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ABSTRACT 

Health literacy is an important public health issue, especially for persons with disabilities 

who may have difficulties obtaining - and ultimately understanding - information about their 

personal health (Health Resources and Services Administration, 2017). Being literate, 

specifically in the areas of health information and services, empowers all individuals; allowing 

them to be knowledgeable not only in the health resources that are available to them but also to 

the possibility of taking ownership of their own personal health. This research extends previous 

case study research that explored the personal attitudes and experiences with health and health 

literacy of persons with disabilities and their program coordinators. This case study also expands 

research, which had been based solely upon interviews and surveys, to include adult participant 

observations of writing group sessions and the analysis of works written by persons with 

disabilities in writing group sessions over the course of eight (8) weeks. 

The writing group sessions took place in a classroom located in a community setting – a 

makerspace. A makerspace is a creative space where people can gather to create, invent, and 

learn, which allowed participants to directly engage with the Arts while at the same time, 

providing the opportunity for and possibly promoting, true community integration 

(Makerspaces.com, 2017). This study examines how five (5) persons with disabilities, between 

18 – 30 years of age, perceive and write about health in writing group sessions. Additionally, 

reflective interviews were used to triangulate observations and writing analysis. Findings from 

this case study contribute to the expansion of greater health understanding and empowerment of 

persons with disabilities.  Additionally, the findings inform the field of the importance of arts 

integration and social interactions on how information is relayed, and ultimately processed, by 

persons with disabilities. 
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In order to examine the various ways that persons with disabilities perceive and write 

about heath, this study is framed by the following research questions: 

1. In what ways do persons with disabilities participate in writing group, including using 

modes of expression? 

2. In what ways do persons with disabilities speak to their disabilities and their health 

perceptions and needs in a writing group setting? 

3. What role, if any, does composing in a writing group play in empowering persons 

with disabilities? 

Throughout this project, I set out to explore the connections between the Arts and health 

literacy and how they each spoke to and ultimately empowered, persons with disabilities.  In this 

research, I considered the data in relation to these questions and how the responses to the 

questions aid in gaining a better understanding of how these areas impact each other at their 

point of intersection. 

Keywords: disability, health, healthy literacy, writing groups, art, empowerment, multimodality, 

social, expression, the Arts, advocacy 
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CHAPTER I INTRODUCTION TO STUDY 

…the learner must break with the taken-for-granted, what some call the “natural attitude,” and 

look through the lenses of various ways of knowing, seeing, and feeling…” 

~ Maxine Greene, Variations on a Blue Guitar (2001) 

During the Spring and Fall 2013 academic semesters, I completed a research project that 

examined two young adult students with disabilities who attended a day habilitation program.  

The research focused on the student’s personal experiences with and their feelings regarding 

health and health literacy. I also included the day habilitation program facilitators in this health 

literacy research, as doing so expanded the information acquired from the interviews and the 

surveys of the students. The two differing vantage points provided me with a more well-rounded 

view of health literacy and understanding as both groups came at health literacy from entirely 

different perspectives. Additionally, hearing directly from the persons with disabilities, gave new 

insight into how persons with disabilities find and process health-related information as well as 

what information that they believe to be important; which were often very different things than 

what their families, friends, and service providers believed they would be interested in. 

At the same time as I was working on the health literacy research project, I began my 

own personal independent project - a weekly writing group for persons with disabilities. My 

rationale for the writing group’s creation was that the writing group was necessary; everyone, 

including persons with disabilities, has a story to tell. Yet, for so long, the stories of persons 

with disabilities have been told by their non-disabled (dare I say, “typical”) counterparts. I had 

long struggled with the thought of the oppression of voices, particularly for persons with 

1 



  

 

                 

  

                

                

                 

                

                 

              

                    

         

 

        

disabilities, and the writing group seemed like a good place for me to start addressing this silent 

injustice. 

I had also started working with a professional theater company in an urban area of New 

York State that welcomed and embraced artists of all levels of ability in their company, including 

persons with disabilities – and I’d hoped that through our writing group sessions, that a play (or 

plays) would be identified as a potential performance down the road. I wasn’t disappointed. In 

the Fall of 2014, the theater put on a successful performance called The Process. The play 

included both disabled and non-disabled actors. Incidentally, the play that was performed was 

about a writing group and many of the stories that we had put our hearts into, week after week in 

our actual writing group, were infused into our production. 

Figure 1. The Process Playbill/Poster. (Jaclyn Levesque. 2013) 

2 



  

 

                

                 

                

                

                  

                 

              

                   

                    

              

               

                  

                  

                     

                 

                  

               

                  

                  

                     

          

               

                    

As the writing group progressed, I began to think about how a specific issue, such as 

health literacy - an area of severe and potentially dangerous deficiency for persons of all levels of 

ability – could be addressed through a writing group and what results might come from joining 

the fields of art and health to promote health understanding and well-being. I started thinking 

about this merger because I witnessed the power of joining the two areas in our writing group. 

When we first began the writing group in 2013, a young woman in her late 20s, named 

Buffy, who had Down Syndrome and mild intellectual disabilities, excitedly attended. She had 

started writing a play that she informed me was being written for her mother. I inquired as to 

why and her response to me was that her mom “wasn’t coming back” and that she was “dead.” I 

relayed my condolences, she responded with an “okay,” and then returned to her writing. 

Interestingly, when we returned on week three of the writing group, Buffy had written an 

elaborate scene in her play about a nameless woman who was sick. After reading the scene out 

loud in the writing group for feedback, I asked Buffy what illness this woman had. “Why was 

she sick?” I asked. Her response was “She has cancer. I don’t know what it is but she needs 

hospice. Then she is gonna die.” This opened an elaborate discussion within the group about 

cancer and what it was (and wasn’t). We also discussed that not all cancers were terminal; some 

people pass away from cancer and others do not. Other writing group members made 

connections to their own experiences – with cancer and illness – and shared them with the group. 

After about 15 minutes or so of discussion, though, Buffy looked to me and said, “Can we get 

back to MY play now?” And so we did. But something else happened that week that no one had 

anticipated; Buffy began thinking differently about illness, particularly cancer. 

When we returned to the writing group the following week, not only was Buffy’s play 

now 87 pages long (as an aside, it was 87 pages because it was interspersed with a new play as 

3 



  

 

                 

                   

                   

                  

               

                    

       

                

                

                    

                

                 

                   

                

  

                 

                 

                   

                     

                      

        

well her versions of teleplays for new episodes of Buffy the Vampire Slayer and Glee), but the 

entire tone of the play had changed and her lead character now had a name, Hope. Hope, who 

had been terminal the week before in the play had been given a second chance at life thanks to 

chemotherapy and a new character – a really smart and very nice doctor who took the time to 

speak with his patients and their families with compassion and kindness. Another new character 

was also introduced – Jenny, the mean girl – and she would die tragically at the end of the play, 

after getting hit by a bus. Balance. 

