step was identifying who would teach the course. This decision was essential 

because the curriculum would need to be developed specifically for the instructors and 

students. Participant 2 shared, "Wouldn't it be cool to have something that was co-taught 

by a self-advocate and a professional together? So that people can learn from their peers? 
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I had that idea, and people loved it, so it became the plan". Having self-advocates directly 

involved in instruction would allow students to learn from peers who understood their 

experiences and perspectives. The self-advocate instructors would bring lived experience 

as a person with a disability, which could help students relate to the material. Pairing self-

advocates with professional educators would provide a "balanced approach," according to 

Organization 1 and CDN notes. The professional educators brought pedagogical expertise 

in instruction, while self-advocates brought expertise from personal experience. This co-

teaching model aimed to provide the best of both worlds for students. 

While Participant 2 had extensive experience creating a comprehensive sexual 

health curriculum for youth with disabilities, they suggested using an advisory 

committee. The internal team at Organization 1 agreed with this suggestion and put out 

a "Call For Diverse Co-Creators ."This flyer provided a summary of the intended 

curriculum content, stating, "This curriculum aims to provide valuable education and 

support to [clients], [staff], and caregivers, with the ultimate goal of creating advocates 

for sexual and reproductive health, promoting safe relationships, and empowering 

individuals to seek help when needed." Further, the flyer listed 13 topics included in the 

curriculum: 

1. Healthy Relationships 

2. Safe and Healthy Boundaries 

3. Private and Public Behavior/Places 

4. Communicating Consent 

5. Personal Safety 

6. Gender 
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7. Sexual Orientation 

8. Online Safety 

9. Romantic Relationships 

10. Human Reproduction 

11. Pregnancy 

12. Outcomes of Sexual Activity 

13. Body Changes/Puberty  

After two months of promoting this opportunity across the country, organization 1 

was able to develop an advisory committee with a total of 11 individuals located across 

four different states. Participant 2 provides insight on the individuals within the 

committee, saying,  

We had parents, [staff], and [clients] on the committee. It was really cool how we 

had people from different states to get their perspectives… But I would say we 

mostly had parents and [staff] members and only 3 [clients]. Sometimes, the 

[clients] wouldn't show up, but when they did, we asked for their input.  

The advisory committee would assist Organization 1 in developing its 

comprehensive sexual health curriculum.  

Organization 1 began the monthly meetings with the advisory committee by 

having members complete a survey to get feedback on the proposed topics. Participant 2 

shared, "We started by surveying the committees about what topics would be most 

important. And that's kind of how we got the high-level topics figured out". The surveys 

had a list of 15 questions with yes or no answers. They phrased each question with 

"Should we include [topic] ."Some examples are, "Should we include body parts?", 
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"Should we include pregnancy information?" and "Should we include sexual 

activity?". The committees, comprised of clients, staff, and parents, would respond yes or 

no to the provided questions. Organization 1 would then review the survey data to 

determine which significant concepts to include in the curriculum based on interest and 

need.  

One concept not highly rated by the committees was reproduction and pregnancy. 

Participant 1 further explained, "As far as reproduction, they weren't that interested in 

learning all that kind of stuff. You know, they wanted the relationship type education, 

that's what they wanted, and safety was also big for them too". Comprehensive 

reproductive health education, including topics like pregnancy and internal body parts, 

was not the top interest expressed by their target audience in the surveys. However, 

Organization 1 still thought that including a robust reproductive health module covering 

these topics was essential. Participant 2 shared more about the decision to keep 

reproductive health education as a key component of the curriculum despite the survey 

results:  

We just felt comprehensive means covering all the core topics of sexual health 

education, whether they expressed interest or not in the surveys. So we kind of 

knew like what big bucket topics to include but we just sort of wanted their input 

on specific content within each one. 

Organization 1 continued to move forward with its curriculum development 

process, including reproductive health, gender identity, contraception, and STIs as crucial 

modules. However, the team emphasized healthy relationship education significantly 

based on the strong interest in this topic expressed in the survey data. Participant 1 
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shared, "Even with the advisory committee, we would still rely on [participant 2] to 

determine the final concepts that would be included". With the help of the advisory 

committee, participant 2 identified the final concepts. The next step was developing and 

refining the content within each module. Organization 1 would meet with the advisory 

committee monthly to review curriculum sections and solicit feedback. These meetings 

were essential to ensure the content resonated with the target audience. Participant 2 

provided some insight into what these review meetings looked like:  

We would present sections of the curriculum and then ask the committees for 

specific feedback. For example, we'd say, 'Give us specific feedback on the 

language used in this section. Now give us specific feedback on the scenarios and 

role plays in this section.' If they came back and were like, 'no, this scenario 

doesn't make any sense, that's not anything we've ever experienced,' then we 

would switch it up. They would give us an idea for a scenario they actually have 

experienced that we could include instead. 

Having realistic examples and scenarios directly related to youths' current life 

experiences was feedback given consistently by youth with disabilities, parents, and staff 

throughout the development process. Participant 2 explained, "Having images and 

language consistent with what they currently see and hear in their day-to-day builds 

relatability to the topics we were covering. And that aids in retaining the information we 

were trying to get across." 

The monthly review meetings continued throughout the curriculum development 

process and served as an opportunity to refine the content continuously. The meeting 

minutes reflect that the committee feedback focused on the scenarios and examples used 
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within the curriculum. Participant 1 discussed the curriculum development beyond the 

scenarios and shared, “Again, we relied on [participant 2]. They really just put it all 

together and would ask for input from the advisory committee about scenarios. But they 

knew exactly how to format it and the overall structure of the curriculum". Participant 2 

shared how they knew how to structure the full curriculum beyond seeking input on the 

scenarios; they explained:  

I have been doing this for 10+ years so I know how to write curriculum. I 

especially know how to write sexual health curriculum for students with 

disabilities. I really leaned into my special ed best practices and mixed it with my 

health background to put it all together. While I knew how to put it all together 

and what content to add, I really value input for scenarios. I am 42 years old, so I 

cannot relate to youth. I need their input to develop those pieces. 

With Participant 2's expertise in curriculum development and health education 

paired with the ongoing input of the advisory committee, Organization 1 developed a 

robust 9-lesson draft curriculum to share with the CDN team. Participant 2 described the 

draft curriculum: 

Lessons one through five covered the basic foundational skills and knowledge 

using a universal abuse prevention lens. This lens included consent, how to get 

help, types of relationships, boundaries, and personal safety. Then, lessons six 

through nine were the key sexual health topics: gender identity, sexual activity, 

outcomes of sexual activity like STIs, how to be safe if you were going to have 

sex, and pregnancy. So, really, lessons six through nine are what we consider the 

meat of sexual health education. 
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The nine lessons developed were titled Lesson 1 - Healthy Relationships in 

[Organization 1] and Beyond. This lesson guides students to identify different types of 

relationships in their lives and learn to distinguish between healthy and unhealthy 

professional boundaries. Lesson 2 - Consent, Communication, and Respect. This lesson 

teaches about consent, how to give and refuse consent, and consent in different situations. 

It utilizes a video and comic strip activity. Lesson 3 - What is Love? What is 

Friendship? Students learn to differentiate romantic love from friendship, discuss crushes, 

healthy romantic relationships, setting boundaries, and signs of unhealthy 

relationships. Lesson 4 - My Body Belongs to Me. This lesson focuses on body rights, 

communicating refusal, and differentiating appropriate vs. inappropriate touch from 

caregivers. It prompts discussion using a difficult video. Lesson 5 - Pathway to 

Help. Students learn to identify unsafe situations, get help, and report abuse to trusted 

adults. An abusive situation depicted in a video aids in understanding the concept. Lesson 

6 - Gender and Sexual Orientation. This lesson explains gender identity, gender 

expression, and sexual orientation, utilizing videos to teach key concepts. Lesson 7 - 

Reproductive Health. Students learn about reproductive anatomy, puberty, menstruation, 

and ejaculation through videos and social stories. Lesson 8 - Body Changes and 

Image. This lesson covers body changes throughout the lifespan, body image, and self-

esteem, with small group discussions. Lesson 9 - Outcomes of Sexual Activity. Students 

learn about types of sexual activity, preventing pregnancy and STIs, and analyzing 

readiness for sex. Videos demonstrate condom use. 

A trained staff member and a self-advocate co-instruct the draft curriculum live 

online via Zoom. Each lesson aims to be within a 60-minute timeframe. Each 
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participating student would receive a workbook containing the lessons, social stories, 

activities, and worksheets. A facilitator guide accompanies the curriculum to ensure 

consistent delivery across different instructors. 

The draft curriculum consists of three main sections: OPEN, LEARN, and 

CLOSE, each serving a distinct purpose. The OPEN section focuses on building 

connections and establishing group norms through breathing exercises. Techniques like 

Volcano Breath, Zipper Breathing, and Lion's Breath help participants ground themselves 

and stay present. During the first session, the group collaboratively creates rules that 

promote psychological safety. 

The LEARN section is where the bulk of instruction takes place. Lessons 

combine direct teaching with interactive activities to reinforce key concepts. For instance, 

participants engage in worksheets to identify different types of relationships and 

appropriate physical touch based on intimacy levels. Videos, games, and polls enhance 

the learning experience. Instructors are provided with recommended scripts (indicated by 

speaking icons) to ensure consistent delivery while allowing flexibility to engage with 

participants' contributions. Bullet points guide instructors on actions to take, such as 

annotating slides or launching polls, providing clear guidance. 

The CLOSE section concludes each lesson. A poll assesses participants' 

understanding of the covered material. To ensure accessibility, instructors read the 

questions and answers aloud, enabling active participation by all learners. A relaxation 

exercise, often involving deep breathing, follows the poll. These exercises help 

participants decompress, reflect on their learning, and solidify it in their memory. The 

lesson ends with five deep breaths to foster a sense of calm. 
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The structured OPEN-LEARN-CLOSE format creates an engaging learning 

experience tailored to the needs of learners with intellectual and developmental 

disabilities. Mindfulness techniques are integrated throughout the lessons to help 

participants center themselves and retain information. The participant workbook includes 

worksheets, infographics, and activities that make the lessons interactive. For example, 

learners complete relationship circles to identify individuals in different areas of their 

lives, such as family, friends, and professionals. The workbook personalizes the content 

and makes it relatable. 

           Hands-on activities, such as consent comic strips, body rights illustrations, 

and secret sorting charts, are incorporated into the curriculum to reinforce the lessons. 

These activities engage participants through drawing, writing, and categorizing exercises, 

catering to different learning styles and abilities. In addition to the hands-on activities, 

videos are incorporated throughout to enhance students' learning experience. For 

example, the "My Body Belongs to Me" video simplifies the concept of bodily autonomy 

and consent using clear language and imagery. The instructors carefully observe 

participants' reactions and facilitate group discussions to process the video together. 

Games like "Healthy or Unhealthy" are included to encourage critical thinking further. In 

this game, instructors present relationship scenarios, and learners vote thumbs up or down 

to determine if the scenario is healthy or unhealthy. This interactive element adds a fun 

and low-pressure aspect to the curriculum. 

Overall, the curriculum covers many important topics related to sexual health and 

relationships. These include healthy relationships, consent, sexual orientation, puberty, 

pregnancy, and birth control methods. The content is delivered through various methods, 
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such as social stories, scenarios, sorting activities, videos, and discussions, making it 

accessible to all learners. The focus is on building essential skills, such as identifying 

healthy versus unhealthy relationships, giving and interpreting consent, and respecting 

body rights. 

“We Really Didn’t Have Much to Say” 

Organization 1 received limited feedback from CDN staff and the Youth 

Advisory Board (YAB) affiliated with CDN to refine their curriculum. The YAB is the 

youth advisory board within CDN. It comprises young adults who identify as having a 

disability or have personal experience with someone with a disability. In the written 

feedback on the draft curriculum from YAB, some specific comments included: "Build 

on this. Highlight more relationships than just within the organization's context" (about 

the healthy relationships lesson), "Use more diverse images throughout" and "We like 

how each lesson is structured overall!" YAB 1 shared their involvement, stating:  

We only reviewed a draft of the curriculum once and provided a few high-level 

comments. They had their own advisory board that was involved throughout the 

full development process. But from our limited review, we loved it! [Curriculum 

1] seemed great. 

While the YAB only provided one round of feedback, they were impressed with what 

they saw in Curriculum 1. 

CDN staff also reviewed Curriculum 1 drafts and provided more detailed 

feedback to Organization 1. In the drafts, the only written comments from CDN 

were: "Break this concept down into simpler language for better 

understanding" (referring to the definition of consent in lesson 2), "Add images here to 
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visually show the parts of the body and sperm traveling" (about lesson 9), and "Break 

down the complex process of fertilization into simpler steps" (about lesson 9). After the 

feedback was sent to Organization 1, CDN staff and Organization 1 met to discuss the 

next steps. Meeting minutes showed: "Organization 1 added images to show body parts 

and sperm travel per feedback" and "Did not break down language for fertilization 

concepts."  

Organization 1 was responsive to much of the direct content feedback from CDN 

and YAB. The final product reflects the implementation of all feedback except for the 

breakdown of the fertilization comment. CDN 2 shared their perspective on the limited 

feedback, stating,  

It was so good right off the bat. We really didn't have much to say. [Participant 2] 

knows what they are doing and developed a great product. We were also excited 

because this was so comprehensive but also so accessible. There are so many 

great aspects of this curriculum.  

CDN 1 felt similarly, sharing, "The curriculum was awesome. [Participant 2] did such a 

great job with it".  

One of the key strengths of the curriculum is the student workbook. The 

interactive workbook allows clients to follow along, take notes, and do hands-on 

activities. Participant 2 explained the rationale for including a workbook, sharing, "Our 

students sometimes need to keep their hands busy, and fidgets aren't always an option 

during lessons. So having room right in the workbook for drawing or taking notes was 

included intentionally." CDN 2 also commented on the workbook format: 
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The student workbooks are really unique and offer some sensory input and 

movement during lessons. Students can doodle or take notes during instruction if 

that helps them engage. It was a nice touch that really speaks to the target 

audience. 

Participant 1 felt the interactive workbooks were a standout component as well: 

I love the workbooks! Rather than just having the instructor teach and students 

watch a screen; they can follow along and take notes right in their own workbook. 

I felt like the workbooks were truly designed specifically for youth with 

disabilities in mind. 

The workbooks allowed students to engage with lesson content in hands-on, multi-

sensory ways that worked well for the target audience. 

CDN staff were also impressed with the overall structure and consistency of 

Curriculum 1. CDN 2 noted:  

One of the biggest strengths, in my opinion, is the consistency and predictability 

between lessons. Each lesson follows a pretty similar format and moves through 

the same general flow. They have the same core sections - the introduction, the 

main learning content, and the conclusion - in each lesson. 

CDN 1 agreed: "Yes, the predictable lesson structure is so consistent. The format of each 

lesson is the same, so students know what to expect each time they open the 

workbook." CDN Staff 1 further explained why this consistency was necessary for the 

target audience: 

I think the curriculum is highly contextualized for the audience in many ways. It 

was designed by Organization 1 members for Organization 1 members. So all the 
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examples directly reflect the lives and experiences of their clients. It is highly 

transferable and relevant because those students see themselves in the scenarios. 

And for literal, concrete learners, being able to connect the dots to their own lives 

is incredibly helpful. They designed it purposefully to match their mission and 

audience. 

Through a collaborative development process involving input from the target audience 

and leveraging the expertise of an external consultant, a customized curriculum was 

created exclusively for Organization 1's valued clients. This approach ensured that the 

curriculum perfectly aligned with the specific needs and requirements of the clients, 

delivering exceptional value and relevance. YAB 1 reinforced the value of including 

youth input, stating, "I like that they really utilized youth voices in designing it. Getting 

input from the youth who will actually be learning from the curriculum is so important." 

The curriculum development process for Organization 1's Curriculum 1 highlights 

the importance of identifying an expert in the sexual health and curriculum development 

space and getting input from stakeholders of the intended audience when designing 

educational materials. By gathering feedback from staff, parents, and students, 

Organization 1 created a curriculum that was engaging, accessible, and relevant to their 

clients.   

Emergent Theme 2: “Put the Brakes on. You Can’t Do This”  

Organization 1 began to train educators and self-advocates to provide the 

curriculum with fidelity. The facilitators underwent an intensive 3-day training program 

to ensure they were fully prepared to deliver the curriculum. The training focused on 

building the instructors' knowledge of the curriculum content and honing their facilitation 
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skills. It prepares the instructors to handle sensitive questions and comments that may 

arise from students during the lessons. Participant 2 explained that exploring topics like 

healthy relationships and sexuality can lead to students disclosing experiences of abuse. 

They share, 

When you start bringing up these types of topics, you're gonna get more 

individuals coming forward to talk about maybe abuse that they didn't recognize 

is abuse at the time. And so there's a concern there of how do we properly handle 

that...We need to make sure, prior to implementing a curriculum, making sure that 

we have the right safeguards in place for our [clients] if they're coming forward 

talking about abuse and that our [instructors] know how to handle that. 

Ensuring instructors have the skills to respond appropriately to students if they disclose 

abuse or other concerns is an essential part of implementing sexual health curriculums. 

Once the initial group of instructors participated in the training, Organization 1 

presented the curriculum to their organization's board. The goal was to get buy-in so 

other locations could also participate in piloting the curriculum. However, Participant 2 

shared that "the board was like, No, this is whoa, put the brakes on. You can't do 

this". The team received feedback that they could not pilot all nine curriculum lessons. 

Participant 2 further explained that "the [board] decided that only lessons one through 

five were going to be piloted that they did not want the sexual activity STIs pregnancy, 

those lessons piloted as part of the curriculum." The board also demanded that 

participants and facilitators return all the manuals and workbooks to leadership. 

Participant 2 stated that the board "said every single booklet must be returned. We don't 
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want this anywhere out there". The team then had to track down each booklet and ensure 

they were all returned as directed.   

Once leadership had all the booklets, the team began revising the curriculum to 

remove lessons 6-9 and include only the first five lessons in the booklet for teams to 

pilot. The final five lessons were: 1) Healthy Relationships in [organization 1] and 

Beyond, 2) Consent, Communication and Respect, 3) What is Love? What is Friendship?, 

4) My Body Belongs to Me, and 5) Pathway to Help. The revised 5 lesson curriculum had 

the same structure, activities, and design as the original 9 lesson product. However, it no 

longer contained the content from lessons 6-9 that covered sexual activity, STIs, 

pregnancy, and related topics that the board prohibited.  

Organization 1 moved forward with piloting the 5-lesson version. The same 

individuals previously trained were the instructors for these initial pilot groups. 

Participant 2 shared,  

We did the pilot, and it was great. Everybody loved it. But the feedback from the 

pilot was that we need more; this is not enough. We want more education from all 

the students, all the educators, all the parents, everyone was like, we need more, 

we need more. 

After the revisions, another chapter within the organization also signed on to pilot the 5-

lesson curriculum. According to Participant 2, they provided similar feedback to the first 

cohort, stating that they "wanted to continue with all the lessons. It was important to them 

that they got all the information". They saw value in having the whole 9 lesson 

comprehensive curriculum. 
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Shortly after both pilot cohorts, the board of Organization 1 ultimately decided to 

pause the project. Participant 2 shared, "They decided they were going to put a stop to the 

project altogether. But it wasn't a full stop, it was kind of just, we're not really going to 

support this on a [board] level anymore". This meant the local subgroups within 

Organization 1 could still access the 5-lesson curriculum, but the board would no longer 

be directly involved in any way. Additionally, the board provided strict guidelines for any 

future use of the curriculum within Organization 1. According to Participant 1, the board 

dictated that "if you want to teach other topics, that's okay, but you must have a subject 

matter expert to co-lead topics with you. But topics that cannot be mentioned are 

masturbation, abortion, and types of sex". With these restrictions in place, Organization 1 

made an internal decision to pause the implementation of the curriculum altogether and 

stop training any new cohorts of instructors. Currently, Organization 1 continues to have 

the curriculum on hold with no plans to resume use. 

“Their Sexuality is Denied” 

 Organization 1 staff expressed incredible frustration and disappointment at the 

board's actions to censor the curriculum. They firmly believe that youth with disabilities 

deserve complete information regarding sexual health education. Participant 2 

shared, "These students need this information! I don't understand why they can't have 

access to it." Participant 2 further expressed their disappointment, stating, "I still think it's 

someone from their board of directors who was uncomfortable with it... they don't want 

to have to incur any type of liability for talking about these things... I'm still 

disappointed". 
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CDN and Youth Advisory Board members (YAB 1) also agreed with their 

thoughts on the board's decision to remove four lessons. YAB 1 expressed strong 

disagreement, stating, "It's not providing the information that we know they need. They 

are removing key concepts that need to be taught to students with disabilities. We need to 

give them these tools and knowledge". YAB 1 felt the changes "denied their sexuality, 

which I think is wrong."  The CDN staff shared these concerns about the revised 5 lesson 

curriculum. CDN 2 stated bluntly, "This is the problem we are working so hard to 

change. Youth with disabilities deserve to know this information. We are heartbroken for 

[organization 1]." CDN 1 reacted similarly, saying, "I don't even know what to say about 

it other than it's a huge disappointment. Those students should have access to this 

information".  

CDN described the new 5 lesson curriculum as an abuse prevention curriculum 

rather than a comprehensive sexual health curriculum as intended. CDN 1 explained, 

The five lessons that we're working with... they focus on Abuse Prevention 

principles, which is clearly the realm of sexual health, and [Organization 1] is 

comfortable staying in that, but, you know, I think that's unfortunate. Overall, 

looking at the curriculum as a whole, you'd be like, well, this isn't comprehensive 

sex ed, this is incomplete. This is just an abuse prevention curriculum. But it's not 

like sexual health education as a whole. 

The abbreviated 5-lesson version falls short in providing students with crucial knowledge 

about sexual health and relationships, leaving them ill-prepared to navigate these vital 

aspects of life safely. DSHN staff 2 highlighted this concern, stating: 
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I think that it does not equip students to navigate, like any type of sexual 

interaction, safely. They're not learning in depth about anatomy...without being 

able to have straightforward and explicit conversations about types of sex, you are 

not able to provide any sort of preventative measures for unintended pregnancies 

or STI contraction. 

CDN 1 also discussed how the abbreviated curriculum fails to address essential 

relationship nuances. They shared,  

It's limited in learning about intimate nuances and navigating sexual interaction 

with a partner, which is where a lot of abuse can occur in those spaces. So, while 

they are talking about healthy relationships, and consent and boundary setting, all 

of that feels actually it's too removed without being able to talk about types of sex 

because a lot of students are going to experience coercion in those specific 

instances where they're navigating romantic interaction like condom negotiation 

between partners. Also, how can you have a conversation about avoiding coercion 

around, you know, birth control use when you can't acknowledge that sex is 

happening? So, I think it really is limiting in those ways. 

Moreover, the lack of comprehensive information disempowers students from fully 

understanding their bodies, health, and medical needs. As CDN 1 explained:  

It feels terribly incomplete, and I don't think it sets them up well to feel 

empowered when seeking like medical services and being able to have 

conversations about your body in that way and having knowledge over your 

health in that way. It should be empowering when you're trying to navigate 
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clinical spaces, and I think that that under develops, that sort of self-asserted nests 

in them. 

Restricting access to comprehensive sexual health education has significant 

negative consequences for students with disabilities. Lacking information about their 

bodies, relationships, and sexuality puts youth at greater risk for sexual abuse, coercion, 

unintended pregnancy, and STIs. It also deprives them of the knowledge needed to make 

informed medical decisions and have autonomy over their healthcare. Moreover, denying 

students full access to sexual health education sends the harmful message that they are 

not entitled to this information and that their sexuality is not validated. As one youth 

advisor asserted, censoring topics related to sexuality promotes the idea that it "denies 

their sexuality."   

The board's decision to remove four of the nine lessons from the curriculum has 

significantly impacted the provision of comprehensive sexual health education to 

students. While the remaining five lessons offer some value, their scope is limited. The 

actions of the board were strongly objected to by Organization 1, CDN, and YAB, who 

believe that youth with disabilities should have access to complete information and 

education regarding sexual health. Restricting access to knowledge disempowers these 

youth and puts them at a higher risk of abuse, health issues, and lack of self-

determination. 

 “A lot Of Countries That We Deal With, It’s Illegal to Be Gay.” 