Week four was also the week of an enormous breakthrough for Buffy. She asked the 

group, once again, about cancer and what it was exactly, after reading her newly written play 

scenes to the group. She then told the group the story of her mother and how her mother’s 

doctor, who wasn’t the “nicest of guys,” had lacked bedside manner and had relayed what was 

happening to her mother in terms that Buffy could not understand. Her family had tried to help 

her but the scenario of sickness to death was swift and they, too, were grieving. That night in 

writing group, Buffy cried but all of her writing group friends supported her and showered her 

with love. 

Writing group ended on week six with Buffy having a solid draft of her play that was 

now only about 20 pages in length. Her character Hope bravely survived her cancer battle and 

found love with Jenny’s ex-boyfriend but Jenny still died. I asked her why she decided to go this 

route for her play and her response was, “Because Jenny was a mean girl. She had to die. And it 

is my play. I can write what I want.” That she did. Buffy also interestingly ended the play with 

the following amazingly heartfelt line spoken by Hope: 

If my cancer journey has taught me anything it is that we never know how long we have 

on this earth.  None of us. So I will do good and I will live good and be happy. I will keep 

4 



  

 

 

                 

                  

                       

                         

                       

               

                 

                  

               

                

               

       

            

                

              

                

                 

                 

              

 

 

close those that love me and not worry a moment about those who do not. Life goes on 

and I plan on living it.  Life goes on. 

Of course, we all applauded this beautiful ending to a bittersweet writing group and I inquired as 

to how and why she ultimately decided on ending the play in this way, to which she responded, 

“I get it now. My mom got breast cancer and it made her very sick. The doctors did the best that 

they could but she didn’t make it. Now, life has to go on. I have to live a life that she would be 

proud of. I know my mom is looking down on me now. I love her so much.” Life goes on. 

Interestingly, all of the participants in the writing group wrote about some aspect of 

health without prompting of any sort beyond, “bring a piece of work that you have been working 

on or an idea of something to write about to writing group!” The topics that this group produced 

ranged from Buffy’s cancer theme, to John’s poem on medication and behaviors, and to Julia’s 

story on relationships and sex. These are all topics that have been suppressed or worse, 

exploited, when it comes to persons with disabilities. Writing group experiences such as Buffy’s 

were the catalyst for my dissertation research. 

Writing about health by individuals, particularly persons with disabilities, who have had 

their own unique experiences with the health care system, seems to me to be far more 

informative and research-rich than would pen and paper surveys or even would basic discussion 

questions about what someone else – in this case the researcher – would perceive as being 

important. The health topics of interest to persons with disabilities, as well as their own personal 

experiences would be far more impactful to the world of health literacy; an area that by its 

definition alone, complicates even the most basic understanding of the topic immensely. 

5 



  

 

 

 

 

   

    

  

 

   

         

 

 

 

    

 

 

   

 

  

  

Overview of the Problem 

Health literacy is an important public health issue, especially for persons with disabilities 

who may have difficulties obtaining and understanding information about their health (Health 

Resources and Services Administration, 2017). Being literate, specifically in the area of health 

information and services, empowers individuals - affording them the opportunity to be 

knowledgeable not only of the health resources available to them but also of their personal 

health. 

Recent studies among adults have noted an association between lower health literacy and 

poor understanding of preventive care information with poor access to preventive care services 

(Office of Disease Prevention and Health Promotion (DPHP), 2018, 2013; Zonderman, Ejiogu, 

Norbeck, & Evans, 2014; Sanders, Shaw, Guez, Baur, & Rudd, 2009). For persons with 

disabilities, issues of lack of health understanding and medical system navigation may also 

extend to specialized healthcare services (e.g. mental health, rehabilitation) which may make 

accessing the health care system even more complex; thus, resulting in persons with disabilities 

having a disproportionately high amount of annual emergency room visits (Beaulieu, Joynt, 

Wild, & Jha, 2017; National Institute of Health (NIH), 2013; Rasch, Gulley, & Chan, 2013) 

rather than ongoing health care preventative and maintenance regiments.  In addition, for young 

adults with disabilities, inadequate health literacy may also stand as barrier between 

independence and productivity as it may result in greater dependence on others (e.g. caregivers, 

friends, parents, siblings) in order to meet their individualized health care needs. 

According to the Agency for Health Care Research and Quality (2017), the U.S. 

Department of Education, Institute of Education Sciences (2013), and the American Medical 

Association’s Ad Hoc Committee on Health Literacy (1999), more than 21% of adult Americans 
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are functionally illiterate, meaning they read at 5th grade level or lower and have significant 

comprehension issues. An additional 25% of adult Americans are marginally literate, meaning 

they can read, but not with real skill. This translates to well over 90 million patients with low 

health literacy and approximately $106 billion to $238 billion annually is spent annually in extra 

healthcare costs due to unnecessary doctor visits, hospitalizations and longer hospital stays. This 

problem particularly applies to persons with disabilities who are subject to institutionalized or 

dated thinking about emergency rooms visits vs. preventative care. Obviously low health 

literacy is a significant (and costly!) issue in the United States. 

Figure 2. Healthcare types for people with intellectual and developmental disabilities; pre-

integration of care (Ervin, Hennen, Merrick, & Morad 2014). 

Persons with Intellectual or Developmental Disabilities (I/DD) are more likely to receive 

emergency care for doctor’s visits rather than ongoing, preventative care. This happens for a 

number of reasons: 
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 The inability to maintain preventative care appointments/scheduling. So while a person 

may leave the doctor with an appointment, they may forget or not understand how to 

make follow-up appointments for preventative care; 

 The need to rely on others to help maintain appointments/scheduling; 

 Issues with limited staffing and transportation; 

 The lack of understanding in preventative care situations; 

 Lack of understanding of medication and treatment regimens; and 

 Increased necessity for multiple types of health care services, that may be necessary to 

address multiple comorbidities that exist due to disability. (Ervin, et al., 2014; Marks, 

Sisirak, & Heller, 2010; Ruben & Crocker, 2006) 

In keeping with the above, young adults with disabilities may fail to follow recommendations 

given by healthcare providers because they do not understand the medical information being 

provided to them or because there are too many types of doctors/treatments to appropriately 

handle on their own due to multiple comorbidities (Ervin et al., 2014). People with I/DD more 

fully participate in their communities when they are not constrained by poor health and can 

access the necessary resources to change conditions affecting their health status in an integrated 

way (Ervin et al., 2014). Healthcare providers and health literacy educators need to approach 

health literacy and understanding from a myriad of directions to meet the needs of various levels 

of literacy and differences in literacy acquisition. One such area of approach to meeting these 

varied levels of literacy integration and difference is through the Arts. 

Purpose and Research Questions 

In consideration of the above problem overview, this study examines the perceptions of 

persons with disabilities who attended a weekly writing group so as to improve, not only their 

8 



  

 

   

    

  

  

  

     

   

 

 

 

    

  

 

  

    

  

 

basic literacy skills (e.g. reading and writing) but to also improve upon their knowledge of 

various health-related topics that they consider to be important in their lives. Critical 

examination of these perceptions of health by adults with disabilities provides insight into ways 

of learning that are not necessarily present in the linear health system that we all currently must 

navigate.  Also, this research afforded participants the opportunity to have their own voices heard 

regarding a subject area – health - that is often widely ignored or worse, considered as being 

taboo, due to a person simply being classified as being “disabled.” 

Figure 3. Integration of care, (Ervin et al., 2014) 

This study provides a platform for those with disabilities whose voices have, for far too 

long, have been silenced, particularly in the health care realm where medical decisions are often 

made on their behalf by family members and/or medical professionals.  While these medical 

decisions are not made, in the majority of cases, with any ill intent, the fact of the matter is that 

for many persons with disabilities, their personal medical wants and needs may still be primarily 

ignored. What is needed is to change our perceptions of the legitimacy of these wants and needs 

and to integrate them into a context of equal human rights (Asch, 2017; Straimer, 2010). 

Additionally, this study allows us to examine the interconnectedness of health literacy 

and the Arts. The Arts are an underexplored resource for improving the communication of a 
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person’s wants and needs and ultimately, in their processing and understanding of information.  

Closer examination of the intersection of the Arts and health literacy helps to expand our 

thinking about how we can align specific health content/context with the extensive range of 

human abilities, comprehension, and skills. This intersection is particularly important for persons 

with disabilities as they may have greater health care needs and thus, a more significant need to 

be health literate. 

The Arts communicate with those who interact with them; for creator and experiencer 

alike. For example, when someone creates a piece of art (e.g. dance, painting, writing), we gain a 

different perspective into the artists’ world; spurring emotional and intellectual responses that are 

often restricted when they are shared solely by word of mouth.  When the artistic creations are 

made, though, not only do we hear what the artist is trying to relay through their work but we are 

further challenged to actually LISTEN to what is being told. Merging the Arts with health 

literacy, then, provides a multifaceted approach to comprehension, and expression. Art creators 

and participants – in this case persons with disabilities – delve even further into health literacy, 

which is an area that tends to be limited in scope and has its share of communication barriers. 

A case study was conducted in order to describe the perceptions of five (5) writing group 

participants who have self-identified as being persons with disabilities and who attend a weekly 

writing group at a makerspace in an urban location.  The research question guiding this study 

are: 

1. In what ways do persons with disabilities participate in writing group, including using 

modes of expression? 

2. In what ways do persons with disabilities speak to their disabilities and their health 

perceptions and needs in a writing group setting? 

10 



  

 

 

 

    

           

            

               

 

 

 

 

                 

                

                   

      

 

 

 

 

            

               

               

             

3. What role, if any, does composing in a writing group play in empowering persons 

with disabilities? 

The data examined here is from a case study that took place over the course of eight (8) 

weeks during the Summer/Fall of 2017.  This case study expands the research, based solely upon 

reflective interviews and surveys, to include participant observations of writing group sessions 

and the analysis of works written by persons with disabilities in writing group sessions. This 

case study involved planning for and facilitating the writing group each week, observing and 

interacting with the writing group participants, analyzing the surveys and interviews, and 

examining and analyzing the writing products that come as a result of each weekly meeting, from 

the participants. 

Need for Study 

For a number of years, there has been great concern over the health care needs of 

persons with disabilities and how these needs can be met under the generic health systems that 

are currently in place. However, the idea of a person having a disability and being healthy is a 

relatively new one (Wasserman, Asch, Blustein, & Putnam, 2016; Krahn, 2003). Disability has 

long been associated with illness and dependency.  The tide changed in the 1990s when persons 

with disabilities reviewed their stake in health policy issues (Dejong, Palsbo, Beatty, Jones, 

Kroll, & Neri, 2002; DeJong, 1994) and began taking a more active role in health policy 

advocacy. 

Interestingly, although more than twenty years have passed since persons with disabilities 

became more active in the healthcare realm, there are still few studies that specifically target 

health literacy and persons with disabilities. In those that do, researchers suggest that striking 

disparities remain between the health of persons with disabilities and those without them 

11 



  

 

              

               

            

                  

               

               

                

           

           

               

                 

  

              

             

             

              

              

                

                  

                  

             

              

           

(Swarna & Pike, 2016; Walsh, Kerr & van Schrokenstein Lantman-De Valk., 2003) and that 

further research is necessary to explore these disparities and the reasoning behind their existence. 

The disparities and reasoning may be due to a number of factors. 

One such factor is that levels of health literacy can be hidden or may be invisible, making 

researching this topic quite difficult. Health literacy is often not recognized by policymakers and 

health care providers because people with low literacy skills or those who may be confused 

about health care may be ashamed to speak up about problems that they encounter with the 

increasingly complex healthcare systems (Cornett, 2009; Committee on Health Literacy Board 

on Neuroscience and Behavioral Health (CHLBNB), 2004; Baker, Parker, Williams, Pitkin, 

Parikh, Coates & Imara, 1996; Parikh, Parker, Nurss, Baker, & Williams, 1996), thus failing to 

ask questions and/or taking everything they learn at face value and making it appear to be an 

“invisible issue.” 

Health literacy is also not a linear concept; there are varying levels of health 

understanding. The National Assessment of Adult Literacy (NAAL), funded by the National 

Center for Education Statistics (NCES) and conducted in 2003, measured the general literacy 

skills of Americans. Included within this measurement were elements of health literacy, which 

were broken down into four skill levels: proficient, immediate, basic, and below basic (Weiss, 

2009; p.8). While these levels of proficiency are a starting point toward a better understanding 

of health literacy, it is also important to note that in the disability area, more than these four 

levels need to be considered. No two persons with disabilities are alike and their needs vary in 

diagnoses, symptoms, and magnitude. While some generalization may take place in terms of 

overall services available, health literacy must be ascertained on an individual and ongoing basis 

so as to meet the specialized needs of these individuals. 
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Another factor that may result in health disparities for persons with disabilities is the 

impact of culture and socioeconomic status on how health is viewed.  Cultural beliefs on health, 

illness, and disabilities contribute to an individual’s level of health understanding and health 

literacy is a shared function of social and individual factors (Lie, Carter-Pokras, Braun, & 

Coleman, 2012; CHLNBH, 2004, p.5).  Although positioned in the medical realm, health literacy 

is truly a social issue.  We learn about health through our relationships with friends, coworkers, 

family members, to name but a few and also through elements that exist in our world such as 

television shows, social networking, commercials, advertisements, and books.  In essence, 

“culture gives significance to health information and messages, and can shape perceptions and 

definitions of health and illness, preferences, language and cultural barriers, care process 

barriers, and stereotypes” (Lie et al, 2012; CHLNBH, 2004, p.12).  This significance can be, and 

is, both negative and positive and the availability of health resources as well as the cultural 

impressions of health and the medical field, directly impact how persons from specific 

communities respond to and ultimately navigate the health arena. 