While those involved in initially developing the 9-lesson curriculum were highly 

critical of the board's actions, examining the broader context provides insight into 
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potential influencing factors. Participant 1 suggested that ties to the international 

community may have impacted the board's stance. They further shared:  

The board had ties internationally, and there were some thoughts about what the 

international space means and whether it can be generalized to most of the 

countries that deal with [Organization 1]. So, that might have been another piece 

of why reducing the curriculum made sense at the time. 

Since Organization 1 operates globally, there was also concern about whether countries 

where homosexuality is illegal, could address topics like sexual identity. The board may 

have had reservations about adapting the curriculum for worldwide use; however, it was 

intended and developed as a US-specific resource. Participant 1 stated,  

I think for me, the one lesson that stood out was the sexual identity and gender 

identity lesson. And, you know, a lot of the countries that we deal with, it's illegal 

to be gay. And so bringing a lesson like that to our [clients] without proper 

protection, and things like that is not safe. And so I understood why a lesson like 

that would be perceived internationally... But again, this was only developed as a 

US-specific program. 

Participant 2 also hypothesized that discomfort around legal liability may have motivated 

the board to remove lessons on sexual topics. There appear to be concerns about 

incurring risks if the organization directly educates students on issues like sexual activity. 

The board may have been trying to avoid potential lawsuits or controversies by censoring 

these topics. 

Additionally, general societal discomfort and stigma around disability and 

sexuality could have contributed. Participant 2 voiced frustration that someone on the 
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board was likely uncomfortable with the sexual health content, leading to removing those 

lessons. Given these potential influences, external political considerations drove the 

decision rather than an educational or ethical assessment of what information would best 

serve students. The board appeared to be responding to perceived social norms, legal 

concerns, and their internal discomfort with providing comprehensive sexual health 

education to youth with disabilities. 

In conclusion, the decision to censor lessons from Curriculum 1 and prohibit 

comprehensive sexual health education appears to be influenced by external political 

factors. The concerns about discomfort around disability and sexuality seem to have 

shaped the stance of the Organization 1 board. However, advocates argue that limiting 

access to knowledge based on societal norms or stigma severely impacts students with 

disabilities. Advocates believe that all youth deserve an education that empowers them to 

make safe and healthy choices and have autonomy over their bodies and health.  

Case 2 

Curriculum 2 is a comprehensive program designed to equip youth in 8th-12th 

grades with ID with the necessary knowledge and skills to develop healthy relationships, 

make informed choices, prevent abuse, and foster a positive understanding of their 

sexuality. The curriculum consists of 12 lessons, each scheduled for 90 minutes, 

delivered virtually over Zoom. In addition to the lessons, two parent meetings guide 

conversations about the topics. 

The lessons have the following structure: Lesson 1: Gender Identity and Gender 

Expression. This lesson explores the concepts of gender identity and gender expression, 

helping students understand and respect diverse gender identities. It promotes acceptance 
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and inclusion while addressing participants' questions or concerns. Lesson 2: 

Relationships.  Participants learn about different types of relationships and the 

importance of healthy boundaries and communication. They explore the qualities of 

healthy relationships and discuss strategies for building and maintaining positive 

connections. Lesson 3: Public vs. Private. This lesson helps students recognize the 

difference between public and private spaces, boundaries, and behaviors. It emphasizes 

the importance of consent and respect for personal boundaries in various contexts. 

Lesson 4: Friendship. The focus of this lesson is on fostering healthy friendships. 

Participants learn about the characteristics of good friends, practical communication 

skills, and conflict resolution strategies to maintain positive and supportive 

friendships. Lesson 5: Communication. 

 Effective communication is crucial in all aspects of life. This lesson teaches 

students how to express their thoughts, feelings, and needs clearly and respectfully. It 

covers active listening, assertiveness, and nonviolent communication techniques. Lesson 

6: Internet Safety/Pornography. Participants learn about the potential risks and 

responsible internet use in this lesson. They explore the impact of pornography, 

addressing misconceptions and promoting critical thinking skills to navigate online 

content safely. Lesson 7: Caring For Your Body. This lesson focuses on self-care and 

body autonomy. Students learn about hygiene, self-advocacy, and understanding their 

own physical and emotional needs. They are encouraged to develop a positive body 

image and practice self-compassion. Lesson 8: Decision Making. This lesson teaches the 

importance of informed decision-making. Participants explore strategies for making 

responsible choices related to relationships, sexual health, and personal well-being. They 
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learn to consider risks, consequences, and personal values. Lesson 9: Friend to Dating to 

Relationship. This lesson explores the transition from friendship to dating and the 

dynamics of romantic relationships. Participants discuss the characteristics of healthy 

relationships and the importance of mutual respect, consent, and effective 

communication. Lesson 10: Being in a Relationship. Building upon the previous lesson, 

lesson 10 delves deeper into the complexities of being in a relationship. Topics covered 

include emotional intimacy, trust, conflict resolution, and establishing healthy 

boundaries. Lesson 11: Sexual Feelings and Acts. Participants learn about sexual 

feelings, desires, and boundaries in a safe and supportive environment. This lesson 

promotes open and non-judgmental discussions about sexual orientation, consent, and 

healthy sexual behaviors. Lesson 12: Birth Control & STIs. The final lesson provides 

essential information about contraception methods and sexually transmitted infections 

(STIs). Participants learn about the importance of safe sex practices, consent, and 

accessing healthcare resources. 

Each lesson maintains a consistent format. It starts with a topic review, ensuring 

participants grasp the key concepts. Reciting the group agreement follows the topic 

review. The group agreement states:  

1. Keep it confidential  

2. What's said on zoom stays on zoom!  

3. All feelings and opinions are ok.  

4. Ask questions and keep comments on topic  

5. Show respect to everyone  

6. Listen and learn to become more informed   
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The EASE mantra, "My body is my own, and I decide what is right for me," is 

then introduced and verbally reviewed by the class. This mantra sets the tone for personal 

empowerment and autonomy. The next part is the waterfall questions to serve as a warm-

up activity, promoting active participation. The lesson then reviews the topics covered in 

the previous week, ensuring a solid foundation. Following the review, direct and explicit 

instruction introduces the new topic. Facilitators review slides that have key information 

on the new topic. Following the instruction, scenarios and real-life applications are 

provided to encourage students to apply their knowledge and engage in meaningful 

discussions. Finally, the session wraps up, summarizing the key takeaways and providing 

closure to the session. 

The curriculum employs simplified language and real-life images to convey key 

concepts and aid understanding. Inclusive scenarios integrate throughout to spur 

thoughtful dialogue and ensure representation for students from diverse backgrounds. For 

example, a scenario about healthy boundary-setting in a friendship helps students practice 

assertive communication skills. Instructional videos are also included throughout and 

provide an additional layer of engagement. An example of this is within the puberty 

lesson, an animated video that breaks down physical changes in a simple, unintimidating 

way. Videos allow students to visualize abstract concepts. Discussion questions after 

each video encourage students to analyze and contextualize the information. Further, 

resources, including handouts, websites, and books, are provided at the end of every 

lesson for students to continue exploring topics independently or with trusted adults.  

Two optional 1.5-hour parent meetings are needed to foster retention and parent 

involvement. These meetings guide caregivers in discussing sensitive topics, asking 
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questions, and reinforcing lessons at home. An open, judgment-free environment allows 

families to build trust and align on shared values. Curriculum 2 is currently only available 

on the CANVA platform.   

Organization 2 continues to refine and improve the curriculum based on feedback 

received during pilot sessions. Although formal assessments have yet to be developed or 

conducted, Organization 2 plans to complete an IRB and develop formal assessments by 

2024 to evaluate the curriculum's effectiveness. Further, Organization 2 aims to develop 

an instructor manual to assist in the future delivery of Curriculum 2. 

Curriculum 2 stands out for being a highly comprehensive sexual health 

curriculum. It utilizes critical social skills components to teach important sexual health 

concepts to youth. These social skill components include communication skills, 

emotional regulation skills, and social cognition skills. By bridging social skills concepts 

and sexual health concepts, Curriculum 2 aims to empower youth with ID to build self-

confidence, make responsible choices, develop healthy relationships, and positively 

embrace their sexuality.  

Background information  

Organization 2 

Organization 2 is a small business founded in 2021 with a clear mission: to 

provide online sexual health education for teenagers and adults with Intellectual and 

Developmental Disabilities (IDD). They have successfully delivered virtual education to 

individuals across multiple states in the US, empowering this community with the 

knowledge and tools to make informed, healthy choices about relationships and sexuality. 
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The cofounders of Organization 2 are special education teachers who recognized 

the need for comprehensive sex education tailored specifically for people with 

disabilities. They saw that individuals with disabilities are often excluded from 

mainstream sex education or only given basic information. To address this gap, 

Organization 2 offers separate online courses for teens and adults, using a variety of 

modalities such as videos, discussions, and real-life images to make the material 

accessible. All courses cover various topics, including anatomy, puberty, relationships, 

consent, safe sex practices, and more. 

One of the unique components of Organization 2's approach within all of their 

courses and training is teaching self-advocacy skills. They aim to give students the 

confidence and language to speak up for their wants and needs in relationships, helping to 

prevent abuse and promote healthy sexuality. Beyond the courses, Organization 2 also 

provides additional services such as parent workshops, professional development for 

educators, and specialized support for group homes. Their ultimate goal is to empower 

people with disabilities to see themselves as sexual beings deserving of safe, fulfilling 

relationships. 

In addition to their online courses and services, Organization 2 conducts in-person 

workshops and trainings, presenting at conferences and events nationwide to spread 

awareness about sexuality education for people with disabilities. They also advocate on a 

policy level for more comprehensive sex education, arguing that denying this vulnerable 

population access to knowledge about their bodies and relationships violates their human 

rights. Organization 2 supports legislation that mandates sexuality education for all 

students, regardless of disability status.   



 126 

Organization 2 has a mission to equip individuals with life-saving tools and 

information that has been missing. Their empowerment-based, positive approach to 

sexuality aims to transform attitudes and dismantle stigma, showing that people with 

disabilities deserve to be respected, educated, and affirmed in their sexuality like anyone 

else.  

Data Analysis 

Interviews. The researcher interviewed multiple individuals to understand 

Curriculum 2 and its development process comprehensively. The lead curriculum 

developers from Organization 2 (Participant 3 & Participant 4) were interviewed, along 

with two CDN staff members, specifically CDN staff 1 and 2. Furthermore, a member of 

the Youth Advisory Board, identified as YAB 1, was interviewed. 

Participant 3, a co-founder, educator, and curriculum specialist, holds a master's 

degree in special education and over 20 years of experience teaching in the public sector. 

Their expertise extends to working with youth on educational topics, social skills 

development, and sexual health education. The organization widely regards Participant 3 

as the expert in this domain, making them pivotal in shaping the curriculum content. It 

was shared by Participant 4 that "Participant 3 has done so much work in the social skills 

area that they understand some of the core concepts that need to be included in sexual 

health". Further, Participant 3 started a Parent Network Group, allowing parents to meet, 

connect, and learn with and from each other about IEPs, behavior interventions, 

therapists, life skills, and other beneficial resources.   

Participant 4 is a co-founder, educator, and the company CFO. They have been 

working with the special needs community for 20+ years. Participant 4 changed careers 
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to teach her children self-advocacy skills and accommodations to address their learning 

disabilities. She returned to school to obtain their master's in special education in 2009. 

Participant 4 shares, "My kids had every learning disability under the sun, so after 

learning so much, I was encouraged to return to school… I wanted to do something with 

my experience as a parent of youth with disabilities". After completing their degree, 

Participant 4 began to work at a nonprofit organization, where they met Participant 3. The 

pair worked together in tutoring youth with disabilities at the nonprofit until they decided 

to create their own small business providing sexual health education.  

            Two staff members from CDN participated in this study. CDN is an 

organization dedicated to providing comprehensive sexual education and support. They 

believe in the power of knowledge to empower individuals with disabilities to make 

informed decisions about their sexual health. CDN offers various services and resources, 

including educational programs and workshops, to promote sexual health in youth with 

intellectual disabilities. They prioritize inclusivity and diversity, ensuring accessibility for 

all individuals. CDN collaborates with 11 organizations, providing financial and 

curriculum development support to enhance sexual health education for youth with 

intellectual disabilities. 

CDN 1 is the program coordinator for CDN. They come to the team with a 

background in providing education and advocacy around sexual health, sexual violence, 

and child abuse. They have six years of experience coordinating community health 

education programming and providing instruction to children, parents, and professionals. 

CDN 1 has an undergraduate degree in English and a master's in secondary education. 

CDN 2 is the innovation and impact coordinator and works closely with CDN's 11 
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statewide partners as they develop and test interventions to create accessible sexual health 

education for youth with disabilities. They studied Public Health Education for their 

undergraduate degree and have a master's in adult education and human resource 

development. They serve as a co-chair for the Basic Needs Advisory Board, which helps 

create and advocate for resources to help students meet their basic needs so they can 

succeed in school.  

YAB 1 is the Youth Advisory Board Coordinator. The Youth Advisory Board 

(YAB) is a dynamic and diverse group of 5 individuals passionate about promoting 

sexual health in the disability community. They have created a warm and inclusive 

community where they can openly share experiences and learn from one another. As 

young people who either have a disability or have a close connection to someone with a 

disability, their perspectives and lived experiences drive the critical work of CDN. 

Together, they strive to make sexual health education more accessible for youth with 

disabilities. Despite the varied backgrounds and experiences, YAB advocates for one 

common goal: inclusive, accurate, and accessible sexual education. The YAB coordinator 

(YAB 1) participated in this study through an interview. This individual brings valuable 

experience in advocating for youth with disabilities to CDN. They are currently pursuing 

a master's degree program with a research focus on accessible opportunities for 

individuals with disabilities. Their passion lies in promoting inclusive medical practices 

that empower individuals with disabilities to lead independent lives. 

Observations. Four observations provided insights into the decision-making 

process and gathered feedback on curriculum 2. Two virtual meetings between 

Organization 2 and CDN focused on the ongoing curriculum development discussion. 
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During these meetings, CDN and Organization 2 reviewed any curriculum content that 

raised concerns for either party. The other two observations involved observing working 

sessions of Curriculum 2 with teens with disabilities. The observed lessons 

included Lesson 6: Internet Safety/Pornography and Lesson 7: Caring For Your Body. 

Document Analysis. A comprehensive document analysis was conducted on 

Curriculum 2 to deepen understanding of its development process. Two documents, 

which captured individual meetings between CDN and Organization 2, underwent careful 

examination. Explicit feedback from CDN and YAB, written in the two curriculum 

drafts, underwent a comprehensive review. The yearly feedback form from Organization 

2, which related to their curriculum and the progress made throughout the year, received 

an assessment. Parent testimonials were analyzed as well. The researcher evaluated notes 

from an internal meeting involving Participant 3 and Participant 4 in one document. The 

Organization 2 theory of change document, encompassing information on the problem, 

theory of change, and curriculum goals, was scrutinized during this process. Lastly, the 

most recent product, consisting of twelve lessons, underwent analysis. 

Through interviews, observations, and document analysis, the following themes 

emerged. 

Table 4.3 

Case 2 Emergent Themes and Subthemes 

Emergent Theme Subthemes 

“I Kept Going Back to Social Skill Pieces.  

Like, the Emotions Behind Things or 

Diving Deeper into Relationships” 
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“They would send it to us for feedback. . . 

but they wouldn’t always implement the 

changes.” 

 

 

 

"It's so much content, they can't fit it all 

in” 

 

“Making Sure It Felt Relevant” 

 

“We Aren’t Sure Where the 

Disconnect Was." 

 

 

“You Need to Describe the Picture on 

the Page When you Provide 

Instruction.” 

 

“If I Picked this Curriculum up, I 

Wouldn't Know How to Teach It!" 

Emergent theme 1: “I Kept Going Back to Social Skill Pieces.  Like, The Emotions 

Behind Things or Diving Deeper into Relationships.” 

In 2020, Participant 3 and Participant 4 worked at a nonprofit organization that 

provided tutoring and social groups to youth with disabilities. As they collaborated on 

classes, they began receiving questions from students and families about relationships 

and intimacy. One student approached Participant 3, asking, "Why can't I be in a 

relationship? When I try to hold hands or kiss, what should I do?" Other students had 

similar questions and concerns. Participant 3 had experience teaching social skills but felt 

unsure how to address intimate relationships and sexual health topics. To find resources 

to support their students, Participant 3 researched sexual health curriculums online. They 

discovered Elevatus, an evidence-informed curriculum for youth with intellectual and 

developmental disabilities (IDD). Elevatus offered training for professionals on 

implementing their comprehensive sexual health curriculum. Excited by this discovery, 

Participant 3 completed Elevatus' three-day training in February 2020. They then urged 
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Participant 4 to get trained, suggesting they could teach one or two classes per year 

together. Participant 4 eagerly agreed, saying, "Yeah! Sure! Twist my arm. This is going 

to be great!" 

In April 2020, Participant 4 finished the Elevatus training. That summer, the pair 

did a "soft launch" where they taught one cohort of six students. These were long-time 

members at their nonprofit familiar with the two instructors. The instructors also had 

established relationships with parents over their years working there. To support the 

parents of the students in the cohort, participants 1 and 2 held two parent trainings to 

discuss the content and provide instruction on talking to their youth about these sensitive 

concepts. Throughout the soft launch, the pair met every Saturday, going through the 

entire Elevatus curriculum, and would teach on the Monday following their planning. 

They practiced delivery and planned the structure.  Participant 4 reflected on delivering 

those first few classes using the Elevatus curriculum: 

We realized that the topics were great, but the way it was covered didn't make 

sense. We would switch around the weeks like 'Oh we think this topic should be 

taught before this one'. And then, we started assessing our students and realized 

that the wording didn't resonate with this person. So let's change it. We were 

always just modifying and modifying and modifying..." 

The pair continuously modified the curriculum, rearranging topics and building in 

more relatable language. By the end of the soft launch, Participant 3 and 2 decided it was 

not meeting their needs. Participant 3 shared, “I kept going back to social skill pieces—

like the emotions behind things or diving deeper into relationships. I just knew that we 

could modify Elevatus all we wanted, but it was never going to be what we wanted.” The 
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pair was not happy with all the modifications they had to consistently make with the 

Elevatus curriculum as it needed key social skill components the duo both thought were 

imperative to include. Participant 4 reflected, "[Participant 3] just said, why don't we 

make our own? I know we put in all this work, but let us do it.' I was excited. I love 

working with [Participant 3], so of course I said, 'Yes!'". Modifying the Elevatus 

curriculum shaped their decision to develop a curriculum tailored to their student's needs 

and reflect key social skill components.  

Not only did the pair decide to develop their own curriculum, but they decided to 

create a business in the process. Through the soft launch and constant work modifying 

the Elevatus curriculum, the duo discovered a passion for delivering sexual health and 

healthy relationship support through the context of social skills pillars to youth with 

disabilities. Their newfound passion fueled them to create their own business and focus 

on this area full-time. The pair created an LLC known as Organization 2. However, the 

pair had an immediate obstacle. Participant 3 shared, "We were all riled up and ready to 

do this, and then we thought, oh, we need money. We wanted to get paid to do this and 

write this". Not only did the pair need financial support, but they also wanted support 

from an external stakeholder to provide feedback throughout the process. Participant 4 

shares, "We wanted support and feedback from professionals doing this and that know 

how to do it. So we began researching in hopes of finding an or 

The co-founders struggled to identify a resource to support them in this process 

until a community connection they established through the nonprofit organization they 

worked at reached out. Participant 4 said-  



 133 

I got a call from an intern at CDN who knew one of our students at [nonprofit 

organization]. They were recruiting for the Youth Advisory Board and asked if 

we had any students who would be interested in participating. We had a few folks 

in mind and shared those names with them. We then asked if they offer any 

financial support to developers, and they said yes! We found out how much we 

would receive through the grant, and we were so excited. We tried to play it cool, 

but now that we were able to secure funding and support for our project we were 

in a good spot.   

The pair enthusiastically applied to be a part of CDN, recognizing its value and potential. 

Soon after they applied, they received the news of their acceptance. With funding and 

support secured, the pair embarked on a journey to develop a comprehensive sexual 

health curriculum that would utilize social skills components to empower and educate 

students.  

Immediately following their acceptance, CDN arranged a meeting with 

Organization 2 to delve deeper into their development plan and gain insight into their 

vision for the curriculum. The meeting minutes from this discussion reflect CDN asking 

the pair to identify the central or emerging theme that would define their curriculum. 

They confidently responded, "Relationships." The notes further state, "[Organization 2] 

did their research and noticed a gap in comprehensive sexual health curriculums 

excluding social skills instruction and topics. This is the focus of their 

product". Organization 2 knew the direction they wanted to take in their curriculum. 

CDN 1 reflected on this meeting, stating, "We knew they were coming in to write a 

curriculum that was very focused on the healthy relationship aspect and social skills. The 
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emphasis was slightly different than our other partners". The significant emphasis 

Organization 2 puts on relationships sets them apart from the other partners within the 

network. Combining their expertise in social skills instruction with the existing sexual 

health topics from the Elevatus curriculum, the co-founders of Organization 2 began the 

curriculum development process.  

Organization 2 wanted to rearrange, refine, and expand the Elevatus curriculum. 

Their goal was to ensure that the curriculum resonated with their students on a deeper 

level by utilizing relatable language and incorporating real-life imagery of diverse 

individuals. Participant 3 shared: 

We wanted to use words that our students were going to get a little more. We also 

wanted to use real pictures of people and use resources that come from social 

skills instruction. We also knew that this was going to be virtual, so we had to 

create a product that could be delivered virtually.  

The co-founders would review the Elevatus curriculum outline sheets to see where it all 

started. This review led to discussions between the pair on how to approach the sexual 

health topics appropriately. However, they also recognized the importance of strongly 

emphasizing relationships, understanding that these two areas were intrinsically linked 

and equally vital for a comprehensive education. 

Participant 3 shared their insights into the process: "We decided they really need 

to know who they are and what they can do to advocate for themselves. And to do that, 

they need to know about themselves." This statement encapsulates the essence of their 

approach - a focus on self-awareness and self-advocacy, two essential skills that they 
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believed were fundamental to personal growth and development. Further, these are two 

core skills in social skill education.  

The co-founders also understood the importance of fostering community among 

the participants. They believed that the first class, in any educational setting, sets the tone 

for the rest of the course. "Also, a first class in anything is all about getting to know each 

other," Participant 3 explained. With this in mind, they decided to design a first session 

that would serve a dual purpose. It would not only allow the participants to get to know 

each other but also allow them to explore their identities. They would delve into 

discussions about gender and how their gender identity fits into the larger societal 

context. Participant 3 emphasized the importance of this approach, stating,  

This is important as it drives how each student sees how they fit into the rest of 

the curriculum. By understanding their own identities, the students would be 

better equipped to navigate the rest of the curriculum and, more importantly, their 

own lives. 

This approach to education, they believed, was the key to creating a truly impactful and 

meaningful learning experience. 

While the team utilized the Elevatus curriculum and their social skills knowledge, 

the pair would look for additional resources to aid in the development and instruction of 

the program. They struggled to determine how to explain relationships meaningfully 

while also incorporating those critical sexual health concepts of consent and appropriate 

behaviors within each different type of relationship. Participant 3 shared that while 

researching, "We stumbled upon the relationship circles. We have used this visualization 

before in our social skills groups, but we felt like they didn't quite match what we wanted 
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to convey, so we created our own versions." The pair broke each circle down for 

instructional purposes. They showed these relationship circle diagrams to students to get 

feedback. Antidotal notes from Organization 2 state, "[student 1] did not understand 

where his support staff fell into the circle, and [student 2] did not understand the point of 

the circles". The students did not fully grasp the concepts at first. So, the team broke out 

each circle even further, adding more nuance and detail. They were able to incorporate 

boundaries within each type of relationship. This more comprehensive approach helped 

the students understand the material better. CDN 1 stated that "the relationship circle is in 

every single one of their lessons, so they are always bringing it back to these relationships 

and boundaries within them. It's a pillar for them." Furthermore, Organization 2 had 

experience working with clients who had gotten in trouble with the law due to a lack of 

understanding of boundaries and consent, making this a significant topic within their 

curriculum. CDN 2 elaborated that: 

Boundaries and understanding them within relationships, along with discussing 

decision-making, values, and societal norms, are all things youth with disabilities 

need explicit instruction on. They also have clients that have gotten in trouble 

with the law due to lack of education and knowledge, so they know this 

information is valuable. The way they use the relationship circles to really build 

on all of these things helps students understand the concepts and it aids in 

potential prevention of any future instances from arising. 