Language is an additional area that may result in health literacy disparities for persons 

with disabilities.  Just as persons who have recently moved to the United States from a foreign 

country may be unfamiliar with the native language of the neighborhood in which they now live 

would have difficulty understanding what their new neighbors are saying and in relaying 

information, persons with disabilities may also have this type of difficulty.  Varying levels of 

comprehension as well as variance in the abilities of the articulation of needs is extremely 

problematic.  Although organizations such as the Plain Language Action and Information 

Network (PLAIN) (2018) and the Centers for Disease Control and Prevention (CDC) (2013) 
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have made great inroads in creating materials that are written in “plain language,” there are still 

issues of generalizability of understanding and comprehension for persons with disabilities. 

Improving health literacy for persons with disabilities has continued to slowly make progress 

over the years and there are several issues related to disability and health that have recently emerged.  

These issues include the need for health-specific courses for persons with disabilities, the assessment 

of drug and alcohol abuse and their treatment among people with disabilities, the importance of 

health numeracy understanding, and the exploration of persons with disabilities issues of sexuality. 

Future research should examine these issues and also provide suggestions for improving 

communication and dissemination of information on these topics in plain language that can be easily 

understood by all. 

Extending health literacy beyond the doctor’s office and into the arts education realm is a 

logical progression. In his article, “Art-Making Behavior: Why and How Arts Education Is 

Central to Learning,” Wilson (1998) describes a relatively newly-coined term, “art making,” as a 

“behavior that is peculiar to the human species … art-making behavior is the joining together of 

objects, sounds, movements, utterances, and so forth that are not organically related in nature but 

that create a whole and meaningful composition in the consciousness of the maker” (p. 26). Art 

behavior matters for the creators of the art as well as for the art consumers and the meaning 

making in both processes is highly individualistic in nature, although there may be (and quite 

often are) shared experiential elements.  

Wilson (1998) notes that art making is an imperative act for human beings because art 

making directly impacts human behavior, comprehension, and learning.  Although art making 

has often been dismissed by academic and scientific communities, Wilson (1998) asserts that art 

making is imperative for the human experience as it “reveals at least as much about humans as a 

culture-building, cognition-driven species as any other of our many social behaviors” (1998, 
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p.27). This experience is of particular importance for those who may have difficulty with many 

social behaviors that are considered to be culturally normative, specifically, persons with 

disabilities who learn and navigate the world differently than their non-disabled peers. 

Mace & Ward (2010) expand upon Wilson’s definition, focusing on understanding and 

describing what artists actually do during the creation of an artwork. While they primarily examined 

visual art, their model is dynamic and can be applicable to any art form.  Mace & Ward (2010) note 

that the “process of creativity in art making certainly involves problem-exploration behaviors, but 

those behaviors are directed by a constantly evolving personal aesthetic that is much more than 

just problem solving” (p.191).  This personal aesthetic evolution over a period of time, in the 

case of this research during weekly writing group sessions, not only improves artistic 

development of participants, but over time, helps each to develop their own set of problem-

solving skills that will ultimately benefit how they process and understand health information. 

Art education has a positive impact on a gamut of skills including character, cognitive, 

life, and technical skills and this impact is now being used to increase public awareness and 

inform public policy on the importance of the Arts on the human experience.  In 2009, 

Researchers from The John Hopkins University School of Education spearheaded collaborative 

projects, such as conferences and national summits, so as to “bring new knowledge to inform 

educational practices and policies” (Hardiman, M., Magsaman, S., McKhann, G., & Eilber, J. 

2009) on art and art education.  In conjunction with the University’s Brain Science Institute, a 

Neuro-Education Initiative was created so as to explore the connections between brain science, 

immunology, and education – all areas that “cross over each other, transferring skills and 

knowledge” (Hardiman et al., 2009), operating like the finest of circuitry and when combined, 

result in the improvement of student learning. 
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Esteemed educators, such as John Dewey and Maxine Greene were also proponents of 

pairing creative thinking with analytical thinking.  Each, respectively, have argued the benefits of 

utilizing the Arts to achieve this goal.  Greene (1995) notes that: 

Encounters with the arts and activities in the domains of art can nurture the growth of 

persons who will reach out to one another as they seek clearings in their experience and 

try to be more ardently in the world. If the significance of the arts for growth and 

inventiveness and problem solving is recognized at last, a desperate stasis may be 

overcome and hopes may be raised, the hopes of real possibility.…Art offers life; it offers 

the prospect of discovery; it offers light. Resisting, we may make the teaching of the 

aesthetic experience our pedagogic creed (p. 132). 

Pairing the Arts and artistic endeavors with health literacy extends and enriches thinking and 

understanding of things that may be, at a conceptual level, difficult to comprehend. 

John Dewey viewed human beings as creative forces who interact analytically and 

purposefully in their environments. In his 1934 book, Art as Experience, he expands upon this 

view. Dewey (1934) notes that “Art is thus prefigured in the very processes of living. A bird 

builds its nest and a beaver its dam when internal organic pressures coordinate with external 

materials so that the former are fulfilled and the latter are transformed in a satisfying 

culmination.” Here, Dewey suggests that the creation of art is an extension of the human process 

of living; it is truly an “internal organic pressure” that is programmed within us. Much like 

animals, through our analytical external actions and processes as humans (e.g. building homes, 

going to work), our internal purpose, art, flourishes and grows. This happens through our 

experiences and social interactions. Therefore, we continue to build upon our external 

environments so as to adequately and creatively express ourselves. 
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Early studies on writing education also note the need for further examination of the 

impact of writing workshops on special populations. A special population is generally described 

as disadvantaged/underserved groups (National Association of Community Health Centers 

(NACHC), 2018; U.S. Food and Drug Administration (FDA), 2010), and includes but is not 

limited to, ethnic minorities, people who are homeless, and persons with disabilities. Writing 

workshops, particularly when used with those from special populations can have a direct impact 

on identity formation as participants’ identities “play significant roles in what, how, and why 

they write…” (Kinloch & Burkhard, 2015). Exploring identity and its connection to writing 

groups, particularly how both areas impact and inform health literacy and comprehension will 

serve to further our understanding of all three areas, as well as allow us to better assist those in 

special populations in meeting their individual life goals and needs. 

Writing groups, when paired with multimodal composing, or the composing that is 

represented with images, movement, sound, and space (Kress, 2009), is a revolutionary way of 

transforming the world and shaping the meaning-making of text (Miller & McVee, 2014) for 

those who participate in them. Multimodality looks beyond language and examines multiple 

modes of communication and meaning making (Miller & McVee, 2014). The multiple modes of 

communication and meaning making lead ultimately to more comprehensive and enriched 

learning opportunities that, when combined, encourage discourse, deeper understanding, and 

learning. 