The pair believed that their iterative approach to developing the relationship circle 

diagrams, along with integrating them thoroughly throughout the curriculum, would be 

an effective strategy for conveying these complex concepts to students. The real-world 
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examples and personal connections highlighted the importance and value of this 

educational approach. The duo moved forward and remained committed to developing a 

curriculum aligned with this philosophy.  

Emergent theme 2: “They Would Send It to Us for Feedback. . . but They Wouldn’t 

Always Implement the Changes.” 

The curriculum development sought to cultivate a collaborative process marked 

by a constant exchange of ideas and constructive feedback. From the onset of the 

partnership, Organization 2 expressed their desire for support and guidance from an 

external stakeholder. This iterative process was pivotal in ensuring the curriculum's 

comprehensiveness, relevance, and engagement for the students. 

"Making Sure It Felt Relevant"  

As Organization 2 worked on refining its curriculum, they would regularly send 

updated slides to the CDN team and the Youth Advisory Board (YAB) for review and 

input. The YAB, composed of 5 young individuals with a mission to develop accessible 

and comprehensive sexual health interventions, played a crucial role in this process. YAB 

1 shared more about their involvement: 

The Youth Advisory Board reviewed the curriculum in a meeting and sent 

feedback to Organization 2. Sometimes, we would go back and forth over email 

or Zoom to discuss the feedback more specifically and answer any questions they 

had. 

The feedback from the Youth Advisory Board proved particularly valuable, offering a 

youthful perspective on the content, especially considering the curriculum's target 

audience of youth. Further, members of the YAB either identify as a youth with a 
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disability themselves or have close connections to the disability community. The lived 

experience allowed them to provide highly relevant suggestions to make the curriculum 

more engaging and accessible. For example, In Lesson 1, feedback on the draft 

curriculum from YAB recommended using relatable celebrities or figures to represent 

diverse gender identities. They explained that this could help students see themselves 

reflected in the curriculum and grasp the concepts more quickly. The YAB member 

elaborated: 

We suggested finding celebrities or public figures that openly identify with 

different gender identities. Seeing well-known people that represent the full 

spectrum of identities can help students understand this topic better. We also 

recommended including appropriate scenarios with characters that students can 

relate to. They may connect more if the examples feel familiar. 

YAB only provided five other feedback comments in the drafts. This feedback is 

in Lesson 3 on public vs. private; they recommended removing a confusing picture of a 

heart inside a bedroom, as it did not clearly convey the concept. For Lesson 6 on internet 

safety and pornography, the YAB suggested including information on accessing safe 

pornography, not just warnings about unsafe sites. They explained that providing 

guidance on safe options would equip students with the necessary knowledge. In Lesson 

9 on the progression from friend to dating to relationship, the YAB advised including 

clear explanations of the differences between stalking and lurking behaviors. 

Distinguishing between inappropriate and acceptable actions could help students avoid 

potentially harmful situations. In Lesson 11 on sexual feelings and acts, the feedback 

indicated that while the inclusive scenarios were appreciated, all the LGBTQ+ examples 
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portrayed adverse outcomes. The YAB recommended adding some positive LGBTQ+ 

relationship scenarios as well to provide balance. Finally, in Lesson 12 on Birth Control 

and STIs, the YAB encouraged spending more time explaining how to talk to doctors 

about sexual health topics. The feedback suggested including specific guidance on what 

questions to ask doctors and how to advocate for your needs in these conversations.  

In addition to the proposed suggestions, the YAB was excited to see the extensive 

focus on relationships woven throughout each lesson. They wanted to ensure this content 

was current, relatable and resonated with students' realities. As the YAB member shared: 

The extensive information on relationships within each lesson was something our 

board was really excited to see in a curriculum. Healthy relationships are so 

critical but often overlooked in sexual health programs. We definitely wanted 

Organization 2 to keep this comprehensive relationship focus, while making sure 

it felt relevant. Using relatable language, diverse examples, and scenarios students 

recognize helps achieve that. 

The YAB's feedback highlighted their commitment to shaping a curriculum that would 

truly meet the needs of youth both within and connected to the disability community. 

Their involvement and recommendations were to aid in guiding revisions. Upon 

reviewing the most recent CANVA slides curriculum, Organization 2 did not fully 

incorporate the feedback provided by YAB. Specifically, they did not implement the 

private vs. public comment suggestion in Lesson 3, which recommended removing the 

heart from the bedroom. Additionally, they did not address the suggestion in Lesson 6 

regarding internet safety and pornography.  
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Organization 2 sent draft curriculum slides to the Youth Advisory Board (YAB) 

for review and input as they refined the material. The YAB, composed of young 

individuals with experience in the disability community, provided suggestions to make 

the content more relevant, engaging, and accessible for students. Their feedback focused 

on using relatable examples and scenarios for students to make connections. For instance, 

the YAB recommended including diverse gender identities and relationship scenarios that 

reflected students' realities. They wanted to ensure the extensive relationship content felt 

current and resonated with youth. While Organization 2 has taken the YAB's suggestions 

around relevance and relatability, they did not fully incorporate all of the YAB's 

feedback. Specifically, Organization 2 did not implement the YAB's recommendations 

regarding removing a confusing picture in Lesson 3 and providing guidance on safe 

pornography in Lesson 6. Instead, Organization 2 only implemented feedback directly 

related to relevancy for their target audience. The lack of implementation suggests that 

Organization 2 felt comfortable with their decision-making regarding overall content, 

formatting, and scope but relied on youth perspectives for relative content. Overall, 

Organization 2 sought the YAB's input but selectively incorporated changes to make the 

curriculum feel familiar to students. 

“We Aren't Sure Where the Disconnect Was" 

 CDN staff members also provided extensive feedback to Organization 2, 

particularly regarding the format and content of their curriculum. CDN 2 shared 

that "after the development of a lesson, they would send it to us for feedback." CDN 2 

further explained, "We've given a lot of feedback, particularly around the organization 
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and format of some of their lessons. I think they have great, comprehensive content, but 

sometimes have struggled with exactly how to organize something in the best way." 

The following feedback is in the comments of the CANVA platform. For Lesson 

1 on gender identity, CDN advised changing wording to be more direct on slides 39-41. 

They also recommended replacing confusing graphics with better pictures that clearly 

convey concepts.  

In Lesson 2 on relationships, CDN highlighted issues with unclear language 

around defining gender identity and suggested rephrasing political/religious conversation 

guidance. They also advised enhancing the relationship circle visuals to demonstrate 

closeness better. There was no feedback provided for lessons 3-5 (Lesson 3: Public vs. 

Private, Lesson 4: Friendship, and Lesson 5. Communication). For Lesson 6 on internet 

safety, CDN recommended adding a reference to TikTok, suggesting accounts be made 

private, simplifying "adult sites" wording, and reframing guidance around unwanted 

photos. They also questioned the need for certain videos and suggested using real pictures 

instead of confusing graphics to stay consistent with the rest of the curriculum. In Lesson 

7 on body parts, CDN advised using inclusive language like "bodies with a penis," 

simplifying the introductory video, improving anatomy diagrams, clearly defining terms, 

and evaluating video necessity. For Lesson 8 on decision making, CDN suggested 

removing unnecessary videos, reinforcing the DECIDE acronym better, and enhancing 

the "Choose Your Own Adventure" stories. There was no feedback for Lesson 9 (Friend 

to Dating to Relationship). In Lessons 10 and 12, CDN recommended adding consistent 

phrases, removing potentially unnecessary content, matching pictures to words, 

highlighting key questions, and replacing confusing graphics. CDN aimed to maximize 
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clarity, accessibility, conciseness, inclusivity, engagement, and understanding through 

their specific, lesson-by-lesson feedback. In their overall feedback comment, CDN 

recommended simplifying videos using pictures instead when possible and ensuring 

videos have clear titles and sources. They also suggested improving accessibility, like 

using colors distinguishable for those who are color blind. 

While Organization 2 received extensive feedback from CDN, they only 

sometimes implemented the suggestions. CDN 2 shared,  

While the goal was to be collaborative and we would consistently provide 

feedback, Organization 2 did not always take our feedback. It felt like if we didn't 

completely redesign and actually make the changes for them, sometimes the 

changes would not be made. 

CDN 1 further shared, "It was interesting how they didn't make some changes 

based on feedback, as [Organization 2] was constantly seeking feedback and support. We 

aren't sure where the disconnect was there." After a review of the current curriculum, 

CANVA slides, and meeting minutes from a monthly check-in between Organization 2 

and CDN, the following suggestions were absent from the final draft. For Lesson 1 on 

gender identity, CDN recommended replacing confusing graphics with more explicit 

pictures to convey the concepts more effectively. However, Organization 2 retained the 

original graphics that CDN had identified needing clarification. In Lesson 2 on 

relationships, CDN provided feedback on improving unclear language regarding gender 

identity definitions and rephrasing guidance on political/religious conversations. They 

also suggested enhancing relationship circle visuals better to illustrate the closeness 

between different types of relationships. Unfortunately, Organization 2 did not implement 
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these suggested changes to improve Lesson 2. Furthermore, for Lesson 8 on decision-

making, CDN suggested removing unnecessary videos, reinforcing the DECIDE acronym 

throughout the lesson, and enhancing the impact of the "Choose Your Own Adventure" 

stories. Once again, Organization 2 did not incorporate this feedback aimed at improving 

student engagement and understanding. Lastly, in Lesson 12, CDN recommended 

removing unnecessary content, such as a random picture of a boy and girl smiling. 

Unfortunately, Organization 2 did not adopt this feedback either. While CDN 

consistently provided feedback, the review clearly shows that the final curriculum drafts 

did not incorporate many suggestions. The reasons for not adopting particular feedback 

remain unclear. This disconnect between seeking input and integrating advice represents 

a missed opportunity to enhance the curriculum's clarity, inclusiveness, conciseness, and 

impact. 

In summary, Organization 2 developed the curriculum intending to foster 

collaboration. They actively sought regular feedback from the CDN team and the Youth 

Advisory Board (YAB). The YAB, comprising youth with disabilities and those 

experienced in the disability community, offered valuable input on enhancing relatability, 

incorporating diverse examples, and reinforcing key concepts visually. However, 

Organization 2 only implemented feedback regarding the content's relatability. CDN also 

provided extensive feedback on curriculum format, organization, language levels, and 

content. While Organization 2 consistently sought input, they only occasionally acted 

upon suggestions from CDN, causing some confusion. Specific feedback, such as the 

need for more diversity in videos/images, reducing wordiness, and eliminating 

unnecessary images, was provided but only partially adopted. The lack of implementation 



 144 

suggests that Participant 3 and Participant 4 relied on their knowledge and experience 

when making decisions during the lesson development. Despite these challenges, 

Organization 2 remained committed to creating comprehensive lessons focused on the 

core foundations of consent, boundaries, and healthy relationships. 

Emergent theme 3: "It's So Much Content, They Can't Fit It All In.” 

Curriculum 2, developed by Organization 2, aims to provide comprehensive 

sexuality education to youth with intellectual and developmental disabilities (IDD). 

Organization 2 decided to implement its curriculum while it continued to develop and 

modify the content. They would utilize observational data from the sessions, feedback 

from parents and students, feedback from CDN or YAB members who attended the 

session, and post-session conversations between the co-founders to determine necessary 

changes.  

The immense content covered in each session is the most significant barrier to 

effectively implementing Curriculum 2. CDN staff who observed the curriculum delivery 

noted there were too many concepts introduced in each 90-minute lesson. They 

commented that by the end of class, students seemed overwhelmed and unable to grasp 

the key takeaways. CDN 2 reflected, "I was trying to follow along, and I kept thinking, 

there is more content to cover, and we are already 50 minutes in. By the time it was 

almost over, I could see them rushing". The sessions felt rushed as Organization 2 tried to 

fit in all the material. As CDN 1 also expressed, "It's so much content, they can't fit it all 

in their allotted time. The session I attended, they rushed at the end just to get through it. 

There is no way students understood that concept." The observation data from session 7: 

Caring for your body reflects that, by the 90-minute mark, there were still six slides left 
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undiscussed. These slides reviewed the topic and provided one application practice 

opportunity. 

When CDN staff shared how Curriculum 2 could be modified to solve this 

problem, CDN 1 said, "I think they need to focus on just one or two major concepts per 

session. Its too much information in one sitting. Either add on more lessons or take out 

concepts that are extra information". CDN staff 2 felt similarly and shared, "Just focus on 

two things. Maybe even just one if you are going to go into that much detail. And add on 

more lessons". The feedback and data from the observation indicate that Organization 2 

needs to streamline the curriculum to focus on just one or two major concepts per session. 

The 90-minute session length also poses challenges for maintaining student 

engagement and comprehension. During the presentation of session 7: Caring for your 

body, it was observed that around the 60-minute mark, students began losing focus. Their 

cameras would turn off, and they appeared less attentive. In Lesson 6: Internet 

Safety/Pornography, the lack of engagement from students is noted at the 75-minute 

mark. CDN 2 shared, "90 minutes is also a long time for students to sit in front of the 

screen. I saw this when I observed a session. I don't know the answer, but 90 minutes isn't 

working". CDN 1 felt similar but suggested, "I think if they shorten each lesson and add 

more lessons, they would get students engaged throughout the whole thing." Like CDN 

staff suggested, shortening each session could help sustain student attention and active 

participation. Expecting students to sit through 90 minutes of dense instruction is 

unrealistic. The curriculum content must be broken into smaller chunks and delivered in 

shorter sessions to be practical for youth with IDD. Additionally, CDN staff felt the 

curriculum was too dense for use in school settings in its current format. They 
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recommended breaking the content into 24 sessions rather than 12. Adding more sessions 

would allow adequate time to delve into each topic at a reasonable pace. As CDN 2 

stated, "I think teachers would need to chunk this to more sections with less content or 

break up each of the lessons in half and make it a 24-session curriculum." Making the 

curriculum less overwhelming and easier to digest would increase its viability for 

classroom implementation. 

"You Need to Describe the Picture on The Page When You Provide Instruction."   

An issue impacting the practicality of Curriculum 2 is the lack of accessibility for 

some students. A youth advisory board (YAB) member who observed the instruction 

provided critical feedback about ensuring accessibility, especially for students with 

physical or visual disabilities. For example, the YAB member noted that Organization 2 

needed to add verbal descriptions of visuals and use concise language when explaining 

concepts. The handouts also were not fully accessible for those using screen readers. The 

feedback provided on the feedback form sent to Organization 2 had the following 

comments- "You need to describe the picture on the page when you provide instruction," 

"When you explain the information from the slide, you say too many words, try and 

shorten that," "the example you shared didn't seem to land with the group. Change it 

up", and "not all of your handouts are screen reader friendly. Find other ways to give this 

information".   This feedback highlighted the need to consider diverse learning needs in 

both the instructional methods and materials. To ensure practicality, the curriculum 

should not assume students' abilities to see, hear, or process information. Offering 

information through multiple modes is essential.  



 147 

The YAB member provided Organization 2 with specific feedback suggesting 

additional student engagement and response opportunities. They recommended 

welcoming typed chat and verbal sharing to ensure everyone can participate in their 

preferred format. The 1-10 scale for understanding, which helps students gauge their 

understanding, was unclear for some students, indicating a need for more accessible 

engagement strategies like thumbs up/down. As the YAB member's comments show, 

there are various ways Organization 2 can promote accessibility and inclusion during 

lessons and within their handouts. Making these adjustments would allow more students 

to engage with the material. 

"If I Picked This Curriculum Up, I Wouldn't Know How to Teach It!" 

The final issue limiting the practical use of Curriculum 2 is the lack of 

implementation support, like a facilitator guide. CDN staff expressed concerns that 

without a detailed guide, other educators could not teach the curriculum with fidelity. 

While the Organization 2 co-founders deliver the lessons effectively, their knowledge is 

not codified for others to replicate. A guide would allow for consistent delivery of 

content across different instructors. As CDN 2 explained, "In order to utilize this 

curriculum with fidelity, a facilitator guide needs to be developed. If I picked this 

curriculum up, I wouldn't know how to teach it!" A guide is an essential component for 

scaling the curriculum beyond Organization 2. 

Additionally, the lack of a pre-/post-knowledge assessment makes it difficult to 

evaluate the curriculum's practical impact on student learning. While Organization 2 uses 

informal polls (waterfall chat) to check for understanding during sessions, no 

comprehensive assessments measure knowledge gains. Without concrete evidence that 
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students are mastering the content, it is hard to justify implementing the lengthy 12-week 

curriculum. Developing pre/post assessments would provide valuable data to demonstrate 

the curriculum's practical benefits for students. 

Curriculum 2 aims to provide comprehensive sexuality education for youth with 

IDD. However, robust feedback from CDN and YAB has revealed several barriers, 

making implementing the curriculum in its current format impractical. Key issues include 

overwhelming dense content in each 90-minute session, materials and instruction lacking 

accessibility and inclusion, no facilitator guide or support for consistent delivery, and no 

assessments to demonstrate student learning. This feedback indicates that in the 

curriculum's current state, the amount and presentation of information are not realistically 

implementable for the target student population and settings. 

To overcome these barriers, stakeholders recommend several key improvements. 

These include streamlining content to focus on 1-2 critical concepts per 60-minute lesson, 

enhancing accessibility through verbal descriptions and handouts, utilizing different 

response modules, developing a facilitator guide to standardize delivery, and 

implementing pre/post assessments. By making the curriculum more focused, accessible, 

easy to implement, and evidence-based, it can effectively serve as a practical educational 

tool for youth with IDD. 

With thoughtful modifications grounded in stakeholder feedback, Curriculum 2 

has strong potential to become an invaluable resource. It covers essential topics within 

comprehensive education. By refining the curriculum to be more focused, accessible, 

standardized, and data-driven, Organization 2 can transform this unique offering into a 

practical program that empowers youth with IDD. Implementing these solutions will 
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require effort but help Curriculum 2 achieve its aims of educating and supporting this 

population. 

Case 3 

Curriculum 3 is an empowerment and abuse prevention curriculum for teens, 

specifically ages 12-15, with intellectual and developmental disabilities. The curriculum 

covers identifying healthy and unhealthy relationships, setting boundaries, consent, 

private vs. public places, correct names for body parts, identifying red flags to recognize 

abuse, and seeking help. It uses engaging and interactive methods like videos, group 

discussions, and roleplaying. Participants also practice using their voice and other 

methods of saying "no" in different scenarios. 

There are four main training sessions, each 90 minutes long. The first session 

emphasizes the importance of trust and identifying reliable sources of support when 

needed. It delves into building trust within relationships and establishing a network of 

trustworthy individuals. The second session dives into the complexities of distinguishing 

between healthy and unhealthy relationships. It explores the various aspects of healthy 

relationships, such as effective communication, mutual respect, and shared values. In the 

third session, participants are provided education on consent, personal boundaries, body 

parts, and understanding what constitutes healthy touch. This session aims to empower 

individuals with the knowledge and understanding to make informed choices about their 

bodies and personal space. The final session equips individuals with the skills to speak up 

when they feel uncomfortable and to seek assistance from trusted adults. It provides 

practical guidance on expressing discomfort, asserting boundaries effectively, and 

accessing support systems in times of need. 
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Each lesson consists of the same core parts. First, each session begins with an 

icebreaker activity designed to foster a sense of community among participants. Each 

week, there is a different icebreaker. The icebreakers include sharing your name and 

favorite thing to do encouraging everyone to connect on a personal level. Additionally, 

participants engage in a positive sentence-maker exercise using boardmaker icons, where 

they create uplifting statements. Drawing a picture of something that brings them joy 

further enhances the icebreaker session. Finally, participants are encouraged to share 

something they have learned, promoting active engagement and knowledge sharing. 

Next, the curriculum includes ground rules to ensure a productive learning 

atmosphere. These rules are "1. Have fun. 2. Remove distractions, and 3. Listen when 

others are speaking." Boardmaker icons reinforce these rules; if participants suggest 

additional rules, they are welcomed and incorporated. The curriculum also features a 

"Parking Lot" section, reminding participants they can leave if they feel uncomfortable. 

This reminder empowers participants to prioritize their well-being throughout the 

sessions. Again, Boardmaker icons reinforce this. Next, the group reviews the power 

statement to emphasize self-empowerment and self-worth. Participants are encouraged to 

embrace the affirmations: "I am strong. My feelings are important. I deserve to feel safe. 

I deserve respect". This statement is reiterated at the end of the curriculum, reinforcing its 

significance. 

The curriculum then provides instructions and practice opportunities related to the 

main topic. This section offers personal reflection exercises and practical application of 

concepts, ensuring participants can internalize and apply what they have learned. 

Towards the end, a review of the content covered takes place, summarizing the key 
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takeaways and reinforcing the main concepts. The last part of each lesson is reviewing 

the power statement, reminding participants of their self-worth and empowerment. 

The curriculum is structured to facilitate discussion on the main topic throughout 

the lesson. Instructors share precise definitions and provide thorough explanations of the 

concepts. They use slides that employ clear language and boardmaker icons to reinforce 

understanding. After thoroughly exploring the concepts, students go through engaging 

and interactive activities and discussions. For instance, one activity involves sorting 

different behaviors into "healthy" and "unhealthy" categories, allowing teens to identify 

patterns. Another activity incorporates green, yellow, and red cards, enabling teens to 

"vote" on hypothetical situations involving consent and boundaries. Roleplaying 

exercises are also integral to the program, allowing teens to practice refusing unwanted 

touches and asserting their boundaries. They also simulate reaching out to trusted adults 

for help. These exercises foster confidence and equip teens with practical skills 

applicable to their daily lives. Additionally, videos are strategically incorporated into the 

curriculum to stimulate discussions. These videos feature diverse teens modeling respect, 

trust, empathy, and relationship equality. Following the video presentations, teens are 

encouraged to share their perspectives and relate their experiences to the discussed topic. 

Curriculum 3 provides teens with take-home reference guides. These serve as 

reminders about setting boundaries, warning signs of abuse, and community resources. 

The guides use simple language and visuals to reinforce the core concepts. Teens can 

refer to them long after participating in the training. Curriculum 3 has two trainers at each 

session - one lead trainer with lived experience of disability and one support trainer. 

Having co-trainers models healthy relationships and teamwork. The small group format 
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creates a safe space for teens to share experiences, ask questions, and build skills. The 

goal of Curriculum 3 is to empower teens with disabilities to have healthy relationships, 

avoid abuse and neglect, and know their rights. Curriculum 3 gives them the knowledge 

and confidence to speak up for themselves and make safe choices. The curriculum 

continues to evolve by incorporating feedback from participants, families, and other 

stakeholders. 

Background Information 

Organization 3 

Organization 3 is an initiative run through a higher education institution. It is a 

highly respected organization dedicated to empowering individuals with disabilities and 

supporting their pursuit of inclusive and meaningful lives. One of the primary objectives 

of Organization 3 is to facilitate and support the transition of individuals with disabilities 

from school to adult life, ensuring that they have access to meaningful employment, 

education, and community participation opportunities. Through comprehensive transition 

planning, Organization 3 assists individuals in developing essential life skills, self-

determination, and self-advocacy, enabling them to successfully navigate various systems 

and environments. 

Organization 3 exemplifies its commitment to inclusivity through its collaborative 

approach, actively involving individuals with disabilities, families, educators, service 

providers, and community stakeholders in its programs and initiatives. By fostering 

partnerships with local, regional, and national organizations, Organization 3 creates a 

robust network of support that promotes equity, access, and full participation for 

individuals with disabilities. Additionally, Organization 3 conducts research and 
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evaluation to advance knowledge in the field of disability, informing evidence-based 

practices and policy recommendations. Its interdisciplinary team of professionals, 

including educators, researchers, and practitioners, leverages their expertise to contribute 

to the broader understanding of disability-related issues and to promote positive societal 

change. 

Organization 3 created a healthy relationship and sexual abuse prevention 

curriculum for adults with intellectual and developmental disabilities and has been 

offering sessions since 2013. The adult curriculum aims to help adults identify healthy 

and unhealthy relationship behaviors, learn about consent and setting boundaries, and 

build skills to seek assistance. This curriculum empowers participants to cultivate safe 

and healthy relationships while equipping them with the skills to avoid exploitation and 

advocate for themselves. Through engaging lectures, interactive discussions, role plays, 

and thought-provoking activities, individuals learn topics such as enhancing self-esteem, 

recognizing warning signs of abuse, understanding legal rights, and developing safety 

plans. 