Significance and Implications 

Throughout this research project, I set out to explore the connections between the Arts 

and health literacy and how they each spoke to and ultimately empowered, persons with 

disabilities.  I considered the data in relation to these questions and how the responses to the 
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questions aid in better understanding of how these areas impact each other at their point of 

intersection. 

Goals of this research was to observe five (5) writing group participants who have 

disabilities, discuss topics that they deemed as important, specifically health literacy topics, 

provide them with opportunities to take their writing to new, multimodal ways of presentation, 

and to contribute to the existing research on the intersection of health literacy, the Arts, and 

persons with disabilities.  The knowledge gleaned from this research has implications not only 

for educators and writing group instructors but can also help to inform medical providers (e.g. 

doctors, nurses, social workers), who are looking to increase the health literacy of their patients 

so as to improve their overall physical and mental health. 

Also, this information can assist medical providers in extending the federal mandate of 

the Plain Writing Act of 2010, by including the use of plain writing and alternative presentation 

formats of information in medical documents that are available to their patients. Signed into law 

on October 13, 2010 by President Obama, the Plain Writing Act of 2010 requires that federal 

executive agencies, use plain language in documents, train employees in “plain writing,” oversee 

compliance of the Act, maintain a web presence on this Act, provide a platform for public input 

and agency on the Act, and its implementation and respond to this public input (Braley, 2010). 

This is Act exceptionally helpful in the health field.  Clear communication and plain writing are 

essential to the conveyance of health-related information as improved clarity in writing and 

communication lead to better comprehension and retention of information and less confusion.  

Thus, leading to overall better physical and mental health. 
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CHAPTER II REVIEW OF LITERATURE 

“I like coming to writing group…in this space, I feel like an equal.  Like I am somebody.” 

~ Ruby Waterford 

The purpose of this literature review is to provide a basic definition of health literacy as 

well as to explore the origins of health literacy.  In doing so, a conversation can begin that builds 

upon the current research on how health literacy may impact the lives of persons with 

disabilities.  This literature review will also examine the use of aesthetic arts education to 

promote literacy as well as explore recent trends in research that connect improved literacy due 

to the Arts and persons with disabilities and identifies current gaps in the research in each 

respective area. 

Health Literacy 

Definitions. Literacy is as the ability to read and write. The National Council on 

Teachers of English (NCTE) (2013) takes this definition a step further and notes that literacy has 

“always been a collection of cultural and communicative practices shared among members of 

particular groups.” Health literacy, then, would be a variant area of this collection of practices. 

For instance, the National Network of Libraries of Medicine (2012) states that health literacy 

“includes the ability to understand instructions on prescription drug bottles, appointment slips, 

medical education brochures, doctor's directions and consent forms, and the ability to negotiate 

complex health care systems.”  Understanding and negotiation become an integral part toward 

extending the definition of literacy. 

Health literacy is also the degree to which an individual has the capacity to obtain, 

communicate, process, and understand basic health information and services to make appropriate 
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health decisions (Patient Protection and Affordable Care Act, 2010; U.S. Department of Health 

and Human Services, 2013, 2000). For persons with disabilities, there may be barriers to one or 

more of the factors outlined in this definition which makes actively participating in one’s own 

health decisions as well as acquiring appropriate health information, markedly difficult. Health 

illiteracy can result in shame and embarrassment for anyone who experiences one or more of its 

potential barriers. 

Health literacy is a “constellation of skills” that includes basic reading skills as well as 

the numerical skills (i.e. numeracy) necessary to maneuver the health care environment (Parker, 

Williams, Weiss, Baker, Davis, Doak, Doak, Hein, Meade, Nurss, Schwartzberg, & Somers, 

1999). Often individuals focus on one set of these skills, specifically the reading skills, when 

thinking about and/or teaching others about health literacy. However, numeracy skills are 

equally as important. Knowing how many pills to take and how often to take them, 

understanding the difference between a teaspoon and a tablespoon, counting calories, and 

reading blood pressure results are all examples of numeracy. Reading skills and numeracy do 

not account for all of the issues that people with low levels of literacy may have difficulty with in 

terms of health literacy, either. Issues such as lingering erroneous misconceptions (e.g. the idea 

that a person does not need to visit an OB/GYN before they get pregnant), English as a second 

language, shame, and cultural beliefs all may impact how people perceive and ultimately 

understand health information (Greenberg, 2001; Singleton, 2002; Shaw, Huebner, Armin, 

Orzech, & Vivian, 2009). 

The Americans with Disabilities Act (ADA) (2013) defines a person with a disability as a 

“person who has a physical or mental impairment that substantially limits one or more major life 

activities, a person who has a history or record of such an impairment, or a person who is 
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perceived by others as having such an impairment.”. This research study utilizes ADA’s 

definition as it supports the notion that specific types of disabilities do not have to be targeted to 

effectively investigate issues of health literacy and because the definition states that social 

perceptions directly impact persons with disabilities and therefore must be addressed beyond the 

medical aspect of health literacy so as to make positive systemic change. Societal attitudes and 

barriers very much impact persons with disabilities’ ability to live rich and healthy lives. 

Where did healthy literacy come from? The relationship between poor basic literacy 

skills and health status is now well recognized and is becoming better understood (Nutbeam, 

2008) but this was not always the case.  Ambiguity toward health understanding has been the 

norm for the general population for quite some time and this ambiguity was even worse for 

persons with disabilities.  Over the course of time, the idea that a person with disabilities would 

have any sort of need for health understanding wasn’t even on the radar. Medical choices were 

made for persons with disabilities who lived in the community by their families, support staff (if 

living in group homes), and by medical professionals.  

The same applied, but to a greater degree, for persons with disabilities who were placed 

in institutional settings.  Institutionalized people were seldom, if ever, given medical choices and 

rights once they were institutionalized; and medical choices and rights were also often stripped 

from their families involuntarily. Procedures such as forced sterilization of persons with 

disabilities for “their own good,” lobotomies, teeth extraction, and worst of all, death for being 

“defective,” were all realities for persons with disabilities throughout the course of history. 

Institutionalization of persons with disabilities arose during the post-enlightenment and post-

industrial eras when we looked to medicine (i.e. the medical model) for rationale and reasoning 

for and of disabilities.  This model’s impact continued well into the 1970s. 
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As a matter of fact, it was not until 1979 that the United States had a formalized means to 

assess and the rationale for health understanding; Healthy People: The Surgeon General’s Report 

on Health Promotion and Disease Prevention. The U.S. Department of Health, Education, and 

Welfare (1979) report stresses throughout that the key to being healthy – whether physically, 

mentally, or emotionally – is based upon “understanding of the concepts of health and the causes 

of disease; and foster(ing) knowledge about the ways in which one's health is affected by 

personal decisions.” A poignant fact that continues to be equally as important today as it was in 

1979. 