Data analysis 

Interviews. The researcher interviewed five individuals to understand Curriculum 

3 and its development process comprehensively. The researcher spoke with the lead 

curriculum developers from Organization 3 (Participant 5 & Participant 6) and two CDN 

staff members, specifically CDN staff 1 and 2. Additionally, they interviewed with YAB 

1, a member of the Youth Advisory Board. 

Participant 5 is the project manager and one of the lead curriculum developers at 

organization 3. They have worked with individuals with disabilities for over ten years. 
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They are passionate about providing equitable opportunities for individuals with 

disabilities, specifically in healthcare. They are currently working on their doctoral 

degree with a research focus on health care and accessible information for individuals 

with disabilities. 

Participant 6 is the project specialist at Organization 3 and has over 30 years of 

experience supporting individuals with intellectual and developmental disabilities, 

including autism. Her focus for the last 15 years has been addressing abuse/neglect and 

promoting healthy relationships. Participant 6 led the team in developing the adult 

healthy relationship and abuse prevention curriculum. Participant 6 is a Positive Behavior 

Support Facilitator and certified instructor in Person-Centered Thinking and Stewards of 

Children. Additionally, they previously served as a special education teacher for high 

support needs students within the public school system. 

Two staff members from CDN participated in this study. CDN is an organization 

dedicated to providing comprehensive sexual education and support. They believe in the 

power of knowledge to empower individuals with disabilities to make informed decisions 

about their sexual health. CDN offers various services and resources, including 

educational programs and workshops, to promote sexual health in youth with intellectual 

disabilities. They prioritize inclusivity and diversity, ensuring accessibility for all 

individuals. CDN collaborates with 11 organizations, providing financial and curriculum 

development support to enhance sexual health education for youth with intellectual 

disabilities. 

CDN 1 is the program coordinator for CDN. They come to the team with a 

background in providing education and advocacy around sexual health, sexual violence, 
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and child abuse. They have six years of experience coordinating community health 

education programming and providing instruction to children, parents, and professionals. 

CDN 1 has an undergraduate degree in English and a master's in secondary education. 

CDN 2 is the innovation and impact coordinator and works closely with CDN's 11 

statewide partners as they develop and test interventions to create accessible sexual health 

education for youth with disabilities. They studied Public Health Education for their 

undergraduate degree and have a master's in adult education and human resource 

development. They serve as a co-chair for the Basic Needs Advisory Board, which helps 

create and advocate for resources to help students meet their basic needs so they can 

succeed in school.  

YAB 1 is the Youth Advisory Board Coordinator. The Youth Advisory Board 

(YAB) is a dynamic and diverse group of 5 individuals passionate about promoting 

sexual health in the disability community. They have created a warm and inclusive 

community where they can openly share experiences and learn from one another. As 

young people who either have a disability or have a close connection to someone with a 

disability, their perspectives and lived experiences drive the critical work of CDN. 

Together, they strive to make sexual health education more accessible for youth with 

disabilities. Despite the varied backgrounds and experiences, YAB advocates for one 

common goal: inclusive, accurate, and accessible sexual education. The YAB coordinator 

(YAB 1) participated in this study through an interview. This individual brings valuable 

experience in advocating for youth with disabilities to CDN. They are currently pursuing 

a master's degree program with a research focus on accessible opportunities for 
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individuals with disabilities. Their passion lies in promoting inclusive medical practices 

that empower individuals with disabilities to lead independent lives. 

Observations. Four observations took place to gain insight into the decision-

making process and to receive feedback on Curriculum 3. These virtual meetings 

between Organization 3 and CDN focused on ongoing curriculum development. They 

shared specific slides on the screen for review and discussion among Organization 3 and 

CDN. Additionally, the meetings addressed the next steps and implementation goals, 

optimizing the curriculum content and addressing any concerns of Organization 3 or 

CDN. 

Document Analysis. A comprehensive document analysis enhanced the 

understanding of the development process for Curriculum 3. Five documents reflecting 

individual meetings between CDN and Organization 3 underwent analysis. A set of 

curriculum drafts incorporating feedback from CDN and YAB also faced examination. 

The yearly feedback form from Organization 3, concerning their curriculum and the 

progress made throughout the year, received careful review. The focus group data, 

conducted by Organization 3 at the beginning of the curriculum development process, 

also underwent analysis. The Organization 3 theory of change document, including 

information on the advisory committee, also faced scrutiny. A thorough examination 

occurred on compiling feedback from parents and youth exposed to the curriculum. An 

external online curriculum developer's feedback form also underwent examination. 

Lastly, a close examination occurred on the final product, consisting of the four lessons. 

Through interviews, observations, and document analysis, the following themes 

emerged.  
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Table 4.4 

Case 3 Emergent Themes and Subthemes 
 
Emergent Theme Subthemes 

“Getting feedback from people in the field 

is so important” 

“They hand-selected the members.” 

 

“Parent input is very important” 

 

 

“A comprehensive sexual health program 

is taking that extra step to educate 

someone on their sexuality.  Abuse 

prevention programs do not do that”.    

 

 

 

“We Keep Getting Very Low Sign-Up 

Numbers” 

 

 

“You aren't being inclusive.” 

 

 

“They wouldn’t budge on what they 

thought needed to go into the 

curriculum.”   

 

Emergent Theme 1: “Getting Feedback from People in the Field is So Important.” 

Organization 3 has offered an adult healthy relationship and abuse prevention 

course since 2013. It is an in-person course facilitated by one trained professional and 

one self-advocate. As expressed by Participant 6, adults who attended the course shared 

that "they wish they received this information sooner." This feedback frequently 

resonated with Organization 3, fueling their aspirations to develop a curriculum 

specifically designed for teens. Despite having a teens course on their to-do list, the 

organization faced funding constraints that prevented its development. Participant 6 

shared, "We are always sniffing around for money. We wanted to build a teens course, 
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but we needed to find funding." Nevertheless, Organization 3 remained committed to 

implementing its adult course while actively seeking a funding source to create a teen 

version of its original curriculum. 

In 2020, CDN was founded and actively sought organizations to partner with to 

develop comprehensive sexual health curriculums for youth with disabilities. Through 

their search, they found organization 3. CDN was excited to find Organization 3, hoping 

to bring them into the network. CDN 2 shared, "They were an organization teaching 

some concepts that should be included in a comprehensive sexual health program, so we 

were excited to bring them on board and adapt their adult curriculum for teens.” When 

CDN reached out to Organization 3 to discuss this potential opportunity, Organization 3 

was excited but slightly concerned regarding the ultimate goal of the network. Participant 

6 shared,  

When they approached us about the teenage pregnancy control grant, I 

immediately told them that our adult curriculum is not sex education. Sex 

education was not the purpose. It was for healthy relationships and to teach people 

about healthy relationships. Now, it turns out, that is one of the foundations of sex 

education. But this was never our intended direction with our curriculum. 

 While Participant 6 had concerns about adapting their curriculum into a 

comprehensive sexual health program, they were eager for the opportunity to develop a 

teen course. Participant 5 expressed, "We were a little confused with the type of content 

we would need to include for this to be sex ed, but we were excited to have funding for a 

project we have talked about for years." Participant 6 shared something similar: "We 

were excited about the funding, but I wasn't sure just how deep into sex education we had 
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to go. Again, we were not a sex education program, just healthy relationships. But we 

aren't passing up funding!" Before Organization 3 began to brainstorm their curriculum, 

they met with CDN to discuss the expectations of the curriculum. CDN shared,  

We told them it needed to include key sexual health topics such as body parts, 

sexual activity, consent, contraception and STI prevention, body autonomy, 

masturbation, and menstruation. Of course, we also wanted them to include 

healthy and unhealthy relationships, public and private behaviors, boundaries, and 

all those other social skill components they were already doing before. But we 

wanted to make sure they were going to include these other key sexual health 

concepts. They were a bit hesitant because that's not usually their area of 

expertise, but they kept telling us they will do some research and figure out best 

ways to include it.  

With funding secure and expectations explained, Organization 3 began brainstorming its 

curriculum.  

Organization 3 put together an advisory committee to assist in developing 

Curriculum 3. Seeking stakeholder input is crucial when developing sexual health 

curricula for youth with disabilities. First, it ensures the content is relevant, accessible, 

and tailored for the target audience. Stakeholders, including youth, parents/caregivers, 

and disability professionals, provide valuable insights into youth's needs, experiences, 

and learning styles. When asked about this, the Youth Advisory Board Chair at CDN, 

YAB 1, shared, "You need the youth perspective to make it relevant to their experiences. 

The curriculum and education is for them, so you need to know their needs and wants in a 

curriculum to make it specific to them". Utilizing stakeholder input also allows for 
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diverse perspectives, as stakeholders can share different viewpoints based on their 

relationship to the youth and their expertise. This diversity of input helps create balanced 

curricula. Participant 6 further explains that "what I think is important, someone else 

might not. So we wanted to see what everyone was thinking-especially since some of this 

was new to us."   

Stakeholder input also promotes inclusion by empowering those with disabilities 

and making them feel heard, increasing the likelihood that they will champion the 

product boosting adoption and implementation success. YAB 1 illuminates this by 

sharing,  

It's pretty weird to think, hey, I am making this for a specific group, but I am not 

going to include them in the process. It doesn't make sense. So, including youth 

with disabilities in the process is not only an inclusive practice that we should be 

doing, but they will then feel empowered and want to talk about it with others.  

CDN 2 also thinks stakeholder input is critical and shared, "I think getting feedback from 

people in the field is so important. You need key voices to make a product that people 

want to use." Stakeholder input into sexual health curricula for youth with disabilities 

makes the content more relevant, inclusive, practical, and impactful, ultimately leading to 

better outcomes and improved lives for youth with disabilities.  

"They Hand-Selected the Members." 

Organization 3 contacted different organizations and professionals they had 

relationships with to create an advisory committee. Participant 6 shared, "I have known a 

lot of these people throughout my career." The goal was to have a robust group of 
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professionals, individuals with disabilities, and other stakeholders who work with 

individuals with disabilities. Participant 6 shared,  

I didn't know the content for this type of curriculum, so we got an advisory 

committee. The committee had families, professionals, and people with 

disabilities- a lot of people with disabilities themselves. But we also had someone 

from the Department of Health, someone from the [community organization that 

provides resources on abuse prevention], we had someone from the Department of 

Social Services, and someone from a very small group called [anti violence 

community project organization]. We had a lot of people to help us figure this out. 

Participant 5 also shared their thoughts and said, "I know [participant 6] had relationships 

with these folks. They hand-selected the members." In the review of documents, 

Organization 3 provided a detailed explanation of the participants within the advisory 

committee.  Table 4.5 is an adaptation of the document.  

Table 4.5  

Organization 3 Advisory Committee  

Title/Profession/Individual Number of Participants Demographics 

Young Adults with Autism 4 Autism, Suburban  

Typically Developing Young 

Adults 

2 Rural/Suburban  

Family Members of Young 

Adults 

2 Rural/Suburban 

Special Educators 3 Rural/Urban 

SEAC Members 2 Rural/Suburban 
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Special Education Directors 2 Rural/Urban 

 

Organization 3 aims to develop a curriculum to meet the needs of youth with 

intellectual and developmental disabilities but fails to include the voice of youth with an 

intellectual disability. The document further reflects that Organization 3 attempted to 

involve youth with an intellectual disability but was unsuccessful before initiating the 

advisory committee meetings. 

Another organization that Organization 3 aimed to collaborate with was the local 

school system they served. Organization 3 wanted their curriculum in the school system 

and sought to partner with key leaders for their perspectives and feedback. However, 

during the process of putting together an advisory committee, there was a shift in political 

leadership at the state level. The new prominent political leader did not approve of some 

critical concepts in sexual health education. Their views caused significant concern for 

Organization 3 as their goal was to partner with the school system. Participant 5 shared,  

We had this plan to roll this out with a local school system, and we wanted key 

leaders to be on our committee, so we had buy-in early. But when the new 

[political leader] came into place, that changed. They were not willing to 

participate. 

With the change in the political environment, Organization 3 decided to proceed 

with their assembled committee and continue development. 

Organization 3 would meet with the advisory committee over a virtual platform 

and meet monthly to discuss proposed curriculum topics, scenarios, and the overall 

format of the curriculum. They would also assess the adult healthy relationship and abuse 
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prevention curriculum to identify content appropriate for the teen's curriculum. 

Participant 5 shared, "Our adult class curriculum was all on PowerPoint. So, we went 

through as a group to say, does this scenario work? Will this concept resonate with 

teens?" This review of the adult course assisted Organization 3 in identifying the core 

pieces that work and those that need to be modified or taken out.  

Organization 3 also researched other resources and materials that could be utilized 

and adapted for their curriculum. Participant 5 shares, 

We had this committee. We had our adult curriculum. We wanted to see what else 

was out there before we dived deep into the development. So, we spent a lot of 

time finding other resources. We thought about just using something else that was 

out there and modifying it based on the feedback from others, but when we 

approached our committee with these ideas, they shut them down. 

According to Participant 6, the feedback from the advisory committee, when presented 

with other curriculums and resources, is: "I don't like how its taught," "I don't like these 

parts, and I want to bring in the parts from another curriculum," and "I don't think this is 

relatable to teens ."After these conversations with the advisory committee, Organization 3 

decided to utilize their adult healthy relationship and abuse prevention curriculum and 

build in the sexual health pieces while making it accessible for teens.   

Organization 3 leaned heavily on the advisory committee to provide their much-

needed input and perspective when discussing the teen's curriculum topics. According to 

Participant 6, "The committee really just wanted to focus on the relationship and abuse 

prevention piece. They liked our adult version and felt that making scenarios specific to 

teens and using different language for some definitions should be enough." This is 
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precisely what Organization 3 decided to do for their teen curriculum after getting 

feedback from the advisory committee. However, they would add a few missing key 

concepts based on the initial conversation with CDN- body parts and romantic 

relationship behaviors. Participant 5 explained, "We needed to make sure we talk about 

body parts and use medically correct terms. This is a sexual health concept that benefits 

teens." 

The curriculum is consistent with the development plan and contains only 

external body parts using medically correct terms. However, the lack of internal body 

parts is a significant curriculum oversight. Regarding the romantic relationship behavior 

component, the curriculum offers very little substantive information to students. The 

relationship lesson of the curriculum does not discuss romantic relationships but briefly 

covers them in the consent/appropriate touch lesson. Curriculum 3 merely 

states, "Romantic touch may happen when two people agree," and "Sexual romantic 

touches take place in private places. Romantic touch may happen when two people 

agree". These brief statements do not provide nearly enough information on what 

romantic and sexual touch acts are. As a result, the deficient curriculum fails to teach 

these critical concepts to students adequately. 

Since Organization 3 was utilizing the adult curriculum as the model, boardmaker 

icons would be prominent throughout the teen's curriculum. Participant 6 shared, "We 

continued to use boardmaker icons for our teens' course. We felt that it was the best 

method to aid in understanding. The committee liked them too." Regarding engagement 

activities, participant 6 continued, "We were going to keep the activities the same as they 

were simple and relatable to the content." An example of an engagement activity is "Do 
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you agree? Yes, or no?". Students are provided a statement and need to hold up a green 

card if they agree with it or a red card if they disagree. This activity is in the teen's 

curriculum throughout multiple lessons.  

With the help of the advisory committee, Organization 3 was able to produce a 

draft curriculum. The curriculum covers various topics, including identifying healthy and 

unhealthy relationships, setting boundaries, understanding consent, distinguishing 

between private and public spaces, using correct terminology for body parts, recognizing 

red flags of abuse, and seeking help. It follows a format similar to the adult curriculum, 

utilizing boardmaker icons on each slide, providing limited language, and offering 

opportunities for practice through scenarios. There are a total of four lessons, each lasting 

90 minutes. The first lesson focuses on building trust and identifying individuals who can 

provide help and support. Further, it discusses relationship circles and identifies the 

people within those circles. The second lesson explores healthy, unhealthy, and confusing 

relationships and briefly touches on body parts. The third lesson delves into consent, 

personal boundaries, body parts, and appropriate touch. The fourth and final lesson 

concentrates on understanding how to seek help and speak up when uncomfortable. 

However, it is essential to note that the curriculum lacks inclusive scenarios, with 

only two addressing LGBTQ+ experiences. Additionally, there is a lack of discussion 

regarding gender identity or expression when exploring body parts. Furthermore, the 

lessons primarily focus on unhealthy examples, failing to highlight healthy relationships. 

Lesson three briefly mentions the concept of romantic relationships without providing 

further explanation. The curriculum also lacks visual aids, except for the boardmaker 
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images and relationship web. Additionally, there is no mention of sexual activity, 

contraception/STI prevention, or masturbation. 

"Parent Input is Very Important." 

Organization 3 wanted a focus group to obtain feedback on their draft curriculum. 

Participant 5 shared, "We wanted to get feedback from parents directly as we wanted to 

get this into the schools, and parent input is very important to do that." So, Organization 3 

organized two parent focus groups to share the draft curriculum and discuss each lesson. 

In the first focus group, there were five parent participants. In the second focus group, 

there were four parent participants.  

Lesson 1 Feedback from Focus Groups. Lesson 1 focuses on different types of 

relationships and identifying individuals within a relationship circle context. The first key 

theme in the feedback relates to the depth of the content. One parent felt the session 

covered concepts their child already knows well. However, they emphasized the 

importance of teaching that if someone hurts you, they are not your friend. This indicates 

that some parents may want more emphasis on cutting ties with harmful people, even if 

they were once considered friends. 

The second main feedback area concerned the relationship map graphic used in 

the session. Multiple parents found this visualization's spiral design and color changes 

confusing. They suggested using simpler graphics like a pyramid, tree, circles, or Venn 

diagrams. Some felt the complex image would be hard for students to comprehend. There 

was also uncertainty around whether students would understand the term "paid support." 

The third set of feedback was related to the trust card activity. While one parent 

liked the card, others said their kids would lose a physical card instantly. Parents 
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proposed digital versions of the card, like a phone app. This could increase accessibility 

and prevent the loss of important contact information. Additional feedback included 

appreciation for the simplicity of the context and visuals overall. 

Lesson 2 Feedback from Focus Groups. The second lesson explores healthy, 

unhealthy, and confusing relationships and briefly touches on body parts. The major 

theme in the feedback was around the consent and touch lessons. Many responded 

positively to the consent education, saying all students need this education. However, 

some asked for more clarity on the differences between everyday, sexual, and confusing 

touch. There were suggestions to separate the relationships and touch content into distinct 

lessons. Additionally, one parent noted that their child relates better to "good" and "bad" 

terminology rather than "healthy" and "unhealthy." Another emphasized touch can be 

inappropriate even with people you know and trust. These perspectives indicate the need 

to tailor language and examples to resonate with students' lived experiences. 

Lesson 3 Feedback from Focus Groups. The third lesson delves into consent, 

personal boundaries, appropriate touch, and body parts. The first feedback area focused 

on the language used to describe unhealthy touch. Some felt "unwanted touch" would be 

easier for students to comprehend than "unhealthy touch." Some questioned if the 

scenarios were appropriate for middle school students. The second theme was feedback 

on the images used in the curriculum. Many liked the medically accurate terms for body 

parts. However, some took issue with Image 1, feeling the bodies were unrealistic and 

could trigger body image issues. Suggestions included using more diverse and realistic 

body types and races/ethnicities. There was also a comment that a few images may be 

visually overstimulating. The third feedback area was related to skills building for 
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responding to unwanted touch. Some felt students need more concrete tools for handling 

situations like an adult requesting unwanted hugs or kisses. Suggestions included yelling, 

walking away, saying no to adults, and basic self-defense strategies. 

Lesson 4 Feedback from Focus Groups. The fourth lesson concentrates on 

understanding how to seek help and speak up when feeling uncomfortable. The first 

theme in the feedback was that while listing sources of support is essential, middle school 

students are unlikely to reach out to them independently. However, sharing the options 

plants a seed and is still valuable. Suggestions included adding school counselors and 

nurses as potential contacts when taught in schools. The second key topic was building 

skills to say "no" and stand up for oneself. Practice refusing hugs, kisses, and other 

unwanted touches from peers and adults was encouraged. Roleplaying everyday peer 

pressure scenarios would also help students assert self-determination.  

Another piece of feedback highlighted that middle schoolers struggle to consider 

long-term consequences. The feedback suggested highlighting the repercussions of 

inappropriate behavior to address this concern. Additionally, students are constantly 

exposed to inappropriate conduct, reinforcing the need for skill-building. Finally, there 

was a concern regarding the potential negative impact of constant hugging from teachers 

and others on students' ability to question inappropriate touch. Setting boundaries with 

trusted adults was noted as an essential skill to include. 
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Emergent Theme 2: “A Comprehensive Sexual Health Program is Taking That 

Extra Step to Educate Someone on Their Sexuality.  Abuse Prevention Programs Do 

Not do That.”    

Organization 3 did not meet with CDN until they completed a final draft of their 

curriculum. While CDN and Organization 3 met at the start of working together in 2020 

to review expectations, they did not participate in any conversations regarding the final 

topics, format, and overall curriculum development.  The youth advisory board at CDN 

also met with Organization 3 at the start of the partnership but then had no other 

interaction until they sent their draft curriculum. The youth advisory board at CDN 

initially provided feedback on the scenarios from the adult curriculum. The youth 

advisory chair (YAB 1) said,  

We provided input on scenarios briefly at the start but didn't provide any input 

until they sent us a whole draft. Then, we made comments within the PowerPoint 

document. But, our feedback about the scenarios was mostly about age 

appropriateness. They were all for adults.  

Once Organization 3 shared its draft product, CDN and the youth advisory board within 

CDN began to review and provide feedback.  

"You Aren't Being Inclusive." 

The youth advisory board provided feedback directly into the lessons, developed 

on PowerPoint software. The youth advisory board felt the curriculum lacked depth, 

saying, "This feels so surface level. Go deeper with scenarios." They believed it was not 

relatable for youth, stating, "This isn't relatable to youth at all. Change this up." The 

board also criticized the inclusiveness, noting, "You aren't being inclusive. You have 
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almost no LGBTQ+ scenarios." Specifically, the youth advisory board said the 

curriculum should expand to include concepts like sexual activity, STIs, and 

contraceptives. They also felt it should cover internal body parts. The youth advisory 

board emphasized the need for more inclusive and diverse scenarios, especially related to 

LGBTQ+ experiences and gender identity.  

After reviewing the final curriculum, the youth advisor reiterated their concerns, 

stating, "Looking at this final version with you, they didn't take our feedback at all. They 

aren't inclusive and have almost no LGBTQ+ scenarios. They also didn't talk about 

gender identity or anything." Overall, the advisor felt major topics were missing, 

assessing, "If I am even speaking to the whole curriculum, this isn't sexual health at all. 

It's an abuse prevention curriculum at minimum. I think they need to expand on so 

much." 

In summary, the youth advisory board with CDN provided critical feedback that 

the curriculum lacked depth, relatability, inclusiveness, and key sexual health topics. 

They stressed the need for diverse scenarios, LGBTQ+ inclusion, gender identity, sexual 

activity, contraceptives, and more. This input highlights the importance of incorporating 

youth perspectives to ensure relevance and meet the target audience's needs. 

According to documents, CDN and Organization 3 met once they produced their 

draft curriculum. Meeting minutes from their first discussion indicated concerns about 

missing key sexual health concepts. Specifically, CDN noted, "You discuss body parts 

but make no comment on puberty or discuss those things." They also said, "You talk 

about sexual touch but do not describe what that is." CDN emphasized the lack of 

inclusive scenarios, stating, "There is a lack of inclusive scenarios, especially a lack of 
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LGBTQ+ examples." They advised, "Create a scenario to include individuals that 

identify as transgender." Additionally, CDN commented, "Why only boardmaker icons? 

Include real images." Overall, CDN concluded their notes with, "You need to include 

other sexual health concepts. Bring in gender identity and expression, sexual activity, 

contraception, STI information, and masturbation." CDN provided critical feedback that 

key sexual health topics were missing, such as puberty, details on sexual touch, inclusive 

LGBTQ+ scenarios, gender identity, sexual activity, contraceptives, STIs, and 

masturbation. They recommended using real images over just boardmaker icons. This 

external input highlights significant gaps in the curriculum draft.  