Throughout this report, though, most disabilities were showcased as being preventative; 

unavoidable consequences for poor life choices, such as alcohol and drug use, dangerous 

employment (e.g. asbestos workers), and smoking.  Little is said about disabilities that people 

may have actually be born with or are genetic and of those disabilities that were included (e.g. 

learning disabilities, mental illness), the report implies that many can simply be “overcome” with 

help and that the people with these disabilities that do not get assistance may wind up with 

additional emotional and behavioral issues.  

While we now know that intervention can absolutely help to improve the quality of life 

for persons with disabilities and that those who do not receive adequate assistance may, in fact, 

develop additional or severe impairments, the report makes sweeping generalizations about 

persons with disabilities, places much of the blame for disabilities on the impaired, and fails to 

connect the need for health understanding to this particular group of people.  

The 1979 Surgeon General’s Report was provided with a companion piece in 1980, 

Promoting Health/Preventing Disease: Objectives for the Nation. The report, created by the US 

Department of Health and Human Services, Public Health Service established 226 specific, 
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measurable health objectives as well as put into play a plan of action for attaining these goals. 

These objectives would later be referred to as “the 1990 health objectives,” and would be the 

benchmark for the creation of Healthy People 2010. This report called for “improvements in 

health status, risk reduction, public and professional awareness, health services and protective 

measures, and surveillance and evaluation” (CDC, 2001). While both reports were quite 

progressive, their results regarding the importance of health understanding were slow to trickle 

down to health care providers and most of the goals of the reports were never met.  The flow of 

information and goal meeting would not significantly improve until the creation of Healthy 

People 2010 and 2020, respectively. 

Healthy People 2010 and 2020. Healthy People 2010 was created by the U.S. 

Department of Health and Human Services (2000), so as to provide a framework for health 

prevention, based upon a set of “national health objectives designed to identify the most 

significant preventable threats to health and to establish national goals to reduce these threats.” 

The intention of Healthy People 2010 was, through the use of these objectives, to eliminate 

health disparities and also to improve/increase the overall quality and length of human lives.  

Healthy People 2010 built upon the 1979 Surgeon Generals’ report as well as its 1980 

companion piece and was successfully initiated and implemented across the United States.  

Healthy People 2010 also included persons with disabilities in all of the health indicators and as 

a focus area – the first of its kind - and listed improving health literacy and access to health as 

being its major outcomes. 

Healthy People 2010 was so successful that we are now on its second inculcation, 

Healthy People 2020. Healthy People 2020 continues the work begun by its 2010 counterpart 

and also expands upon its initial goals to include “health communication strategies and health 
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information technology (IT) to improve population health outcomes and health care quality, and 

to achieve health equity.” This project’s updates also include improving access to health 

services, health understanding, and emergency preparedness.  As was the case with Healthy 

People 2010, Healthy People 2020 is inclusive of all of the population including those with 

disabilities as well as those suffering from mental health issues. 

Aesthetic Art Education 

Aesthetic art education is defined as “an intentional undertaking designed to nurture 

appreciative, reflective, cultural, participatory engagements with the Arts by enabling learners to 

notice what is there to be noticed, and to lend works of art their lives in such a way that they can 

achieve them as variously meaningful” (Dewey, 1934; p.6). For Dewey (1934), the main task of 

aesthetics was to reconnect art with the “everyday events, doings, and sufferings that are 

universally recognized to constitute experience” (p.2) and in doing so, allowing those engaged to 

see things differently through their own personal connections as well as through new 

experiences. 

Greene (2001), notes that aesthetic education or encounters as “an intentional undertaking 

[are] designed to nurture appreciative, reflective, cultural, participatory engagements with the 

Arts by enabling learners to notice what is there to be noticed, and to lend works of art their lives 

in such a way that they can achieve them as variously meaningful” (p.6). 

Aesthetic experiences or encounters, as Greene (2001) calls them - are “situated 

encounters. That means that the perceivers of a given work of art apprehend that work in the 

light of their backgrounds, biographies, and experiences. We have to presume a multiplicity of 

perspectives, a plurality of interpretations. Clearly, this opens aesthetic educators to the 

likelihood of more than one interpretation of a poem, a dance, a play, a musical piece” (p.175). 

24 



  

 

  

  

           

                

                  

              

                   

             

           

            

    

  

 

   

 

 

 

 

 

Multiple interpretations of every aspect of our lives is the human experience; although many of 

us can enjoy, relate, and understand a work of art, we each come at our analysis of said work by 

way of our own individualized experiences. 

For the purpose of this research, it is important to note that when referring to the Arts 

and/or aesthetic experiences or encounters and persons with disabilities and how they relate to 

health literacy, that I am speaking of the inclusive practices involving disability within the Arts. 

This is research is also NOT focusing on art therapy. While there are many benefits of writing 

group that may, undoubtedly be therapeutic, as is evident in the introduction, the research 

proposed in this case study is based upon inclusivity, art, and education, as it is at the point of 

intersection where we find a clearer path towards comprehension and ultimately, empowerment. 

Traditionally, persons with disabilities are offered an education or educational 

opportunities that are virtually non-interactive and are built upon an antiquated pedagogical 

model. Paulo Freire (2000) describes this model as the “banking concept of education” (p.71) 

where students merely store excerpts or pieces of information provided by an educator who 

considers themselves to be a person of authority who is imparting knowledge to the students, and 

who then “turns them [students] into receptacles to be filled” (p. 72). In this model, students are 

not valued; their experiences and personal preferences are ignored, and they are ultimately 

discouraged from connecting what they are learning to their own lives. 

Once students grow accustomed to this banking model, students become further detached 

from learning and begin to see the world as “fixed” (Freire, 2000).  They eventually become 

disillusioned with the education process in its entirety and begin to accept things as they are; 

static, unchangeable, and voiceless. This fixed banking model of education, according to Freire 

(2000) perpetuates established hierarchies of class and power and is oppressive in nature.  For an 
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already significantly marginalized group, this model can be (and has been) catastrophic. 

Thankfully researchers such as Freire (2000) and Greene (2001) reject the banking model 

because it is predetermined and lacked individuality and opportunities for creative expression 

and opt for an aesthetic model or process that encourages creativity, freedom, and self-

expression. 

Greene (2001) defines aesthetics as an area that is “concerned about perception, 

sensation, imagination, and how they relate to knowing, understanding, and feeling about the 

world” (p. 5). Aesthetics should be infused in a person’s education from the beginning and 

should continue throughout the lifecycle. Rosenblatt (1986) notes that aesthetics: 

…should be rooted in the individual aesthetic transaction… (by doing so) The student 

thus can be helped to bring increasing sensitivity and sophistication to the evocation of 

“works of art,” and can learn to bring to bear ever wider contexts for their interpretation 

and study (p.127). 