The next meeting between CDN and the organization occurred two months after 

the initial discussion, where CDN had recommended adding critical sexual health topics. 

CDN had hoped the organization would modify the curriculum to incorporate those 

suggested concepts. However, after reviewing the updated draft curriculum and meeting 

notes, it was clear that the organization had made only minimal changes. As the notes 

reflected, "[Organization 3] only included one more inclusive scenario and included one 

scenario reflecting an individual that identifies as transexual. The rest of the suggestions 

from the previous meeting were not implemented." 

CDN was disappointed to see the lack of substantive updates, stating in the 

notes, "Did not include any of the sexual health concepts previously discussed." When 

CDN asked Organization 3 about this, Participant 6 stated, "I do not think we need them 

in there. I think it is an appropriate curriculum to discuss abuse prevention and healthy 

relationships." When asked about this meeting, CDN 2 shared, "You know, I thought 
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they would have put in at least a few of those concepts. But they really didn't add 

anything at all. We were surprised." 

Additionally, the feedback notes highlighted the need for more examples of 

healthy relationships, not just focusing on negatives. Notes state, "[Curriculum 3] only 

identified the negatives and did not highlight any positives within the context of 

relationships."CDN felt disheartened by the largely ignored recommendations for 

including critical sexual health topics. The organization made minimal changes beyond 

adding some additional inclusive scenarios. CDN emphasized that the curriculum draft 

still lacked in areas they deemed critical based on the original intent and scope. 

According to the meeting minutes from the third time CDN and the organization 

met, there were only a few pieces of feedback, with CDN continuing to suggest including 

more comprehensive sexual health topics. Some of the specific feedback included: "We 

talked about including online relationships. [Organization 3] does not feel like that is 

important, and online relationships are the same as in person. Will continue to 

discuss." This reflects disagreement over covering online relationships, which CDN felt 

was necessary, but the organization did not. The minutes also stated: "We asked that they 

add some language around private vs. public behaviors. They will add those concepts into 

their lesson for the next meeting." This indicates that CDN provided feedback on 

differentiating private versus public conduct, which the organization agreed to 

incorporate. Additionally, the minutes said: "We talked about including more relatable 

scenarios. Organization 3 felt that they were relatable as their committee likes 

them." CDN felt the scenarios should be more relatable for youth, but the organization 

felt they already were based on their advisory committee's opinions. 
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Finally, the minutes noted: "Talked about including those bigger sexual health 

concepts, but organization 3 said they would like this to eventually get into schools and 

with [new political leader] they do not think those other topics would be accepted." This 

meeting reveals the organization was resistant to covering specific sexual health topics 

and stated it was due to concerns over getting the curriculum into schools under new 

political leadership. Feedback continued to show disagreement between CDN and the 

organization over the scope of sexual health content to include. CDN kept advocating for 

a more comprehensive curriculum. 

The meeting minutes from the fourth and fifth sessions between CDN and the 

organization contain limited details. However, they reflect some feedback and discussion 

points between the two entities. Specifically, the minutes note that the organization 

"added more language to private vs. public behaviors" based on CDN's prior input, 

asking for more distinction between those concepts. Organization 3 incorporated this 

suggestion from the previous meeting with CDN. The minutes also state the 

organization "included online relationships but are only mentioned. Suggested they 

provide more language." The minutes reflect that CDN continued pushing for more 

substantive coverage of online relationships rather than just brief mentions. 

In terms of implementation, the minutes say, "[Organization 3] wants to trial this. 

Is keeping with in-person implementation." There is limited information regarding this 

discussion, but CDN 2 shared, "[organization 3] had a big push for in-person instruction. 

We were always hesitant given the climate. We suggested virtual, but we didn't push it".  

Regarding evaluation, the minutes' note: "[Organization 3] has a pre and post-

survey with scenarios. [Organization 3] wants the assessments to take place outside of the 
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working sessions and for it to be a 1-1 question and answer." The discussion around the 

curriculum's evaluation components, with the organization preferring individual pre/post 

surveys, was not heavily documented. An analysis of the assessment occurred through the 

review of all draft curriculum pieces. Organization 3 developed a 15-question assessment 

that shares a scenario and asks the student, what would you do? Or was that healthy or 

unhealthy? Feedback regarding the scenarios was not provided on the draft documents or 

in any meeting notes. While limited, the feedback shows CDN continued to nudge the 

organization to strengthen specific areas and utilize evaluation methods to capture 

individual gains. The notes reflect gradual progress through the collaborative review 

process. However, after reviewing the final curriculum, Organization 3 ultimately did not 

include the suggested sexual health topics and produced an abuse prevention curriculum 

for teens with disabilities.  

"The main difference is…" When asked what the key difference between an 

abuse prevention curriculum and a comprehensive sexual health curriculum is, CDN 1 

said, "The main difference is that abuse prevention doesn't talk about sexual activity, 

masturbation, and contraception. It just focuses on consent and healthy 

relationships." CDN 2 provided their opinion and said, "A comprehensive sexual health 

program is taking that extra step to educate someone on their sexuality. Abuse prevention 

programs do not do that."  Participant 5 was also asked about the difference between 

abuse prevention and a comprehensive sexual health program and shared, "It's really 

learning about yourself and your body and your sexuality. And with that means learning 

about sexual activity and sexual acts while learning how to stay safe and healthy when 
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participating in those behaviors." Participant 6 had a similar definition as participant 5 

sharing,  

I think a comprehensive sexual education program really gets into the nitty gritty 

of sex and all the components with that. Abuse prevention really focuses on 

staying safe and protecting yourself.  It's also about understanding healthy and 

unhealthy relationships. I think that is what our students need the most, learning 

how to stay safe and how to have healthy relationships with others. I spoke with 

folks, and they don't want to know about sex and those things, but they want to 

know how to stay safe and about relationships.   

"They Wouldn't Budge on What They Thought Needed to Go into The 

Curriculum."   

Organization 3 was not willing to implement all the feedback suggested by CDN. CDN 2 

shared,  

I felt like we were going in circles. We continued to tell them they needed more 

sexual health concepts. We asked them to include reproduction, masturbation, 

contraception, and STI prevention. They said yes to our faces at the start, but then 

we never saw it being done. 

CDN was frustrated with Organization 3 for not implanting feedback, especially 

regarding the implantation of critical sexual health concepts. Further, Organization 3 

confirmed with CDN at the start of the project that they would include all expected 

critical sexual health concepts. 

Participant 5 was asked about the feedback from CDN regarding sexual health 

concepts and shared,  
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[Participant 6] was leading this project and kept saying, 'let's just keep it simple 

and keep it'. Since I had less experience than [participant 6], I didn't push it too 

hard with them. They were leading the charge, and I wanted to respect that. 

However, I knew CDN was unhappy with the development because of the lack of 

changes we made. 

Participant 5 looked at Participant 6 to guide the internal discussions regarding the topics 

within the curriculum. Unfortunately, Participant 5 did not feel comfortable speaking up 

and sharing their opinions on the curriculum due to Participant 2 experiences.  

Participant 6 actively led throughout the development process. For example, the 

adult healthy relationship curriculum utilizes board maker icons for all images, so 

Participant 6 wanted to use them for the teen's course. Participant 6 shared, "We 

continued to use boardmaker icons for our teen's course. We felt that it was the best 

method to aid in understanding.” Regarding engagement activities, Participant 6 

continued, "We were going to keep the activities the same as they were simple and 

relatable to the content." When Participant 5 was asked about the board maker icons and 

utilizing the same format as the adult curriculum, they shared, "I mean, it is successful for 

adults, but I don't think it served the project." Participant 5 further shared, "They 

[Boardmaker] don't have best sexual health icons, so it didn't make sense for a sexual 

health curriculum either." This highlights how participant 6's voice was strong throughout 

the development process and guided the decision making. 

Participant 6 had a strong passion for abuse prevention for youth with disabilities. 

This ultimately guided their decision-making. When asked about this further, they shared, 
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I have done a lot of work with the abuse prevention space, and we had some of 

those key players on our advisory board. So, we decided to make sure that it was 

abuse prevention specific with the sexual health concepts embedded. Healthy 

relationship curriculums can also be considered abuse prevention programs. And 

like I said before, if healthy relationship education is a foundation of sexual health 

education, then we should be all set and have a pretty good curriculum. But it's 

basically a prevention program. 

The passion for abuse prevention programs led Participant 6 throughout the development 

process.  

Participant 6 also had goals for partnering with school districts to implement the 

curriculum. Unfortunately, due to the political climate, they could not do so. However, 

this idea continued to be on the back of Participant 6's mind sharing, "I hope we can get 

into the schools once the leadership changes. They could use this." Participant 5 also had 

thoughts about partnering with the school systems, sharing, "Since we couldn't partner 

right away, some of us internally wanted to push and still build this curriculum that had 

these key sexual health topics. We thought it was more important to have a strong 

curriculum built and offer it in a similar way we did the adult course." However, 

Participant 6's vision led the charge.  

Internally, it became apparent that Participant 6 exhibited discomfort when 

discussing sexual health topics. Participant 5 shared, "We could all tell, and they were the 

one leading the charge. So now that they had 'an excuse' not to push some of those 

tougher sexual health concepts, they leaned into the abuse prevention language." When 

asked what those "tougher" sexual health concepts were, Participant 5 shared, 
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"Masturbation, contraceptives, sexual activity, and STIs." Participant 5 further 

explained,  

This [participant 6 comfort levels] upset the team a little bit, and we know it upset 

CDN as we were getting money to develop a curriculum that had these key sexual 

health concepts. I think the board just said okay to [Participant 6] because they all 

had long-standing relationships with them. 

CDN 1 shared their perspective on organization 3's decision-making and ultimate 

product, stating, "They were not very receptive. Well, actually, [participant 5] was, you 

could tell, but [participant 6] wasn't. When we brought up sexual health topics, they 

would have this blank stare. I don't think they was comfortable." CDN 2 felt similarly, 

stating, "I love [participant 5], but I do not know how she works with [participant 6]. 

They wouldn't budge on what they thought needed to go into the curriculum." This 

highlights how Participant 6 ultimately drove the creation of Curriculum 3 as an abuse 

prevention program lacking key sexual health concepts.  

Participant 6 stayed true to their vision of creating an abuse prevention curriculum 

with minimal sexual health-related topics. CDN 1 shared their perspective on their abuse 

prevention curriculum, stating:  

There really is a weakness in not including topics beyond just abuse prevention. It 

just doesn't help situate those topics in the larger scope of sexual health. It leaves 

a lot of questions unanswered which is unfortunate because students already do 

not have access to this information. They had an opportunity to create a product 

that was comprehensive and inclusive, but they went in this direction. We 

provided feedback multiple times, but they weren't receptive. 
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CDN 2 also had an opinion on the curriculum. They shared: 

Our feedback has been that you really need to expand this to include some of 

these other topics that youth really need. We also gave feedback about providing 

more inclusive language and scenarios- it is important that folks are represented 

equally in there. But at the end of the day, I think this all came down to 

[participant 6] comfortability around sexual health and to see sexual health 

beyond just abuse prevention. [Curriculum 3] is a reflection of [organization 3] 

rather than a comprehensive curriculum, which was the intended goal when we 

signed them on as partners. 

CDN was disappointed that they partnered with Organization 3 to develop a 

comprehensive sexual health curriculum, and they did not follow the initial expectations.  

In summary, Organization 3 developed a short 4-lesson abuse prevention 

curriculum with minimal inclusion of sexual health concepts despite feedback from CDN 

and the youth advisory board. The curriculum focused on unhealthy relationships, body 

parts, public vs. private behaviors, and saying no. Organization 3 felt strongly about 

keeping the curriculum narrow in scope to focus on abuse prevention only. However, the 

bias of Participant 6 ultimately led to the decision-making and final product. While this 

curriculum can be accessible to higher support needs students, it lacks critical sexual 

health concepts valuable to teens with disabilities. Further, this curriculum did not meet 

the intended comprehensive approach.  
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Emergent Theme 3: “We Keep Getting Very Low Sign-Up Numbers.” 

Organization 3 was ready to test its curriculum. They began to promote their in-

person course in hopes of getting 7-10 youths to sign up. However, this was not 

successful. Participant 6 shared,  

We tried to get students to attend. We even offered it for free at one point, and we 

had no luck. We then offered Chick-fil-A for dinner if you attend. We had two 

students attend the first session, but then they didn't come back. 

Organization 3 continued to promote its curriculum for several months. They connected 

with other community organizations but continued to have no luck. CDN 2 shared, “We 

kept telling them they needed to make this virtual. We were barely out of COVID, and 

folks still weren't comfortable to do in-person things. They needed to pivot." After 

several months of trying, Organization 3 moved its curriculum to a virtual platform. 

Organization 3 agreed to adapt its curriculum to a virtual platform. Participant 6 

shared, "I feel strongly that in person is best. But we had no luck getting students. So, I 

said okay, we will pivot to virtual." Curriculum 3 was initially developed on Microsoft 

PowerPoint, allowing an easy transition for implementation on a virtual platform. 

However, Organization 3 needed to identify how to appropriately engage youth with 

questions, scenarios, and group discussions on the virtual platform. To do this, 

Organization 3 brought in a virtual learning specialist to assist in virtual learning 

activities. The virtual learning specialist provided Organization 3 with a few different 

recommendations via a Word document. These recommendations were "Use the waterfall 

chat method to allow students processing time but still engage," "Send students 

engagement boxes with pinch cards so students can hold up their answer via the pinch 
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card," and "Use the zoom features such as the spotlight or whiteboard when you are 

trying to do interactive activities." 

Organization 3 did not shift its content when transitioning to a virtual platform but 

made the engagement activities accessible within the virtual space. The changes made 

were specific to student responses. The facilitator notes within the curriculum 

state, "When you ask this question, advise students to hold up their pinch card with their 

answer." Another facilitator note is, "Have students type their answer in the chat, and 

then when you say 1-2-3-GO, have them hit send and watch the responses display like a 

waterfall."   

Once all the engagement pieces were flushed out and written into the facilitator 

guide, it was time to advertise for a class. Participant 5 shared, "We had it all figured out, 

and now it's time to recruit again! We advertised on our websites and shared it with any 

community organizations we had relationships with." Unfortunately, the recruitment 

process still was not successful. Participant 6 shared, "We only had three people sign up. 

We thought about canceling, but we wanted to get some data to see how this all lands. By 

the time the class started, only one student showed up." Organization 3 delayed the start 

of their cohort by a week in hopes of attracting another student. Organization 3 was 

successful and had a cohort of two students. This allowed Organization 3 to implement 

their course and gain feedback. After all sessions, Organization 3 promoted its curriculum 

again. Participant 5 shared, "We keep getting very low sign-up numbers. We were able to 

have two cohorts total and receive feedback from the students." 

Organization 3 did not complete the pre and post-assessments at this time. 

However, Organization 3 met with parents to discuss the curriculum after the four 
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sessions with students. Parents felt that Curriculum 3 was valuable for their teens to learn 

about healthy relationships, consent, social media safety, and other related topics. Many 

teens were curious about relationships and social media, even if they did not have much 

experience yet. Parents appreciated the opportunity for open communication with their 

teens about these sensitive topics. Further, the Power Statement, Healthy vs Unhealthy 

Relationships, and Healthy Touch were key concepts teens discussed with their parents 

after the program.  

Some teens enjoy the social experience of being in a class with peers, even if it is 

only a few other students. One parent shared that their teen liked "being around 

people," even if he was quiet during the sessions. A few parents did mention that their 

teens felt embarrassed by some content but did not specify which topics. One parent 

noted, "This was great, but I wonder how you could teach some of those other sex ed 

things like masturbation. [Student] touches himself, and I think he needs education in 

that." This parent feedback aligns with CDN feedback with the need for more sexual 

health concepts within the curriculum.  

Participant 6 reflected on the feedback and shared, "While it is only a small 

sample, our students were successful in understanding the information we presented. I 

would say it was a success." CDN 2 also had an opinion on the small sample size and 

said, "While it was a success for these two small, small groups, and parents liked it, I 

would like to see the data and with a bigger sample. I wonder if the almost 1-1 instruction 

aided in the retention." CDN further shared, "I wonder what kind of needs the students 

had as well and could that be why parents gave such good feedback." Organization 3 
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continues to advertise their class to collect more feedback on the effectiveness of 

curriculum 3. 

Overall, Organization 3 had great difficulty recruiting youth to participate in their 

curriculum despite offering incentives and connecting with community partners. After 

failing to gain participation for in-person implementation, Organization 3 pivoted to 

adapt the curriculum for virtual delivery. This required adding interactive features and 

engagement strategies suitable for the online format. However, recruitment for the virtual 

curriculum also remained very low, with only 1-2 students signing up. Organization 3 

was able to run two very small cohorts and collect feedback from parents. However, the 

extremely small sample size makes it difficult to draw conclusions about the overall 

effectiveness of the curriculum. Additional testing with larger groups is needed.  

Curriculum 3, developed by Organization 3, is an abuse prevention program. 

Organization 3 formed an advisory committee to ensure its development and personally 

selected each participant. Although Curriculum 3 received positive feedback from a small 

sample of parents, professionals in the field of sexual health for youth with disabilities do 

not consider it appropriate. The curriculum lacks essential sexual health topics, depriving 

youth with disabilities of crucial knowledge that professionals deem imperative. 

Moreover, the biased input from Participant 6 influenced the development of Curriculum 

3, resulting in the exclusion of crucial sexual health concepts. Additionally, this 

curriculum's limited inclusion of diverse scenarios is a drawback. More work is required 

to transform this curriculum into a comprehensive sexual health program.  

Cross-Case Analysis 



 184 

After completing a within-case analysis, the researcher conducted a cross-case 

analysis to determine themes that reflect the conceptual understanding of the curriculum 

development process for sexual health in youth with intellectual disabilities. These cross-

case themes describe experiences or processes evident throughout the cases (Saldaña, 

2013). Saldaña's (2013) method of cross-case analysis employed aimed to identify the 

following themes: (1) Sexual health is more than abuse prevention, (2) Getting feedback 

from people in the field, (3) Implementation reality does not always align with the 

intended vision, and (4) Funding is necessary. Table 4.6 highlights the emergent themes 

and sub-themes.  

Table 4.6 

Cross Case Emergent Themes and Sub-themes 
Emergent Theme Sub-Theme 
 
Sexual health is more than abuse 
prevention  

 
Organizations took different 
approaches to content scope. 
 
Biases and politics influence what 
students receive 

 
Getting feedback from people in the field 

 
Forms of involvement differed. 
 
The level of influence on content 
varies. 
 

 
Implementation reality does not always 
align with the intended vision 

 
  

 
Funding is necessary 

 

 

Emergent Theme 1: Sexual Health Is More Than Abuse Prevention 

A theme that emerged from the cases was the divergence between comprehensive 

sexual health education and abuse prevention approaches. Evidently, the organizations 
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reflected these differing philosophies through their curriculum content and in terms of the 

scope and priorities they placed on addressing these critical issues. This contrast 

highlighted the complexities and nuances surrounding the provision of effective sexual 

health education and abuse prevention strategies. Table 4.7 highlights each curriculum 

and the topics covered to represent the differences between a comprehensive sexual 

health curriculum and an abuse prevention curriculum.  

Table 4.7 
 
Comprehensive Sexual Health or Abuse Prevention: The Curriculums and The Topics 
 

Curriculum Topics in the Curriculum Category: 
Comprehensive 
Sexual Health or 
Abuse Prevention 

 
Curriculum 1 

 
Personal boundaries 
Healthy relationships 
Consent 
Body autonomy 
Different types of 
relationships 
Body rights and keeping   
bodies safe 
Identifying how to get help 

 
 

 
Abuse Prevention 
 

Curriculum 2 Gender 
Consent/boundaries 
Social skills 
Appropriate touch 
Relationships 
Friendships 
Public/private 
Communication 
Pornography/online safety 
Body parts 
Caring for your 
body/puberty 
Masturbation 
Decision making 

Comprehensive 
Sexual Health  



 186 

Dating 
Healthy relationships 
Unhealthy relationships 
Friends to dating 
Sexual feelings/acts 
Sexual relationships 
STIs & birth control 

 
Curriculum 3 Healthy, unhealthy, and 

confusing relationships 
Asking permission before 
touching 
Different ways to say "no" 
Identifying red flags to 
recognize abuse 
How to get help 

Abuse Prevention 

 

A comprehensive sexual health curriculum encompasses various crucial aspects 

of sexuality. Participant 6 offered their perspective, highlighting the distinction between 

sexual health and abuse prevention: "I think a comprehensive sexual education program 

really gets into the nitty gritty of sex and all the components with that. Abuse prevention 

really focuses on staying safe and protecting yourself. It's also about understanding 

healthy and unhealthy relationships." CDN 1 shared what they think those "nitty 

gritty" concepts of sex are, stating, "sexual activity, masturbation, and contraception." 

Furthermore, a comprehensive sexual health curriculum includes essential topics such as 

gender identity, gender expression, and puberty. On the other hand, abuse prevention 

offers limited information on an individual's sexuality, mainly emphasizing personal 

safety and protection. Relationship discussions within abuse prevention programs 

primarily revolve around healthy and unhealthy dynamics without addressing sexual 

relationships or romantic feelings. Notably, the abuse prevention programs in this study 
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provide only minimal coverage of LGBTQ+ scenarios in relationship discussions and 

lack information on gender identity or expression. 

Organizations Took Different Approaches to Content Scope 

Organization 1 initially developed a 9-lesson comprehensive sexual health 

curriculum covering puberty, sexual activity, and healthy relationships. The lead 

developer, Participant 2, ultimately drove the development. However, after the external 

board's feedback, they condensed it to 5 lessons explicitly focused on personal safety and 

abuse prevention. This decision ultimately transformed the curriculum from a 

comprehensive sexual health curriculum to an abuse prevention curriculum.  

In contrast, Organization 2 created an extensive 12-lesson comprehensive sexual 

health curriculum, including key social skills components. Organization 2 chose this 

direction because of their experience in social skills instruction, and they saw a need for 

sexual health education paired with social skills. Participant 3 shares, "We were all in for 

a comprehensive sexual health curriculum, but what made us unique was the social skills 

piece." Organization 2 wanted to be innovative with its development process and create a 

comprehensive sexual health curriculum that encompassed social skills.   

Organization 3's 4-lesson curriculum narrowly focused on abuse prevention and 

healthy relationships. Organization 3 had developed an adult curriculum in this scope and 

felt comfortable utilizing the same scope for the teen's curriculum. However, at the start 

of the partnership with CDN, Organization 3 agreed to develop a comprehensive sexual 

health curriculum. It was discussed at the initial meeting that Organization 3 could utilize 

its adult course but include key sexual health components. Regardless, the product result 

was an abuse prevention curriculum.  
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The cases revealed a contrast between comprehensive sexual health education and 

abuse prevention approaches. Organizations differed in curriculum content, scope, and 

priorities, highlighting the complexities of providing effective sexual health education 

and abuse prevention. Organization 1 shifted from a comprehensive sexual health 

curriculum to an abuse prevention curriculum, while Organization 2 incorporated social 

skills into a comprehensive sexual health curriculum. Organization 3 focused narrowly on 

abuse prevention and healthy relationships despite initial intentions for a comprehensive 

sexual health curriculum. 

Biases and Politics Influence What Students Receive  

Organization 1 originally developed a comprehensive 9-lesson sexual health 

curriculum covering topics ranging from puberty and sexual activity to relationships and 

personal safety. However, the organization ultimately had to pare down the curriculum to 

just five lessons focused narrowly on abuse prevention due to feedback from their 

external board. This drastic narrowing of scope received strong reservations from 

professionals involved in the curriculum development process. 

Organization 1 staff expressed great frustration and disappointment at the board's 

actions to censor the curriculum. They firmly believe that youth with disabilities deserve 

full information regarding sexual health education. Participant 2 shared, "These students 

need this information! I don't understand why they can't have access to it." A youth 

advisor (YAB 1) from the youth advisory committee at CDN agreed and shared, "It's not 

providing the information that we know they need. They are removing key concepts that 

need to be taught to students with disabilities. We need to give them these tools and 

knowledge." YAB 1 felt the changes "denied their sexuality, which I think is 
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wrong." CDN staff were also upset with the decision. CDN 2 stated, "This is the problem 

we are working so hard to change. Youth with disabilities deserve to know this 

information. We are heartbroken for [organization 1]." CDN 1 reacted similarly, 

saying, "I don't even know what to say about it other than it's a huge disappointment. 