Aesthetics should be incorporated in the curriculum so as to encourage heightened awareness of 

and appreciation for all that enriches our lives – including the Arts. It is important to note, 

though, that this incorporation should not only be utilized within a school setting.  Rather, 

aesthetics, as well as their multimodal counterparts, can be and are successfully integrated into 

programming that takes place outside school walls, such as writing groups and other community 

classes and is also not limited to school-aged children.  Humans are lifelong learners and 

certainly benefit anytime that their world experiences and preferences are considered and infused 

into their daily activities. 
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Disability in the Arts 

Disability in the Arts refers to art that includes persons with disabilities, whether in 

themes, performances, or the creation of the artworks, rather than works focusing on disability as 

the central theme, which is considered to be disability art (Disabled World, 2016). The 

distinction of the two areas is key because in this research, we will be focusing on a central 

theme of health literacy – not disability. Health literacy is a term that is universal and is used in 

relation to all persons – regardless of level of ability. Anyone can have issues understanding 

aspects of health. While participants in the writing group may have a disability and may also 

have special health needs, having a disability is not a requirement for deficits in comprehension, 

nor is it a prerequisite. 

In 2004, the Dana Arts and Cognition Consortium gathered neuroscientists together to 

explore whether “arts training cause(s) changes in the brain that enhance other important 

aspects of cognition” (Gazzaniga, 2008). Not surprisingly, the group was able to confirm that art 

training did, in fact, positively impact learning; specifically, it improved learning motivation, 

performance, and overall memory and retention. While persons with disabilities may have 

difficulties in cognition, the Arts provide them the opportunity to problem solve and to do some 

complex thinking in engaging ways. Still, Arts programs are the first cut in schools and in 

communities where people with disabilities, along with their non-disabled peers, may access 

them. 

The bottom line is, disability and the Arts go hand-in-hand. They are not isolated, 

disconnected pieces that float aimlessly on their own. Rather, they co-exist beautifully. Art is the 

only expressive medium we have that expresses our human consciousness of the world in which 

we live and this applies also to persons with disabilities. Unfortunately, though, people with 
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disabilities are still not represented and respected well-enough in the Arts. This is an important 

fact as persons with disabilities take pride in their existence and also enjoy sharing the reflections 

of their experiences through art. 

Art Therapy 

Art therapy, developed from the theories of Sigmund Freud and Carl Jung, led to new 

understanding of the personality and provided another perspective about how to approach the 

illness (Pratt, 2004).  Now, art therapies are present in nearly every facet of medical practice -

hospitals, hospice care settings, other health care institutions, and private practice (Pratt, 2004). 

These therapies include dance, music, painting, sculpture, and writing.  Still, there is a continued 

growing interest in the impact of the Arts on well-being and this interest is reflected in a plethora 

of arts-based interventions being used to address medical and mental health issues. While this 

particular study is not one that utilizes art as a therapeutic program, it does benefit by 

examination of the research on art therapy as it demonstrates the effectiveness of different 

approaches and methods on those who participate in the Arts. 

Additionally, reviewing literature on art therapy, however briefly, showcases a 

connection between art and health – which has been a focal point of human interest from the 

“beginning of recorded history. Despite that fact, and despite the invested effort and growth of 

knowledge and understanding in each arena…we often still find ourselves struggling with the 

‘fundamentals’ of art and health and their meaning in society” (Stuckey & Noble, 2010). 

The best way to begin this exploration is by defining what art therapy does and doesn’t 

mean. According to The Australian, New Zealand and Asian Creative Arts Therapies 

Association (ANZACATA) (2012), Arts Therapy or Arts Psychotherapy is defined as a: 
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…form of psychotherapy that uses creative modalities, including visual art-making, 

drama, and dance/movement to improve and inform physical, mental and emotional well-

being. Arts Therapy works by accessing imagination and creativity, which can generate 

new models of living, and contribute towards the development of a more integrated sense 

of self, with increased self- awareness and acceptance… 

The American Art Therapy Association (2017) expands this definition, noting that Art Therapy 

or AT is 

…an integrative mental health and human services profession that enriches the lives of 

individuals, families, and communities through active art-making, creative process, 

applied psychological theory, and human experience within a psychotherapeutic 

relationship…Art Therapy [is] facilitated by a professional art therapist, effectively 

supports personal and relational treatment goals as well as community concerns…and is 

used to improve cognitive and sensory-motor functions, foster self-esteem and self-

awareness, cultivate emotional resilience, promote insight, enhance social skills, reduce 

and resolve conflicts and distress, and advance societal and ecological change. 

The field of Art Therapy is still a mystery to many professionals as there is much debate on what 

is and isn’t considered Art Therapy and who is actually able to facilitate it as a valuable practice.  

From my perspective, which is that of an educator and scholar, what constitutes as therapy is 

better served if it is defined by the individual engaged in the art process. If writing or any 

creative endeavor is a rehabilitative process for someone, then the act is therapeutic; or more 

specifically, Art Therapy. While one may, in fact, have greater benefits creating art working 

with an Art Therapist, I do not believe that one need an Art Therapist present to benefit from art 

that a person may create and expand/reflect upon.  Just as is the case with disability diagnosis 
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and disclosure, a person may not wish to seek “professional help” simply because they are 

disabled; they may, in fact, wish to do some exploration on their own. 

Art Therapy is an exciting and relatively new field; one which continues to evolve in 

application and practice. This is quite encouraging since art therapy plays such a key role in 

today’s health care.  Art Therapy is valuable and is certainly applicable to a wide audience. 

Gap in the Research 

For a number of years, there has been great concern over the health care needs of 

persons with disabilities and how these needs can be met under the generic health systems that 

are currently in place. However, the idea of a person having a disability and being healthy is a 

relatively new one (Krahn, 2003). Disability has long been associated with illness and 

dependency.  The tide changed in the 1990s when persons with disabilities reviewed their stake 

in health policy issues (DeJong, 1994) and began taking a more active role in health policy 

advocacy. 

Interestingly, although more than twenty-five (25) years have passed since persons with 

disabilities became more active in the healthcare realm, there are still few studies that 

specifically target health literacy and persons with disabilities. In those that do, researchers 

suggest that striking disparities still remain between the health of persons with disabilities and 

those without them (Walsh et al., 2003) and that further research is necessary to explore these 

disparities and the reasoning behind their existence. The disparities and reasoning may be due to 

a number of factors. 

One such factor is that levels of health literacy can be hidden or may be invisible, making 

researching this topic quite difficult. Health literacy is often not recognized by policymakers and 

health care providers because people with low literacy skills or those who may be confused 
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about health care may be ashamed to speak up about problems that they encounter with the 

increasingly complex healthcare systems (Committee on Health Literacy Board on Neuroscience 

and Behavioral Health (CHLBNB), 2004; Baker et al., 1996; Parikh et al., 1996), thus failing to 

ask questions and/or taking everything they learn at face value and making it appear to be an 

“invisible issue.” 