Those students should have access to this information." When CDN staff reflected on 

comprehensive sexual health and abuse prevention, CDN 2 shared, "It's really just 

providing students with key sexual health concepts. Abuse prevention scratches the 

surface of that. But if everyone used something comprehensive, then those abuse 

prevention skills would be instilled with the other content." CDN 1 felt similarly, 

sharing, "It's given students all the information. Not just hand-picking concepts." The 

organization and stakeholders in the field were upset by the external board's decision, 

highlighting their perspective that comprehensive sexual health is needed.  

The decision by Organization 1's board to censor 4 out of 9 lessons covering 

critical sexual health topics from the original curriculum appears to have been 

significantly influenced by political factors and internal biases. The lessons removed 

from the curriculum cover gender identity, gender expression, sexual activity, 

contraceptives, and masturbation. Participants suggested that ties to the international 

community and global concerns over the US-specific curriculum impacted the board's 

stance. As Participant 1 explained,  

A lot of the countries that we deal with, it's illegal to be gay. And so bringing a 

lesson like that to our [clients] without proper protection, and things like that is 

not safe. And so I understood why a lesson like that would be perceived 

internationally... But again, this was only developed as a US-specific program. 
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Organization 1 operates internationally, including in countries where homosexuality is 

illegal. Participant 1 expressed reservations about bringing lessons on sexual identity to 

clients worldwide without proper protections in place, which could have attributed to 

their decision. This international context seems to have fueled the board's decision to 

remove lessons on sexual identity and other topics they deemed potentially controversial 

across cultures. 

Additionally, discomfort around legal liability shaped the board's actions. 

Participant 2 hypothesized that the board may have been motivated by concerns over 

incurring legal risks if they directly provided education on issues like sexual activity and 

reproduction. Participant 2 shared, "They didn't want to be liable for promoting those 

topics. So they just said no." By censoring these lessons, the board may have been 

attempting to avoid potential lawsuits or controversies that could arise if students 

received comprehensive sexual health education. Their decision to cut content appears to 

have also been driven by risk management and liability concerns.  

Moreover, general societal stigma and discomfort around disability and sexuality 

likely contributed to the board's stance. Participant 2 voiced frustration that an individual 

on the board was uncomfortable with the sexual health content, leading to removing those 

lessons. Participant 2 shared, "I think someone on the board wasn't comfortable with 

it." Their internal biases and unease around providing comprehensive education on 

sexuality to youth with disabilities seem to have been a key factor. The decision further 

reflects discomfort with openly addressing these sensitive topics with a vulnerable 

population. 
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In contrast, Organization 2 maintained a strong commitment to providing 

comprehensive sexual health education throughout their entire 12-lesson curriculum 

development process. Participants 3 and 4 envisioned creating a comprehensive 

curriculum that utilized social skill concepts to build knowledge in students. While 

Organization 2 did not implement feedback from CDN regarding the curriculum being 

too robust, the pair believed that their curriculum was innovative and appropriate. 

Participant 4 shared, "We support comprehensive sexual health for youth with 

disabilities, and creating a curriculum like that was important to us." Organization 2 

followed its vision and developed a comprehensive sexual health curriculum for youth 

with intellectual disabilities.  

The pair possessed extensive knowledge and experience in teaching social skills 

to youth with disabilities. Their motivation to develop a comprehensive curriculum may 

have stemmed from their interactions with clients and the questions they received. 

Participants 3 and 4 often received inquiries about romantic relationships and sexual 

behaviors. Exposure to these conversations and working with youth actively seeking this 

information likely influenced their goal of creating a comprehensive curriculum. 

Participant 4 also shared, "Growing up, I was always the kid that would tell you the truth 

about private things. It never bothered me to talk about body fluids or even to tell 

someone their breath smelled bad. So I was always open." Participant 4's demeanor and 

childhood experiences influenced their enthusiasm and vision for teaching and 

developing comprehensive sexual health education programs. 

Participant 6 had an influential leadership role throughout the development of 

Curriculum 3 and ultimately guided the curriculum to have a tight focus on abuse 
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prevention rather than comprehensive sexual health education. From the very beginning, 

Participant 6 felt strongly that the curriculum should prioritize abuse prevention over 

sexual health. They stated, "We decided to make sure that it was abuse prevention 

specific to the sexual health concepts embedded." Participant 6 believed that focusing on 

healthy relationships would cover the basic foundations of sexual health education. 

However, this narrow focus meant that key sexual health concepts like reproduction, 

masturbation, contraception, and STI prevention would not be in the curriculum, despite 

repeated suggestions from CDN to incorporate these topics. 

Participant 6 was not comfortable diving deep into sexual health topics beyond 

abuse prevention. This discomfort frustrated CDN staff, who felt that Organization 3 and 

Participant 6 specifically had agreed at the start to create a truly comprehensive sexual 

health curriculum. As CDN 2 shared,  

I felt like we were going in circles. We continued to tell them they needed more 

sexual health concepts. We asked them to include reproduction, masturbation, 

contraception, and STI prevention. They said yes to our faces at the start, but then 

we never saw it being done. 

Participant 6's unease with sexual health guided many development decisions. For 

example, Participant 6 insisted on using Boardmaker icons in the teen curriculum just as 

they had done for the adult curriculum, even though Boardmaker icons were not well-

suited for sexual health topics. As Participant 5 shared, "[Participant 6] was leading this 

project and kept saying 'let's just keep it simple and keep it.'Since I had less experience 

than [Participant 6], I didn't push it too hard with them." Participant 6 also envisioned 

eventually getting the curriculum into local schools, which likely further motivated 
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keeping the curriculum straightforward and abuse prevention focused on avoiding 

controversy. Further, Participant 6 also hand-selected members for the advisory 

committee with experience in abuse prevention. As Participant 5 shared, "I know 

[Participant 6] had relationships with these folks. They hand-selected the members." This 

further reinforced Participant 6's intent to focus on abuse prevention over sexual health in 

the curriculum. 

Ultimately, Participant 6 stayed true to their original vision of creating an abuse 

prevention curriculum that lacked comprehensive coverage of key sexual health concepts 

despite repeated feedback from CDN to include more. As CDN 1 assessed, "I don't think 

[Participant 6] was comfortable with sexual health beyond just abuse 

prevention." Participant 6 comfortableness and personal perspectives led to a final 

curriculum that was more reflective of their passions than the comprehensive sexual 

health education that was the original intent. 

Emergent Theme 2: Getting Feedback from People in The Field 

Stakeholder involvement and getting feedback from individuals in the field 

emerged as a key theme across the three cases of curriculum development projects aimed 

at serving youth with intellectual disabilities. Developing effective sexual health 

curriculums for youth with disabilities requires input from diverse stakeholders to ensure 

materials are relevant, accessible, and tailored to the target audience's needs. While all 

organizations utilized stakeholder feedback in some way, the level of influence 

stakeholders had on the final content differs between cases. Unequal power dynamics 

meant that while some organizations fully integrated feedback, others selectively filtered 

input or even disregarded suggestions that diverged from internal visions. Examining this 
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theme provides insights into making stakeholder participation more meaningful to create 

truly equitable, responsive curriculums. 

Forms of Involvement Differed 

Throughout the curriculum design process, Organization 1 actively sought 

extensive input from youth with disabilities, parents, and organization staff. As 

highlighted in Case 1, they formed an advisory committee comprising parents, youth with 

disabilities (clients), and organization staff. This committee's role was to provide 

feedback on content relevance, accessibility, and areas for improvement. The committee 

members lived across four different states. Organization 1 took the initiative to meet 

virtually with the advisory committee monthly to gain their insights. The process began 

with Organization 1 surveying to identify potential topics for the curriculum. Participant 

2 shared, "We started by surveying the committees about what topics would be most 

important. And that's kind of how we got the high-level topics figured out". The surveys 

had a list of 15 questions with yes or no answers. The similarly phrased questions started 

with: "Should we include [topic]." Some examples are, "Should we include body parts?", 

"Should we include pregnancy information?" and "Should we include sexual 

activity?"  The committees, comprised of clients, staff, and parents, responded to these 

questions with a yes or no. After selecting the topics, Organization 1 kept engaging with 

the committee, sharing lessons to receive specific feedback on scenarios, discussions, and 

the overall content of the curriculum. By utilizing the advisory committee, Organization 1 

successfully developed a curriculum that effectively meets its specific audience's needs. 

Organization 1 also utilized CDN and YAB to get feedback on their draft curriculum. 

The organization waited until they had a final draft product to share any content with 
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CDN and YAB. CDN and YAB provided feedback within the draft document and would 

discuss it during a virtual meeting.  

Organization 2 also involved stakeholders like CDN and YAB to incorporate 

crucial viewpoints into their curriculum. Organization 2 went into the project with the 

plan to utilize CDN and YAB to aid in their development process as they recognized they 

needed stakeholder input to create an inclusive sexual health curriculum for their 

students. The pair would send lessons to CDN and YAB to review and provide feedback. 

Further, staff of CDN and a member of YAB attended the virtual instruction of the 

developing curriculum to provide feedback on the instruction and implementation of the 

content.  

Organization 3 created an advisory committee encompassing parents, 

professionals, and individuals with disabilities to inform their curriculum. The members 

of the committee were hand-selected by Organization 3. Case 3 notes that members 

selected for the committee had standing relationships with organization 3. The committee 

and Organization 3 would meet monthly to discuss proposed curriculum topics, 

scenarios, and the overall format of the curriculum. Participant 5 said they would present 

scenarios and concepts to the group and get feedback. Participant 5 stated: "Our adult 

class curriculum was all on PowerPoint. So, we went through as a group to say, does this 

scenario work? Will this concept resonate with teens?" As the development process 

progressed, the committee would review the updated teen slides and continue providing 

feedback. Organization 3 also conducted a focus group on their lessons to get parent 

feedback. The organization intended to modify the curriculum based on the feedback 

from the session. Parent input throughout curriculum development is invaluable because 
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parents deeply understand their children's needs. Their insights and perspectives 

contribute to relevant, engaging curriculums that families can embrace. 

The three organizations took different approaches to engaging stakeholders in the 

curriculum development process. While all involved their target audience and their 

families to some degree, the specific formats differed significantly. Some relied more on 

in-depth advisory committees that met regularly to provide ongoing feedback, while 

others focused on periodic reviews of draft materials or focus groups. One organization 

even used surveys to gather initial input on topics and needs from the community.  

The Level of Influence on Content Varies 

A subtheme theme emerging from the analysis of three sexual health curriculum 

development projects for youth with disabilities was the difference in how much 

influence stakeholder input had on the final content between cases. While stakeholder 

participation is invaluable for tailoring curriculums to the target audience, the cases 

illustrate how power dynamics still determine whose voices ultimately shape the 

curriculum. Throughout their meticulous curriculum design process, Organization 1 

placed a high priority on actively involving stakeholders. As noted in Case 1, they 

convened an advisory committee to provide input on content and utilize CDN and YAB 

to get input on their drafts. Organization 1 integrated feedback from their advisory 

committee to maximize relevance and accessibility. However, Organization 1 did not 

implement all the feedback from CDN and YAB. It remains unclear why they did not 

implement the feedback, but Case 1 reflects that Participant 2 drove the development of 

Curriculum 1. Nevertheless, the advisory committee's input facilitated the creation of a 

relevant curriculum for their intended audience. 
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Organization 2 sought input from the CDN and the youth advisory board at CDN 

to incorporate crucial perspectives into their comprehensive relationship-focused 

curriculum. However, compared to Organization 1, they were more selective about 

implementing feedback, particularly suggestions to expand the curriculum length if they 

want to include all pieces or remove content and narrow the curriculum scope. As Case 2 

describes, Organization 2 slowly increased the diversity of scenarios over time but 

resisted input contrary to its internal philosophy and leadership's vision. CDN 2 shared, "I 

don't know where the disconnect was because they went into this looking for support and 

feedback. But they didn't seem willing to take it but would continue to ask for it." This 

resulted in less stakeholder influence on final decisions relative to Organization 1. 

Organization 3 created an advisory committee to inform their curriculum but 

disregarded external input from CDN and parents requesting additional sexual health 

topics. As highlighted in Case 3, their process centered authority on Participant 6's vision 

and comfort rather than fully integrating diverse voices to shape content. An internal staff 

member of organization 3, Participant 5, shared: "[Participant 2] was leading this project 

and kept saying 'let's just keep it simple and keep it.' Since I had less experience than 

[Participant 2], I didn't push it too hard with them." The power dynamic within 

Organization 3 impacted the ultimate development of Curriculum 3 and lacked influence 

from key stakeholders.  

The analysis reveals how stakeholder participation introduces lived experiences 

and perspectives that help tailor curriculums to resonate with the target youth audience. 

This input is invaluable in ensuring materials are relevant, accessible, and meet 

community needs. However, the cases also highlight differences in the level of influence 
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stakeholders had on shaping final content between organizations. While Organization 1 

meaningfully integrated diverse feedback, Organization 2 was selective, and 

Organization 3 dismissed suggestions contrary to internal preferences. Factors like 

leadership biases contributed to these uneven power dynamics. 

Emergent Theme 3: Implementation Reality Does Not Always Align with the 

Intended Vision 

A fundamental similarity evident across the three cases was the significant 

difficulties each organization encountered when trying to implement its sexual health 

curriculum as intended. Though the specific barriers varied, all three struggled with 

complete and successful delivery. In Case 1, Organization 1 partnered with an external 

consultant to develop a 9-lesson comprehensive sexual health curriculum tailored to their 

clients with disabilities. As noted in case 1, the original curriculum covered topics like 

healthy relationships, consent, sexual orientation, puberty, pregnancy, and birth control. 

However, when Organization 1 presented the full 9-lesson curriculum to their board for 

approval to pilot, the board prohibited implementing lessons 6-9 covering key sexual 

health concepts. Participant 2 explains that "the board decided that only lessons one 

through five were going to be piloted" and demanded all manuals "be returned." This 

resulted in Organization 1 only being able to deliver an abbreviated 5-lesson version 

focused on abuse prevention rather than the intended comprehensive curriculum. Further, 

the decision by the board ultimately put a pause in the implementation of the revised 

curriculum. Participant 2 shared, "They decided they were going to put a stop to the 

project altogether. But it wasn't a full stop, it was kind of just, we're not really going to 

support this on a [board] level anymore." This meant the local subgroups within 
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Organization 1 could still access the 5-lesson curriculum, but the board would no longer 

be directly involved in any way. Additionally, the board provided strict guidelines for any 

future use of the curriculum within Organization 1. According to Participant 1, the board 

dictated that "if you want to teach other topics, that's okay, but you must have a subject 

matter expert to co-lead topics with you. But topics that cannot be mentioned are 

masturbation, abortion, and types of sex." With these restrictions in place, Organization 1 

made an internal decision to pause the implementation of the curriculum altogether and 

stop training any new cohorts of instructors.  

In Case 2, Organization 2 faced implementation barriers due to issues inherent in 

their 12-lesson curriculum itself. As the case analysis details, a significant challenge was 

the immense amount of dense content covered in each 90-minute session. As CDN 1 

expressed, "It's so much content, they can't fit it all in their allotted time. The session I 

attended they rushed at the end just to get through it. There is no way students understood 

that concept." Observations by CDN staff found that students were overwhelmed trying 

to get through so much information in one sitting. The case also notes that CDN staff felt 

that the curriculum was too dense for use in a school setting in its current format. 

Additionally, the curriculum delivery lacked accessibility features needed to serve 

diverse learning needs effectively. So, while Organization 2 continues to implement its 

curriculum, critical feedback indicates it is not practical or effective for the target 

audience in its current state.  

Finally, in Case 3, Organization 3 struggled significantly to implement their 4-

lesson abuse prevention curriculum due to difficulty getting buy-in and participation from 

the intended users. Participant 6 shared, "We tried to get students to attend. We even 
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offered it for free at one point, and we had no luck." Organization 3 had great difficulty 

recruiting youth to participate in the in-person sessions even after offering incentives. 

After failing to gain traction, they adapted the curriculum for virtual delivery. However, 

the case explains that recruitment for the online version was still extremely low, with 

only 1-2 students signing up for the cohorts. The very small sample size made it hard to 

draw conclusions about the curriculum's effectiveness. 

Emergent Theme 4: Funding is Necessary 

 Securing funding was a crucial step that played a vital role in helping all three 

organizations create, refine, and implement comprehensive sexual health education 

curriculums specifically designed for youth with disabilities. Without sufficient financial 

resources and support, they faced significant challenges and limitations in developing the 

intensive curriculum needed to address this vulnerable population's unique needs 

effectively. By obtaining the necessary funding, these organizations could allocate 

resources, hire experts, and invest in research and development to provide high-quality 

education and support for young individuals with disabilities. The funding helped bridge 

the gap and empower this underserved community with the knowledge, skills, and 

resources to make informed decisions and lead healthy, fulfilling lives. 

Organization 1 knew there was a need for sexual health education for their clients. 

However, they could not develop a curriculum for their audience due to funding 

constraints. Participant 1 discusses this in-depth, stating,  

We've seen that many of our clients do have sexual desires, and some are sexually 

active. And we know from research and data that there's a much higher abuse rate 

for people with IDD. So, I think there's a lot of people at [Organization 1], over 
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the last five or six years, who felt like this was a big gap in our services and 

wanted to address it. But there were limitations with how to address it given our 

resources and expertise. So, when the grant opportunity from [CDN] came 

forward, it seemed like a great fit. . . it was funding that we really needed to even 

make this project happen. 

Organization 1 had identified sexual health education as a gap in their services but lacked 

the internal resources and funding to develop a program. The CDN grant provided the 

perfect mechanism to make progress on an identified need. Without this initial funding, 

Organization 1 could not have embarked on creating a curriculum. 

Organization 2 also identified a need for a comprehensive sexual health 

curriculum for their clients. Through Participant 3 and Participant 4's experience 

providing social skills instruction, the pair identified a gap in their knowledge and 

instruction regarding romantic relationships and intimacy. Participant 3 shared that they 

received questions from students and families about intimacy, asking, "Why can't I be in 

a relationship? When I try to hold hands or kiss, what should I do?" These questions are 

sexual health-related concepts, and the pair wanted to create a curriculum to fill the gap. 

However, Participants 3 and 4 needed funding to complete the project. Participant 3 

shared, "We were all riled up and ready to do this, and then we thought, oh, we need 

money." Once the funding was secured, Organization 2 could move forward with its idea 

and develop a comprehensive sexual health curriculum for youth with intellectual 

disabilities focusing on healthy relationships. The funding from CDN allowed 

Organization 2 to turn its idea into a tangible curriculum. 
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Organization 3 has provided adults with healthy relationships and abuse 

prevention education since 2013. However, the organization knew there was a gap in this 

education for teens. As expressed by Participant 6, adults who attended the course shared 

that "they wish they received this information sooner." Organization 3 continuously kept 

an eye out for funding opportunities so they could develop a teen's healthy relationship 

and abuse prevention curriculum, as they would not be able to until external funding was 

secured. Participant 6 further shared, "We are always sniffing around for money. We 

wanted to build a teens course, but we needed to find funding." In 2020, Organization 3 

approached CDN to develop a teen version of their curriculum and include critical sexual 

health topics in exchange for funding.  

Organization 3 initially agreed to the expectations, and the long-awaited funding 

catalyzed the development of Curriculum 3.  

The cases demonstrate how organizations can engage in curriculum development 

when they secure adequate funding. Without the necessary financial resources, they lack 

the means to carry out the significant work required to create educational programs 

tailored for youth with disabilities. Once they obtain funding, they may also face 

expectations regarding curriculum content and approach, which can shape the 

development process. Furthermore, organizations may have to scale back offerings if 

funders refrain from renewing grants as organizations rely on limited-term funding 

sources. The ability to sustain curriculum design and implementation over time directly 

depends on dollars. 
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Summary of Chapter 4 

This chapter reviewed the findings and emergent themes within each case study. 

The within-case analysis for Curriculum 1, 2, and 3 highlighted key insights into the 

curriculum development process, including stakeholder involvement, content decisions, 

and implementation challenges. The chapter concluded with a cross-case analysis 

identifying overarching themes across the three cases. The cross-case analysis 

highlighted similarities and differences regarding the role of funding, stakeholder 

participation, content scope, and curriculum implementation difficulties. While each 

organization took a unique approach, examining patterns across cases provided a broader 

conceptual understanding of the complexity surrounding sexual health curriculum design 

and delivery for youth with intellectual disabilities. 
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Chapter 5: Interpretations, Conclusions, and Recommendations 

Despite being sexual beings, individuals with intellectual and developmental 

disabilities are often desexualized in society (Schwartz & Robertson, 2019; Schaafsma et 

al., 2015). This desexualization, along with outdated and inaccessible sexual health 

curricula, has denied individuals with intellectual disabilites the right to sexual self-

fulfillment (Gomez, 2012) and increased their risk of sexual abuse (Eastgate, 2008; 

Treacy et al., 2018). Researchers have recognized that individuals with intellectual 

disabilites have the same sexual needs as individuals without disabilities (Jahoda & 

Pownall, 2014; Kramers-Olen, 2016). However, there is a lack of consensus on the goals 

of sexual health education for this population (Schmidt et al., 2022). This qualitative 

study aims to explore the development of and perceptions surrounding sexual health 

curricula for students with intellectual disabilities. The research questions guiding this 

study are: 1) How do key stakeholders perceive the development and implementation of 

sexual health curricula? 2) How do stakeholders perceive the facilitators and barriers to 

developing and implementing sexual health curricula, including internal and external 

influences? and 3) How does intersectionality affect the development and implementation 

of sexual health curricula for students with intellectual and developmental disabilities? 

To illuminate the curriculum development process to better support the sexual health 

education needs of students with ID, a constructivist, multiple case study was conducted 

with data collection from semi-structured interviews, observations, and document 

analysis. This chapter reviews the overall findings from the study, a review of the 

conceptual framework, and offers recommendations for policy, practice, and future 

research.  
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Findings 

Four themes emerged from the cross-case analysis: (1) Sexual health is more than 

abuse prevention, (2) Getting feedback from people in the field, (3) Implementation 

reality does not always align with the intended vision, and (4) Funding is necessary. In all 

three cases, these themes emerged as significant contributors to the decision-making 

throughout the development and implementation of comprehensive sexual health 

education for youth with intellectual disabilities. Further analysis reveals an 

interconnected relationship among the four themes. The relationship between the four 

themes centers on how the political climate and the perceptions of key decision-makers 

affected the development of sexual health curriculums for youth with intellectual 

disabilities.  

An overarching issue affecting the development process was that societal 

discomfort, stigma, and politics frequently restrict content decisions. Despite recognizing 

the need for comprehensive education, decision-makers perspectives and influences of 

the political climate often limit the information and topics in the final curriculums. The 

personal perspectives of what key decision makers believe are 'appropriate' shape what 

information is included and excluded in curriculums. In this context, key decision-makers 

consider what is suitable, relevant, or acceptable for inclusion in the curriculums. Their 

personal beliefs, professional experiences, societal norms, or legal and policy guidelines 

influence the decisions. Further, these decisions made from the personal perspectives of 

key decision-makers, significantly impact the scope and determine whether or not the 

curriculum becomes a comprehensive sexual curriculum or merely an abuse prevention 

curriculum. 
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Underlying societal stigma and unease around addressing sexuality in relation to 

disability appear to drive censorship and self-censorship. Political factors like leadership 

changes also impact education policies and content standards. Overall, these external 

pressures frequently restrict curriculum scope, the influence of stakeholder feedback, 

funding, and the ultimate implementation of curriculum vision.  

Access to Funding Sources 

Creating comprehensive sexual health education programs for young people with 

intellectual disabilities necessitates significant financial support and resources. However, 

the viewpoints of those in decision-making roles and the prevailing political environment 

often limit the availability of funds for such comprehensive initiatives. This was evident 

in the instances explored in Chapter 4, where organizations were heavily dependent on 

grants and partnerships to finance the creation of their curriculum. The participants 

viewed the acquisition of funds as crucial. For example, Participant 1 emphasized the 

importance of funding for the realization of the project, without which the efforts to 

develop customized sexual health resources for intellectually disabled youth could have 

been hindered or severely restricted. Sexual health resources for youth with ID could be 

prevented or limited by a lack of funding. 

Moreover, personal unease and the political atmosphere frequently influenced 

funding decisions related to sexual health education. This influence is noticeable at the 

leadership level within organizations, as noted by Thompson et al., 2014. For instance, 

Organization 3 initially agreed to develop a comprehensive curriculum. However, due to 

the beliefs and values of Participant 6, there was never a genuine intention to create a 

comprehensive sexual health curriculum. This participant was enthusiastic about securing 
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funds to create a course for teenagers, but it was evident throughout the case that they 

primarily intended to develop a program to prevent abuse. This participant managed to 

secure funding by verbally agreeing to CDN's expectations, but their personal viewpoints 

ultimately shaped the final product, resulting in a curriculum focused on abuse 

prevention. 

The limited opportunities for comprehensive sexual health education for students 

with intellectual disabilities mean that programs addressing topics such as sexual identity, 

sexual activity, and health encounter more obstacles in securing resources. In Case 1, 

Organization 1 knew they wanted to develop a curriculum for their target audience but 

depended on securing funding to kickstart the project. Additionally, in Case 3, Participant 

6 expressed concerns that a more conservative administration might not accept a 

curriculum addressing LGBTQ+ issues or sexual activity in schools, potentially 

restricting funding opportunities. 

The political climate and leadership perspectives significantly influence many 

funding and education policies. Changes in elected officials and appointees to state or 

district roles can quickly alter which programs are eligible for grants or preferred for 

implementation. Organizations developing sexual health curriculums must consider these 

factors and may often need to restrict their intended scope to increase their chances of 

securing funding. However, this prevents students from receiving the comprehensive 

education necessary to make safe, healthy choices. 

The Influence of Stakeholder Feedback 

Chapter 4's case studies underscore stakeholder feedback's varying degrees of 

influence on final curriculum decisions despite its universal appreciation across 
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organizations. The viewpoints of decision-makers and the prevailing political 

environment often tempered the influence of this feedback. In the first case, the 

organization placed a high premium on the feedback from its advisory committee, staff, 

parents, and students. This diverse stakeholder feedback directly guided curriculum 

modifications, such as including videos and adapting language to enhance accessibility. 

This feedback resulted in a draft curriculum that CDN positively reviewed. However, the 

organization's board ultimately eliminated 4 out of 9 lessons covering crucial sexual 

health topics. This decision stemmed from unease surrounding disability and sexuality 

and conservative political influences. Participant 2 echoed this sentiment, expressing the 

belief that the board was uncomfortable with the content. Despite substantial stakeholder 

support for comprehensive education, these viewpoints constrained the final version of 

the first curriculum. In the second case, the organization used feedback from stakeholders 

like CDN and the Youth Advisory Board (YAB) to make their curriculum more inclusive 

and engaging. However, they selectively applied these suggestions, disregarding advice 

to limit content scope and length if it did not align with their vision. The organization's 

leadership's viewpoints curtailed the impact of stakeholder feedback. 

In the third case, the organization ignored external stakeholder suggestions to 

include more sexual health topics, maintaining their narrow focus on abuse prevention. 

Moreover, the organization formed an advisory committee comprising individuals who 

shared similar views. Participant 6, who had longstanding relationships with each 

committee member, was noted to have influenced the committee's formation. The 

committee members were experienced solely in the abuse prevention field, suggesting 

that Participant 6's personal perspectives and values played a significant role in shaping 
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the advisory committee to support their vision of developing an abuse prevention 

program. Furthermore, the organization did not incorporate parent input from focus 

groups that proposed the inclusion of certain critical sexual health concepts. This 

indicates that the leadership's personal perspectives and values were the driving forces 

behind the curriculum development process. Across all cases, even though organizations 

acknowledged the importance of stakeholder input, they allowed the leaders' viewpoints 

and political factors to moderate the extent to which this feedback influenced final 

curriculum decisions and content. This influence restricted the range of education 

provided to youth with ID. Specifically, it resulted in the creation of either a 

comprehensive sexual health curriculum or an abuse prevention curriculum. 

The Curriculum Approach 

The analysis of the case studies indicates that decision-makers perspectives and 

political influences often dictate whether curriculums adopt a broad sexual health 

approach or a more focused abuse prevention approach. Even when the necessity for 

inclusive education is acknowledged, personal beliefs and external factors often restrict 

content scope. In the first case, Organization 1 initially created a comprehensive sexual 

health curriculum consisting of nine lessons. These lessons covered a wide range of 

topics, such as gender identity, sexual activity, and LGBTQ+ issues, and were developed 

based on extensive input from stakeholders. However, due to concerns of the board, the 

curriculum was reduced to five lessons concentrating solely on consent and safety. 

Participants suggested that the discomfort of certain individuals in discussing specific 

sexual health topics led to the elimination of crucial concepts like reproduction, 
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contraception, and gender. Removing lessons significantly altered the original curriculum 

from a comprehensive education to a minimalistic one. 

The first case also highlighted that Organization 1 is part of a global network, 

including countries where homosexuality is considered illegal. This international context 

seemed to have intensified the concerns when the board reviewed the curriculum for 

approval. One participant pointed out that the lesson on sexual and gender identity was 

particularly contentious due to the legal status of homosexuality in some countries they 

work with. This observation underscores how the board's unease with topics like gender 

identity and sexual orientation, exacerbated by international political climates where 

homosexuality is criminalized, led to the removal of these lessons. Despite research 

showing the need to include LGBTQ+ identities in sexual health education (Duke, 2011), 

the board allowed their personal discomfort and political considerations to deem these 

topics too controversial. 

In the third case involving Organization 3, the leading developer, Participant 6, 

showed evident unease with broadening the curriculum beyond a strict focus on abuse 

prevention. This personal viewpoint led to limitations on the content's scope despite 

stakeholders like CDN consistently emphasizing the need to include more sexual health 

concepts. For instance, CDN recommended including topics like sexual activity, 

contraceptives, sexually transmitted infections, and masturbation in the meeting minutes. 

However, Participant 6 rejected these suggestions, arguing that the curriculum should 

focus on abuse prevention and healthy relationships. 

Participant 6 was of the opinion that a curriculum focusing solely on relationships 

and abuse prevention was adequate, and comprehensive sexual health education was not 
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necessary. However, other stakeholders contended that these topics did not provide the 

comprehensive information students needed. One CDN member evaluated the curriculum 

as being solely an abuse prevention curriculum, rather than encompassing sexual health 

education in its entirety. Yet, Participant 6's personal discomfort with expanding beyond 

abuse prevention resulted in the exclusion of concepts like sexual behaviors, sexual 

identity, reproduction, and gender identity. Their individual viewpoint that abuse 

prevention was sufficient led to limitations on the content's scope, despite external 

stakeholders repeatedly emphasizing the need to include more sexual health topics to 

meet student needs. 

The second case study showcased how an inclusive mindset and a passion for 

comprehensive sexual health drove the development of a comprehensive product. A team 

with an open mind and a drive to create a comprehensive sexual health curriculum 

developed Curriculum 2. Throughout the development process, their beliefs about the 

needs of youth with disabilities guided their decision-making. This suggests that 

professionals who are passionate and hold values supporting comprehensive sexual health 

education for youth with intellectual disabilities will create a final product that reflects 

those values. 

Decision-maker biases regarding which topics are appropriate to cover shape the 

education students receive. Curriculum scope is also frequently narrowed in response to 

political influences and societal discomfort. Consequently, youth with ID do not receive 

the comprehensive sexual health knowledge required to make informed choices about 

their sexual health and relationships.  
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Pivots in the Implementation Vision  

The case studies reveal a disconnect between the initial vision and goals for 

implementing the curriculum versus the reality of implementation that organizations face 

when putting curriculums into practice. Decision-maker perspectives and the political 

climate frequently influenced the implementation process and outcomes of each sexual 

health curriculum. The initial vision for the curriculum in Case 1 was to provide a 

comprehensive 9-lesson program that covered a broad range of sexual health topics. 

However, the organization's board expressed concerns over suggested political and 

liability issues, leading to a significant shift in curriculum implementation. One of the 

critical issues that influenced this decision was the international context in which the 

organization operates. The organization has ties to a global network, including countries 

where homosexuality is illegal. This presented a significant challenge when it came to 

implementing lessons on sexual identity and gender identity. The international context 

and the legal and societal norms in some countries they serve fueled concerns when the 

board reviewed the developed curriculum. The board's discomfort with these topics, 

likely influenced by the potential political and legal ramifications, led to the removal of 

these lessons from the curriculum. As a result, the curriculum was a five-lesson 

curriculum that focused primarily on abuse prevention. This drastic change not only 

limited the scope of the information provided to the students but also significantly altered 

the original vision of providing comprehensive sexual health education. 

In Case 2, Organization 2 was successful in implementing its 12-lesson 

curriculum in community settings. However, the feedback they received indicated that 

the curriculum was not effective or practical for use in school settings. The main issue 
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was the dense and lengthy format of the curriculum. Each session was packed with a 

large amount of content and lasted 90 minutes, which was overwhelming for both 

students and educators. The feedback suggested that Organization 2 streamlined the 

curriculum to focus on just one or two significant concepts per session. The session 

length also needed to be reduced to maintain student engagement and make the 

curriculum more manageable for educators. The feedback from CDN staff who observed 

the curriculum in action suggested that the curriculum content must be broken into 

smaller chunks and delivered in shorter sessions to be practical for youth with IDD. 

Another significant issue was the lack of an instructor guide. The absence of a detailed 

guide meant that other educators could not teach the curriculum with fidelity. While the 

co-founders of Organization 2 could deliver the lessons effectively, their knowledge and 

teaching methods needed to be codified for others to replicate. A guide would allow for 

consistent delivery of content across different instructors. 

In Case 3, the lead developer at Organization 3 had a narrow vision focused on 

abuse prevention. This vision reflected their personal perspectives on what topics were 

appropriate to include in a sexual health curriculum for youth with disabilities. Despite 

the initial agreement to develop a comprehensive sexual health curriculum, the lead 

developer, Participant 6, chose to focus primarily on abuse prevention and healthy 

relationships. This decision disregarded the input from stakeholders, including CDN and 

the youth advisory board, who suggested including more comprehensive sexual health 

concepts. For instance, CDN had repeatedly suggested the inclusion of topics such as 

reproduction, masturbation, contraception, and STI prevention. However, these 



 214 

fundamental concepts were not included in the final curriculum, leading to a significant 

gap in the sexual health education provided. 

Organization 3 also faced recruitment barriers. Despite efforts to promote their 

curriculum, Organization 3 struggled to attract participants. They even offered incentives 

and connected with community partners, but the sign-up numbers remained low. The lack 

of comprehensive sexual health content in the curriculum could contribute to not meeting 

potential participants' needs or interests. Furthermore, Organization 3 initially intended to 

implement its curriculum within the school system they served. However, a shift in 

political leadership at the state level disrupted this plan. The new political leader did not 

approve of some critical concepts in sexual health education, which posed a significant 

challenge for Organization 3. This highlights how the political climate can interfere with 

implementing sexual health education, further complicating the process and potentially 

limiting the reach and impact of such programs. 

Across cases, individual and political perspectives affected the ability to 

implement curriculums as initially envisioned. Biases dictated content changes, while 

real-world factors posed unforeseen challenges to execution. A disconnect emerged 

between initial plans and implementation realities. 

Intersectionality and Its Impact on Sexual Health Curricula for Youth with ID 

This research study highlighted the significant impact of intersectionality on 

developing and implementing sexual health education for youth with intellectual 

disabilities. Intersectionality is the interconnection between diverse aspects of identity, 

such as race, class, gender, sexuality, and disability (Crenshaw, 1989). Diverse aspects of 

identity intersect to shape lived experiences in complex ways. An intersectional 
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perspective recognizes how individuals holding multiple marginalized identities face 

compounded barriers and discrimination (Crenshaw, 1989).  

There were two primary ways intersectionality affected the curriculum design 

process for this population. First, the lack of diversity in representation in visual images 

and case examples limited the relevance and inclusiveness of the curricula. In addition, 

individuals with diverse identities, such as those identifying as LGBTQ+, were not asked 

for their feedback. The materials often failed to reflect the realities and needs of 

LGBTQ+ youth, youth of color, and other marginalized groups within the disability 

community. For example, feedback from the Youth Advisory Board in Case 2 

emphasized the need for more diverse and inclusive relationship scenarios, especially 

related to LGBTQ+ experiences. The absence of scenarios depicting diverse identities 

and relationships represents a missed opportunity to address the intersectional needs of 

students with multiple marginalized identities. Centering diverse voices is key to creating 

materials that speak to the full spectrum of student experiences. 

Second, sociopolitical biases surrounding sexuality and disability significantly 

shaped decision-making in ways that ultimately restricted comprehensive education. As 

seen in Case 1, the organization's board removed lessons covering sexual orientation and 

sexual activity due to concerns over potential backlash from the global political climate. 

This exemplifies how discomfort and stigma around addressing sexuality in relation to 

disability can inform choices, limiting curriculum scope and censoring information. 

Restricting knowledge disempowers students and perpetuates marginalization.  
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Conceptual Framework 

This qualitative case study utilized critical disability theory and the framework for 

comprehensive sexuality education (UNESCO, 2010) as conceptual lenses. Critical 

disability theory centers on the lived experiences of disabled individuals and challenges 

narrow conceptualizations of disability (Goodley, 2011; Meekosha & Shuttleworth, 

2009). The UNESCO (2010) framework highlights three pillars of comprehensive 

sexuality education: skill development, provision of information, and development of 

inclusive attitudes and values. Together, these frameworks initially guided an 

examination of how disability affects curriculum development for sexual health education  

Figure 5.2  

Conceptual Framework- Critical Disability Theory and Framework for Comprehensive 

Sexuality Education 
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However, based on the findings from this study, the conceptual framework evolved to put 

a greater emphasis on the societal, organizational, and individual factors influencing 

curriculum development. While the original framework acknowledged disability's role, 

the revised framework highlights the multi-level factors affecting access to 

comprehensive sexual health education for youth with intellectual disabilities. Further, it 

focuses on how the three levels influence the development outcome of a comprehensive 

sexual health curriculum or an abuse prevention curriculum.  Figure 5.3 illustrates the 

revised conceptual framework. 

Figure 5.3 

Revised Conceptual Framework for Comprehensive Sexual Health Education for Youth 

With ID 
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The societal-political level can significantly influence the breadth and depth of the 

curriculum. For instance, in societies where there is a high level of stigma associated with 

discussing sexuality, the curriculum may be limited to abuse prevention. This is because 

abuse prevention is often seen as a more 'acceptable' topic. However, while abuse 

prevention is crucial, it does not encompass the full spectrum of sexual health education. 

For example, it may not cover topics such as consent, healthy relationships, and 

understanding one's own body, which are all essential aspects of sexual health. Similarly, 

in a conservative political climate, policies may favor abstinence-only education, which 

can limit discussions about sexuality and result in a curriculum that does not fully address 

the sexual health needs of youth with intellectual disabilities. 

At the organizational level, funding constraints and power dynamics can 

significantly impact the curriculum's focus. For instance, if an organization faces funding 

constraints, it may prioritize abuse prevention, which is often seen as more urgent, over 

comprehensive sexual health education. However, this can result in a curriculum that 

lacks essential aspects of sexual health education, such as understanding one's own body, 

sexual orientation, and gender identity. Power dynamics among stakeholders can also 

shape the curriculum. If the majority of stakeholders hold conservative views, the 

curriculum may focus more on abuse prevention and less on comprehensive sexual 

health. This could result in a curriculum that does not fully address the sexual health 

needs of students with intellectual disabilities, such as understanding consent and healthy 

relationships. 

The individual level acknowledges the personal perspectives and biases of key 

decision-makers involved in curriculum development. For instance, if a decision-maker 
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holds conservative views about sexuality, they may prioritize abuse prevention over 

comprehensive sexual health education. This can lead to a curriculum that does not fully 

address the sexual health needs of students with intellectual disabilities. For example, it 

may not cover topics such as sexual orientation, gender identity, and understanding one's 

own body. Furthermore, individual biases can also impact the representation of diverse 

experiences and identities in the curriculum. If decision-makers do not recognize or 

understand the importance of intersectionality in sexual health education, they may fail to 

include content that addresses the unique experiences and needs of students with diverse 

identities, such as those who identify as LGBTQ+. 

This revised conceptual framework offers a comprehensive and nuanced 

understanding of the intricate interplay of various factors at different levels. The societal-

political, organizational, and individual levels of influence play a significant role in 

determining whether the curriculum focuses on abuse prevention or comprehensive 

sexual health education. While abuse prevention is a critical aspect of the curriculum, it 

does not encompass the full spectrum of sexual health education. Understanding these 

influences is crucial for developing and implementing a curriculum that effectively 

addresses the needs of youth with intellectual disabilities. It underscores the importance 

of addressing these influences to ensure the delivery of a balanced and comprehensive 

curriculum that caters to the unique needs of this population. 

Limitations of Study 

A limitation of this study was the reliance on self-reported data from interviews, 

which introduces potential bias, as curriculum developers may have presented processes 

favorably or omitted challenges (Creswell, 2013). While triangulation helps address this, 
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developer bias still shapes the data. The researcher's personal experiences related to this 

topic were also a limitation of this study. The researcher has collaborated with the 

organizations in the study to provide technical assistance in their journey with CDN. 

Further, the researcher developed professional relationships with the CDN staff and 

several participants from the study. The researcher's positionality as an advocate for 

disability rights and comprehensive sexual education shaped the researcher's lens. 

Although the study was designed to protect against bias and subjectivity, it is still a 

limitation.  

Another notable limitation of this study is the absence of direct perspectives from 

youth with intellectual disabilities. While the research provides valuable insights from 

key curriculum developers, it lacks the firsthand experiences and viewpoints of the youth 

themselves. This omission may limit the comprehensiveness of the findings, as the 

unique challenges, needs, and experiences of these youth may not be fully captured or 

understood.  

Recommendations For Practice 

The findings reveal that individual perspectives and values frequently lead to 

censorship of critical topics, restricted funding opportunities, and minimal input from 

individuals with intellectual disabilities in curriculum development. Additionally, 

conservative political climates limit curriculum scope. Consequently, students do not 

receive access to the complete knowledge required for healthy development. To address 

these barriers, the study puts forth recommendations in critical areas: reducing societal 

stigma, improving funding, increasing stakeholder involvement, mandating 

comprehensive standards, providing curriculum guidance, and expanding educator 
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training. Implementing these solutions can transform curriculum development and 

delivery to meet the needs of students with ID. With greater openness, resources, 

inclusion, and evidence-based policies, youth with disabilities can access optimal sexual 

health education to empower healthy decision-making. 

Reduce Societal Stigma 

Recommendation #1: Take steps to reduce societal stigma around addressing 

sexuality in relation to disability. 

The findings from this qualitative study, along with current research (East & 

Orchard, 2014; Kramers-Olen, 2013; Schaafsma et al., 2015; Thompson et al., 2014), 

strongly indicate that societal stigma surrounding sexuality and disability has detrimental 

effects. This includes implementing restrictive policies and inadequate education on 

sexual health topics. Taking proactive measures at multiple levels - individual, 

organizational, and societal - is imperative to address and reduce this harmful stigma 

effectively. This can create a more inclusive and supportive environment for all 

individuals. 

Public awareness campaigns provide accurate information on sexuality and 

disability, addressing stigma by humanizing the issues (Schaafsma et al., 2015). Schools 

and community organizations implement programs that foster understanding and 

empathy. Social media campaigns reach broad audiences, offering another avenue for 

awareness. Training standards for educators, healthcare providers, and social service 

workers undergo revision to integrate positive, accurate information on disability and 

sexuality, combating stigma within systems (East & Orchard, 2014). Training includes a 

lens of sexual citizenship and equality, reinforcing the rights of individuals with 



 222 

disabilities to education and services. Legislative action prohibits discrimination and 

protects the sexual health education rights of individuals with disabilities (Kijak, 2013). 

Laws and policies are updated to require comprehensive, evidence-based standards for all 

students, helping to overcome system-embedded stigma. Accountability measures pair 

with policy reforms. 

Through multi-faceted efforts across individual, organizational, and societal 

realms, stigma reduction can lead to the creation of more inclusive policies and practices. 

Students with disabilities deserve and need the necessary sexual health knowledge to 

thrive. Extensive research supports key strategies such as increasing awareness, providing 

comprehensive education, and implementing policy changes in this domain. Adopting 

these strategies fosters a supportive and inclusive environment that empowers all students 

to make informed decisions about their sexual health and well-being. 

Mandate Comprehensive, Inclusive Standards 

Recommendation #2: Mandate comprehensive, inclusive standards for sexual 

health education for all students, including those with ID.  

Discomfort and political factors frequently lead to the limited or complete 

absence of sexual health education for students with intellectual and developmental 

disabilities (ID) (Schaafsma et al., 2017). Further, discomfort and political factors 

influence the decision-making of the curriculum development process, leading to 

inadequate curricula. To overcome this barrier and ensure all students receive appropriate 

education, legislative action is needed at federal, state, and local levels to mandate 

comprehensive, inclusive standards for sexual health curricula. To ensure comprehensive 

education on healthy sexuality and relationships, these legally binding standards should 
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cover a diverse array of topics. These include but are not limited to puberty, reproduction, 

contraception, gender identity, fostering healthy relationships, the importance of consent, 

sexual orientation, and understanding various sexual behaviors. Content must be 

evidence-based, medically accurate, and developmentally appropriate. The standards 

should undergo regular review by diverse experts and stakeholders to ensure 

appropriateness for meeting evolving student needs.   

When considering the Supreme Court's position on abortion, it is crucial to 

acknowledge its significance in sexual health education. The landmark ruling in Roe v. 

Wade (1973) granted women the legal right to choose abortion, marking a turning point 

in the United States. However, the court has also upheld specific limitations on abortion 

access, making it a contentious issue in American politics. Consequently, the court's 

rulings on abortion can significantly impact how sexual health education addresses this 

matter, especially in states with stricter regulations.  

In addition to content standards, comprehensive policies must address educator 

qualifications, training requirements, and teaching strategies tailored for varying abilities 

(East & Orchard, 2014). Enacting accountability measures should ensure adherence to the 

standards. By establishing and enforcing mandatory comprehensive curriculum standards 

through legislative action, the education system can overcome individual and political 

barriers that currently allow many students with ID to slip through the cracks without the 

sexual health knowledge they need. Inclusive policies are essential to guarantee 

appropriate education for all. 
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Diverse Stakeholder Involvement 

Recommendation #3: Increase involvement of diverse stakeholders, especially 

those with ID, in curriculum development 

Stakeholder input and youth voice are imperative when developing a curriculum, 

specifically when developing a curriculum for youth with ID. However, research clearly 

demonstrates that the input and involvement of individuals with intellectual disabilites 

are frequently excluded or minimized in developing sexual health education curricula 

intended to serve this population (Bazzo et al., 2007). While this qualitative case study 

highlighted organizations utilizing youth input, the implementation of feedback was not 

consistent. To ensure programs meet student needs, the meaningful participation of 

diverse stakeholders, particularly those with ID, must be prioritized throughout the 

curriculum-building process. Meaningful participation builds ownership and 

empowerment. Further, involving youth with ID in curriculum development promotes 

self-advocacy and self-efficacy (McVilly et al., 2003). When given the opportunity to 

participate in decision-making actively, they develop essential skills such as critical 

thinking, problem-solving, and effective communication. These skills empower them to 

advocate for their rights and needs within the educational setting and in their broader 

lives. 

Advisory boards play a crucial role in curriculum development. When 

establishing stakeholder advisory boards for curriculum projects, it is important to ensure 

a balanced representation of individuals with diverse disabilities, family members, 

educators from various grade levels, healthcare providers, and experts in disability and 

sexual health. However, recruitment processes need to be improved to actively seek out 



 225 

and support the participation of individuals with intellectual and developmental 

disabilities (ID). To effectively gather input from stakeholders, curriculum developers 

should utilize multiple feedback approaches. Conducting focus groups, surveys, and 

interviews would provide valuable stakeholder insights and perspectives. It is essential to 

collect feedback at various stages of the curriculum development process, not just at the 

end, to actively shape and steer the direction of programs. Active involvement of various 

stakeholders, particularly individuals with intellectual disabilites who ultimately benefit 

from these curricula, enhances programs to foster self-advocacy and provide students 

with the required comprehensive knowledge. Their active participation is crucial in 

cultivating self-determination and promoting overall well-being. Their voices and 

expertise must drive the process of development. 

Curriculum Guidance  

Recommendation #4: Provide curriculum development guidance and resources 

to support the execution of comprehensive programs. 

The study highlighted how some organizations lack the internal expertise needed 

to develop comprehensive sexual health programs for students with ID. To aid these 

organizations in achieving their curriculum goals, guidance, resources, and access to 

experts should be provided. Specifically, developing clear guidance documents and 

toolkits should help organizations through key steps in the curriculum-building process. 

These guidance documents can include conducting needs assessments, establishing an 

advisory team, gathering meaningful stakeholder input, identifying learning objectives 

and scope, writing accessible content, and implementation planning (Gougeon, 2009). 

Checklists, templates, and examples can also bring abstract concepts to life. 
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           A platform or database with a list of experts in the field would also be a beneficial 

resource to developers. Access to respected specialists that organizations can consult 

provides invaluable guidance (East & Orchard, 2014). Organizations can also implement 

mentoring programs. Further, opportunities for organizations to learn from one another 

would build community and aid in the development process. Conferences, online 

communities, and joint training allow collaborative problem-solving. Providing this type 

of hands-on guidance, expert access, and peer learning opportunities can help 

organizations overcome barriers and achieve their goals of providing comprehensive, 

inclusive sexual health education for youth with ID.  

Training for Educators and Pre-service Teachers 

Recommendation #5: Provide expanded training for educators and pre-service 

teachers on addressing sexual health for students with intellectual and 

developmental disabilities.  

The findings from this study and current research in the field clearly show that 

educators' discomfort and lack of knowledge lead to inadequate sexual health education 

for students with disabilities (Schaafsma et al., 2017). Increased openness and improved 

understanding of disability and sexuality issues are critically needed. Training should 

expand for current and pre-service teachers on addressing sexual health with students 

with disabilities. This training should address common myths and misconceptions about 

disability and sexuality that lead to biased assumptions and censorship of education. 

Providing information on topics like sexual development, relationships, and behaviors 

among those with disabilities can help overcome discomfort and improve instruction 

(East & Orchard, 2014). Further, training should build skills in adapting instructional 
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strategies and curricula utilizing best practices to meet the learning needs of students with 

varying disabilities.  

Teacher training often excludes sexual health. Revising standards and 

accreditation criteria to integrate disability and sexuality could better prepare future 

educators. Studies emphasize that improved training can increase comfort levels in 

providing comprehensive sexual health education and lead to more positive, informed 

attitudes toward addressing sexuality in relation to disability (Gougeon, 2009; East & 

Orchard, 2014). By implementing expanded and specialized training programs for both 

current and future educators, schools can play a vital role in ensuring that students with 

ID receive the comprehensive, unbiased sexual health education they need. This inclusive 

and tailored training equips educators with the knowledge and skills to address the unique 

challenges faced by students with ID, empowering them to make safe and informed 

choices regarding their sexual health. Such efforts are crucial in overcoming barriers and 

promoting equal access to appropriate education for all students. 

Funding  

Recommendation #6: Develop enhanced funding sources specifically for 

comprehensive sexual health education programs for students with ID.  

This study highlighted the need for funding organizations to develop a curriculum 

for their youth with ID. Further, other studies have revealed that reliable, ongoing 

funding sources are critically needed to develop and sustain comprehensive sexual health 

education programs for students with ID, as grant funding is limited and unreliable 

(Gougeon, 2009). Federal, state, and local policy changes could establish steady funding 

streams to require earmarked funds specifically for this purpose. For example, legislation 
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could dedicate a portion of education budgets to support evidence-based sexual health 

curricula and training tailored for students with disabilities (Thompson et al., 2014). 

Funding criteria and decision-making processes should ensure that allocations address the 

needs and rights of students rather than reflecting the personal biases of decision-makers. 

Partnerships with health agencies prioritizing disability, sexual health, and youth well-

being can enrich and expand education budgets. This collaborative approach enhances 

financial resources and promotes comprehensive support for students' holistic 

development. Philanthropic foundations dedicated to these issues, such as Advocates for 

Youth, The Arc, and the Channel Foundation, present another potential source of support. 

By developing reliable, protected funding sources, organizations can focus on creating 

and implementing optimal sexual health education tailored for students with ID rather 

than continually struggling to piece together limited grants. Improved funding will allow 

for better curricula, educator training, and sustainability of programs – ultimately leading 

to positive health outcomes for youth with disabilities. Legislative action is vital to 

establishing dedicated funding streams guided by student needs rather than biases. 

Future Research Recommendations 

This study has provided valuable insights into the development of sexual health 

curriculums for individuals with intellectual disabilities. However, it also highlights 

several areas where further research is needed. Future research is suggested in the 

following areas: 1. Intersectionality in sexual health education, 2. Long-term impact of 

comprehensive sexual health education, 3. Role of stakeholders in curriculum 

development, 4. Adaptation of Curriculums Across Different Contexts, and 5. Training 

and Support for Educators 
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Intersectionality in Sexual Health Education 

Intersectionality refers to the interconnected nature of social categorizations such 

as race, class, and gender, creating overlapping systems of discrimination or 

disadvantage. In the context of sexual health education, intersectionality could mean 

addressing the unique experiences and needs of students who identify as LGBTQ+, come 

from diverse cultural backgrounds, or have different types of disabilities. Future research 

should explore practical strategies for incorporating intersectional perspectives into the 

curriculum, such as including diverse voices in curriculum development, using inclusive 

language and examples in the curriculum, and addressing specific issues faced by 

different groups. 

Long-term Impact of Comprehensive Sexual Health Education 

While this study has provided insights into the development and implementation 

of sexual health curriculums, the long-term impact of these curriculums on students' 

sexual health and well-being remains unclear. Longitudinal studies should track students 

over time to assess the impact of the curriculum on their knowledge, attitudes, and 

behaviors related to sexual health. This could include measures such as changes in 

knowledge about sexual health topics, attitudes towards sexuality, and behaviors such as 

the use of contraception and engagement in healthy relationships. 

Role of Stakeholders in Curriculum Development 

This study has highlighted the significant role of various stakeholders, including 

educators, parents, and students, in the curriculum development process. Future research 

should delve deeper into the dynamics among these stakeholders. For instance, research 

should explore (1) how different stakeholders' views and attitudes influence the 
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curriculum's content and focus, (2) how can the curriculum development process be 

structured to ensure that all stakeholders' voices are heard and considered, and (3) how do 

power dynamics among stakeholders influence the process and outcomes.  

Adaptation of Curriculums Across Different Contexts 

This study has examined the development of sexual health curriculums within 

specific organizational contexts. However, schools and organizations vary widely in 

resources, cultures, and student populations. Future research should investigate how these 

curriculums can be adapted and implemented across different contexts. This could 

involve exploring strategies for adapting the curriculum to different school settings (e.g., 

urban vs. rural, public vs. private) and geographical locations (e.g., different countries or 

regions with different cultural norms and legal regulations related to sexual health 

education). 

The Intersection of Dignity of Risk and Comprehensive Sexual Health 

Future research could explore the intersection of the dignity of risk and 

comprehensive sexual health education for youth with disabilities. This research could 

investigate how the dignity of risk, which emphasizes the right of individuals with 

disabilities to engage in life experiences that involve risk, can be integrated into sexual 

health education in a way that promotes safe behaviors and prevents abuse. This could 

involve developing and testing educational interventions that empower youth with 

disabilities to make informed decisions about their sexual health, while also equipping 

them with the knowledge and skills to identify and respond to potential situations of 

abuse. The effectiveness of these interventions could be evaluated in terms of their 

impact on the youths' understanding of sexual health and abuse prevention, their 
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confidence in making decisions related to their sexual health, and their ability to apply 

the concept of dignity of risk in their daily lives. 

Training and Support for Educators 

This study has underscored the importance of training and support for educators 

in delivering sexual health education. However, more research is needed on what this 

training and support should look like. Research should explore (1) what knowledge and 

skills do educators need to deliver sexual health education to students with intellectual 

disabilities effectively, (2) what challenges do educators face in delivering this education, 

and how they can be supported to overcome these challenges, and (3) how can training 

and support be provided in a way that is accessible and sustainable for schools and 

organizations.   

Conclusion 

This study aimed to uncover the key factors influencing the development of 

comprehensive sexual health education curricula for youth with ID. Through in-depth 

case studies, the research revealed how individual perspectives and the political climate 

ultimately affect curriculum content, scope, and implementation. Despite recognizing the 

need for comprehensive education, personal discomfort with disability and sexuality 

frequently leads to censorship of topics, restricted funding, and minimal input from 

individuals with intellectual disabilites. Conservative views also limit curriculum scope. 

As a result, students do not receive the complete knowledge required for healthy 

relationships and sexuality. 

To transform the status quo, the study recommends expanded training to address 

biases, reduced societal stigma, improved funding, increased diverse stakeholder 
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involvement, mandated comprehensive standards, and organizational guidance. By 

fostering greater openness, providing resources, promoting inclusion, and implementing 

evidence-based policies, we can achieve the development and delivery of optimal sexual 

health education for this underserved population. Further research is critically needed to 

continue elevating this field and ensuring youth with ID gain access to the comprehensive 

education necessary for safe, healthy development. This study provides an initial 

roadmap for the changes needed to overcome barriers rooted in stigma and bias. 

However, ongoing advocacy, education, and policy improvements are vital to 

empowering students with disabilities. As Participant 2 shared, "Students need this 

information!". 
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Appendix A: Recruitment Email 

 

To Whom it May Concern, 

Dr. Lisa Rice and Emily Baker are conducting a study to further explore the 

sexual health for individuals with intellectual disabilities curriculum development 

process.  The purpose of this study is to gain a greater understanding of the process of 

developing curriculum that supports the needs of youth with intellectual disabilities.  

Further, the aim is to understand what internal and external influences affect the 

development of appropriate sexual health curriculums for youth with intellectual 

disabilities. The research team is interested in conducting interviews with participants 

that meet the following criteria: (1) an organization that serves students with intellectual 

disabilities, (2) an organization that is currently serving students aged 13-25 with an 

intellectual disability, and (3) an organization that has been developing sexual health 

curriculum for students with disabilities within the past 3 years.  

There will be an interview scheduled, lasting 60 to 90 minutes in length. Your 

identity and recorded data from the focus group will be kept private and confidential 

throughout the study, and no identifying information will be shared.  

Attached to this email is an informed consent document for potential participants 

that provides further details about our study.  After reviewing this document, if you are 

interested in participating in the study, please contact us via email 

(emilybaker186@gmail.com) or phone (978-888-4066).   
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If you know of other families with a child with a moderate/severe disability who 

you believe could contribute to this research study, please feel free to pass this message 

along.  

Thank you in advance for your consideration to participate in this research. 

Sincerely,  

Emily Baker 
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Appendix B: Follow Up Potential Interviewee Email 

 

Dear [Name of Participant], 

Thank you for your interest in participating in our study.  As you may know, there 

is limited research related to the development of sexual health curriculums for individuals 

with intellectual disabilities. The purpose of this study is to gain a greater understanding 

of the process of developing curriculum that supports the needs of youth with intellectual 

disabilities.  Further, the aim is to understand what internal and external influences affect 

the development of appropriate sexual health curriculums for youth with intellectual 

disabilities. We believe that collecting this information will support and encourage other 

key stakeholders in developing and implementing sexual health education for individuals 

with intellectual disability.   

The research team is interested in conducting interviews with participants that 

meet the following criteria: (1) an organization that serves students with intellectual 

disabilities, (2) an organization that is currently serving students aged 13-25 with an 

intellectual disability, and (3) an organization that has been developing sexual health 

curriculum for students with disabilities within the past 3 years. Your participation will 

provide a unique perspective into what factors aid in developing appropriate sexual health 

education to students with intellectual disabilities.  

There will be an interview scheduled, lasting 60 to 90 minutes in length. Your 

identity and recorded data from the focus group will be kept private and confidential 

throughout the study, and no identifying information will be shared. Any information 

identifying you as a respondent, such as an email, will not be connected with the data 
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collected. All such correspondence and data will be destroyed after the completion of this 

study. 

If you are interested in participating in the study and sharing your experiences, 

please let me know.   At the time of the interview, I will review with you the study’s 

goals and process, as well as the measures our research team will take to prevent any 

personally identifying information (ex. your name) from being shared.  Please be assured 

that respecting your privacy and confidentiality is of primary concern to us. Participation 

in this study is voluntary, and you have the right to withdraw at any point in time.	

Thank you for taking the time to review this and for considering participation in 

this study.  We value the unique contribution that you can make to our study and are 

excited about the possibility of your participation!  I can be reached via email at 

(emilybaker186@gmail.com) or by phone at (978-888-4066).  I hope to speak to you 

soon.	

	

Sincerely, 	

Emily Baker 
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Appendix C: Interview Confirmation Email 

 

Dear [Name of Confirmed Participant], 

Thank you for agreeing to participate in an interview as part of our research.  As 

previously agreed, the interview will take place on [date] starting at [time] via [virtual 

platform].  The interview should take approximately 60 to 90 minutes. 	

As you know, the purpose of this study is to gain a greater understanding of the 

sexual health for individuals with intellectual disabilities curriculum development 

process.  The research team is interested in conducting interviews with participants that 

meet the following criteria: (1) an organization that serves students with intellectual 

disabilities, (2) an organization that is currently serving students aged 13-25 with an 

intellectual disability, and (3) an organization that has been developing sexual health 

curriculum for students with disabilities within the past 3 years. Your participation will 

provide a unique perspective into what factors aid in developing appropriate sexual health 

education to students with intellectual disabilities. 

Before the interview goes ahead, I would like to make sure that you are aware of the 

following:	

• The George Washington University Office of Human Research has given 

permission for this research to be carried out. 

• With your permission the interview will be recorded. 

• A transcript will be sent to you after the interview. 
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• Your confidentiality will be maintained and no comments will be ascribed to you 

by name in any written document or verbal presentation.  Nor will any data be 

used from the interview that might identify you to a third party. 

• You are free to withdraw from the research at anytime. 

• You are free to request that your transcript not be used. 

• We will write to you upon completion of the research and a copy of our final 

research report will be made available to you upon request. 

I have attached the informed consent document to this email for your review. If you 

have any questions regarding the nature of the research and your participations or are 

unclear about any of the provided information, please contact me/us at (individual 

interviewer email) or (individual interviewer phone) 

Thank you again for taking the time to help me with my research.  I look forward to 

our interview together on [date] at [time] via [virtual platform].  	

Sincerely, 	

Emily Baker  
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Appendix D: Informed Consent  

 

 

Information Sheet and Informed Consent for Participation in a Research 

Study 

 

The Story of Sexual Health Curriculum Development for Individuals 

with Intellectual Disabilities: A Multisite Case Study 

IRB # NCR234829 

Principal Investigator: Dr. Elisabeth Rice, Associate Professor, ehess@gwu.edu, 202-

994-1535 (GSEHD) 

Student investigator: Emily Baker, emilybaker186@gmail.com 978-888-4066  

Why am I being invited to take part in a research study? 

We invite you to take part in a research study because we look forward to hearing 

your experiences as a stakeholder in the process of developing sexual health curriculum 

for individuals with intellectual disabilities. Your participation is completely voluntary. 

You have been found eligible for this study because you meet the following criteria: (1) 

an organization that serves students with intellectual disabilities, (2) an organization that 

is currently serving students aged 13-25 with an intellectual disability, and (3) an 

organization that has been developing sexual health curriculum for students with 

disabilities within the past 3 years. We are seeking to better understand the factors that 

mailto:ehess@gwu.edu
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occur in the decision making of developing sexual health education to students with 

intellectual disabilities. 

Whether or not you take part is up to you.  

You can choose not to take part. 

You can agree to take part and later change your mind. 

Your decision will not be held against you. 

You can ask all the questions you want before you decide. 

Who can I talk to? 

If you have questions, concerns, or complaints, or think the research has hurt you, 

talk to the member of your research team: 

Washington DC Metropolitan Area: 

Emily Baker, doctoral candidate, emilybaker186@gmail.com, 978-888-4066 

This research is being overseen by an Institutional Review Board (“IRB”) at each 

researcher’s home institution. Below is a list of IRB contacts for you if: 

Your questions, concerns, or complaints are not being answered by the research 

team. 

You have questions about your rights as a research subject. 

The George Washington University IRB:  202-994-2715 or via email at 

ohrirb@gwu.edu  

Why is this research being done? 

The purpose of this study is to gain a greater understanding of the process of 

developing curriculum that supports the needs of youth with intellectual disabilities.  

Further, the aim is to understand what internal and external influences affect the 

mailto:emilybaker186@gmail.com
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development of appropriate sexual health curriculums for youth with intellectual 

disabilities. 

How long will I be in the study? 

We expect that you will be in this research study for an interview that will last 

approximately 60 to 90 minutes.  

What happens if I agree to be in this research? 

You will be given a date and time of the interview along with a mutually agreed 

upon virtual platform.  This interview consists of questions designed to help you share 

your experiences as a family member with a child with moderate/severe disabilities.  At 

any time you may chose to end your participation.  After the interview has been 

transcribed the interviewer will contact you to see if you would like to see the transcripts.  

Is there any way being in this study could be bad for me? 

The risks and discomforts associated with participation in this study are not 

greater than those ordinarily encountered in daily life or during the performance or 

routine physical or psychological examinations or tests. There are no physical risks 

associated with the study, but there is a risk of loss of confidentiality or privacy of the 

subjects. There are multiple procedures in place to de-identify your information and 

protect against any loss of confidentiality (see “What happens to the information 

collected for the research?” section below). To the extent allowed by law, we limit your 

personal information to people who have to review it. We cannot promise complete 

secrecy. The IRB and other representatives of this organization may inspect and copy 

your information. There is some psychological risk in being asked to share personal 

information. There are also some possible risks of confidentiality.  The privilege of 



 259 

confidentiality does not extend to information about sexual or physical abuse of a child. 

If any member of the research team has or is given such information, he or she is required 

to report it to the appropriate authority or agency, such as child protective services, a law 

enforcement agency, or your State’s toll-free child abuse reporting hotline. The 

obligation to report includes past and current alleged or reasonably suspected abuse as 

well as past or current known abuse. Examples of such abuse include physically harming 

your child or having inappropriate sexual contact with your child. 

Will being in this study help me in any way? 

We cannot promise any benefits to you or others from your taking part in this 

research. However, possible benefits include the opportunity to share your story and 

experiences to interested researchers. There is no benefit outside of this sharing of 

experiences.  

What happens to the information collected for the research? 

Your identity and recorded data from the interview will be kept private and 

confidential throughout the study, and no identifying information will be shared.  Any 

information identifying you as a respondent, such as an email, will not be connected with 

the data collected. We cannot promise complete secrecy.  All such correspondence and 

data will be destroyed after the completion of this study. The IRB and other 

representatives of this organization may inspect and copy your information. Please be 

informed that the following steps are being taken to protect your identity: 

Each participant will be assigned a fictional name, which will be used for 

interview transcriptions as opposed to including real participant and dependent names 

with the interview data.  
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Each participant’s interview data will also be assigned a number code that is 

randomly generated to assist with the organization of data and also protection of 

confidentiality.  

The interview will be recorded by a digital audio recording device and then 

transcribed into written form.  The digital audio recordings of the interviews will be 

stored in a locked drawer on location with members of the research team until the manual 

transcription is complete.  Once the transcripts are completed, the digital audio recordings 

will be destroyed. 

The computer files will be stored on password protected computers only available 

to the research team.  The files will not have the participants’ names.  The research team 

will have a list that matches the randomly assigned number with the assigned fictional 

name and contact information given by the participant (i.e., phone number or email 

address).  The computer files will be destroyed upon the completion of the study.  

All email communications will be stored on password-protected computers in a 

password-protected email system for the duration of the study.  All email correspondence 

will be destroyed upon completion of the study.  

Hard copy data files of the transcripts will be stored without the participants’ 

names in a locked space by the research team.  Access to the files will only be available 

to the research team and destroyed at the completion of the study.  

The research team will not release any information about the participants’ 

involvement without written permission from the participant, unless required by law. 

All email contacts, participant contact information, and data sets will be destroyed 

upon completion of the study.   
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What else do I need to know? 

The records of this study will be kept private. In any published articles or 

presentations, no information will be included that makes it possible to identify you as a 

participant in the study.  All participants and dependents will be assigned pseudonyms, 

which they will be referred to throughout the entirety of the interview process.  This 

pseudonyms will be used to quote the student in any publication that may result from the 

research. 

Your records for the study may be reviewed by the Graduate School of Education 

and Human Development and by departments within The George Washington University 

that are responsible for overseeing research safety and compliance. 

To ensure confidentiality, your signature is not required, unless you prefer to sign 

it.  Your willingness to participate in this research study is implied if you proceed.   

*Please keep a copy of this document in case you want to read it again.  
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Appendix E: Interview Protocol  

 
Background information (self-report) 
 

1. How do you identify? 
a. Male 
b. Female 
c. Other 

2. What is your role? 
3. What area does your organization serve? 

a. Urban 
b. Suburban 
c. Rural 

4. Did you receive sexual health education when you were in high school? 
a. Yes 
b. No 

 
5. In which of the following categories does your age fall? 

a. 25-34 
b. 35-44 
c. 45-54 
d. 55-64 
e. 65 or older 
f. Prefer not to answer  

 
6. Which of the following best describes your race?  Select all that apply 

a. White/Caucasian 
b. Black/African American 
c. Asian, Pacific Islander 
d. American Indian 
e. Other 
f. Prefer not to answer  

 
7. How many years have you worked with people with disabilities? 

 
8. Have you worked in the sexual health space before? 

 
 
Semi Structured Interview Protocol 
 
Introduction and ground rules 
 

1. I want to understand as much as I can about this curriculum. Could you tell me 
where the idea for this curriculum came from?  

a. How did the idea for the curriculum start? 
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b. Who was involved?   
c. Why was it needed?    
d. Where there any skills you needed to gain/develop in order to move 

forward with this process? 
2. Tell me about the sexual needs of students with disabilities. What do you know 

about the sexual health of students with disabilities? Do you have any stories 
about students that need this curriculum? 
 

3. Can you describe the process of creating this curriculum? Take me through the 
timeline 

a. How did you determine the format of the curriculum? 
b. How did you determine the key concepts that needed to be addressed in 

this curriculum? 
c. What were the challenges of doing this work? 
d. What helped you get ideas and keep going? 
e. How did you determine your next steps throughout the process? 
f. Who were the key players during this process? 

 
4. Can you tell me a story of a decision you had to make for the curriculum and how 

it played out? 
 

5. Can you tell me about a time that you had to pivot this curriculum based off of 
feedback you received?  

a. Why was their voice so important? 
b. What changes did you make?  

 
6. Let’s pull out your curriculum and review it together. What are your favorite 

parts? How does this curriculum meet the needs? 
a. What are the key concepts and skills that this curriculum addresses? 
b. What are the parts?   
c. What came first?  How did you determine what came first?  
d. Tell me how you determined the layout and structure of this curriculum 
e. Are there opportunities for reflection and assessing throughout your 

curriculum? 
f. How did you know that it was complete? 
g. What are the strengths and weaknesses? 

 
7. How do others feel about this curriculum?   

a. Have you discussed this curriculum with anyone? 
b.  How did you make decisions about what to include or what to exclude? 
c. Do you think it will be accepted?  Why or why not?  
d. How did you consider intersectionality? 
e. How did you consider different disabilities? 

 
8. Have you used this curriculum? Tell me a story about how you used it. 
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9. Can you tell me how your curriculum is different than those already out there? 
 
 

10. Reflecting on the development of your curriculum, what were some of the biggest 
take aways from this process? 

a. Any significant challenges? If yes, what were they?  If not, why don’t you 
think you hit any major roadblocks? 

b. Any significant facilitators that supported your development process? 
c. Is there anything you would change in your decision making during this 

process? 
 

11. How do you imagine this curriculum being used? Tell me a story of what this 
curriculum would look like in practice. 

a. What type of professional could utilize your curriculum? 
i. Special educator? Why or why not 

ii. Parents? Why or why not 
iii. Support Staff? Why or why not 

 
12. If you were talking with an educator that wanted to develop a sexual health 

curriculum for their students, what would be your advice to them? 
 