Health literacy is also not a linear concept; there are varying levels of health 

understanding. The National Assessment of Adult Literacy (NAAL), funded by the American 

Medical Association Foundation and conducted in 2003, measured the general literacy skills of 

Americans. Included within this measurement were elements of health literacy, which were 

broken down into four skill levels: proficient, immediate, basic, and below basic (Weiss, 2009; 

p.8). While these levels of proficiency are a starting point toward a better understanding of 

health literacy, it is also important to note that in the disability area, more than these four levels 

need to be considered. No two persons with disabilities are alike and their needs vary in 

diagnoses, symptoms, and magnitude. While some generalization may take place in terms of 

overall services available, health literacy must be ascertained on an individual and ongoing basis 

so as to meet the specialized needs of these individuals. 

Another factor that may result in health disparities for persons with disabilities is the 

impact of culture and socioeconomic status on how health is viewed.  Cultural beliefs on health, 

illness, and disabilities contribute to an individual’s level of health understanding and health 

literacy is a shared function of social and individual factors (CHLNBH, 2004, p.5).  Although 

positioned in the medical realm, health literacy is truly a social issue.  We learn about health 

through our relationships with friends, coworkers, family members, to name but a few and also 

through elements that exist in our world such as television shows, social networking, 
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commercials, advertisements, and books.  In essence, “culture gives significance to health 

information and messages, and can shape perceptions and definitions of health and illness, 

preferences, language and cultural barriers, care process barriers, and stereotypes” (CHLNBH, 

2004, p.12). This significance can be, and is, both negative and positive and the availability of 

health resources as well as the cultural impressions of health and the medical field, directly 

impact how persons from specific communities respond to and ultimately navigate the health 

arena. 

Language is an additional area that may result in health literacy disparities for persons 

with disabilities.  Just as persons who have recently moved to the United States from a foreign 

country may be unfamiliar with the native language of the neighborhood in which they now live 

would have difficulty understanding what their new neighbors are saying and also in relaying 

information, persons with disabilities may also have this type of difficulty.  Varying levels of 

comprehension as well as variance in the abilities of the articulation of needs is extremely 

problematic.  Although organizations such as the Plain Language Action and Information 

Network (2018) have made great inroads in creating materials that are written in “plain 

language,” (Figure 4) there are still issues of generalizability of understanding and 

comprehension for persons with disabilities. 

Improving health literacy for persons with disabilities has continued to slowly make progress 

over the years and there are several issues related to disability and health that have recently emerged.  

These issues include the need for health-specific courses for persons with disabilities, the assessment 

of drug and alcohol abuse and their treatment among people with disabilities, the importance of 

health numeracy understanding, and the exploration of persons with disabilities issues of sexuality. 

Future research should examine these issues and also provide suggestions for improving 
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communication and dissemination of information on these topics in plain language that can be easily 

understood by all. 

Figure 4. Example of allergy medicine tablet labels before and after plain language is applied. 

Plain Language Action and Information Network (2018). 

Additionally, while there is research on aesthetic art education and how it has been 

beneficial for persons who do not have a disability, little research exists that examines how 

aesthetic art education impacts persons with disabilities, particularly as it applies to health 

literacy.  Further research is desperately needed that explores the point of intersection of all three 

(3) areas and how to effectively utilize the Arts to enrich the lives of persons who are differently 

abled. 

Also, although the Arts exist as a universal language and function as a source for 

entertainment and appreciation, the Arts are also a catalyst for understanding our world and the 

world around us (Finley, 2013). However, compared to their non-disabled peers, persons with 

disabilities – intellectual and developmental – have not experienced the same access to the Arts 

(Finley, 2013). Their access has been limited at best and at times, the door to the Arts for 

persons with disabilities has been completely shut down. This is an unfortunate circumstance as 

art can facilitate choice-making, creative self-expression, and when in an inclusive setting, the 
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Arts can foster personal empowerment, community involvement, and social skill development 

(Finley, 2013). 

Theoretical Framework 

The framework for this study is comprised of multiple areas of literature that explored the 

ways in which participation in the Arts impact persons with disabilities. The first area I address 

examines the impact that social constructivism has on learning, particularly as it pertains to 

culture, specifically disability culture.  Next, I explored research on the general benefits of 

aesthetic experiences and the Arts curriculum. I then expanded the literature review to examine 

research that has been written regarding the relationship between the Arts and persons with 

disabilities. 

I also applied the theories of on empowerment, identity, and social contexts and discuss 

how identity is related to and therefore impacts, persons with disabilities. Following this, I 

explored how empowerment comes into play in the writing group setting as well as the role that 

multimodality plays in the formation of this empowerment. Lastly, I reviewed the work of 

disability theorists and issues surrounding the personal experiences of disability. It is through 

this framework that this interdisciplinary mix reaches a point of intersection where all areas 

come together (the Arts, disability, empowerment, health literacy, multimodality, and social 

constructivism) and ultimately, once integrated, inform their respective areas and enhance the 

others. 

Social Constructivism 

The theoretical framework that guided this project was that of social constructivism 

which is based upon the work of Lev Vygotsky.  Constructivist learning approaches emphasize 

the active role of the learner in their own development.  As we go through life, we make meaning 
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that is impacted by our individual experiences. This learning can be focused on any topic, 

including health literacy.  Vygotsky (1978) suggested that those who are a part of our world – 

our family, friends, and peers – play a significant role in shaping our ideas and also in how we go 

about acquiring the information that we need. Members of a community – whether classified 

similar by culture, race, socioeconomic status, or any other external factor – influence the 

behaviors and actions of those people of which they share space.  Health literacy is a social 

construction which varies across individuals and is a product of their social interactions.  

Therefore, examining health literacy through this lens is imperative. 

In the worldview of social constructivism, individuals seek understanding of the world in 

which they live and work (Creswell, 2013) and this understanding and learning should be 

meaningful and related to real life situations (Grobecker, 1999).  This is relevant to my research 

because health literacy is a learned topic that can and should be taught in such a way that it is 

ultimately understood and is also applicable to the learner.  Also, persons with disabilities do 

not exist in a vacuum; they are an integral part of the communities in which they live, work, and 

play. To simply teach aspects of health in a classroom with no transference to real-world 

locations and situations would be doing a complete disservice for anyone, particularly those who 

have disabilities. 

Social constructivists believe that all learners can, and do, construct their own 

understanding of how the world works in conjunction with their encounters within their 

culture(s).  Bruner (1986) suggests that that learning is an active process in which learners 

construct new ideas or concepts based upon their current/past knowledge. He notes that learners 
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construct meaning within three (3) worlds: a) the world that they are born with, their innate 

propensity to make sense of the world around them and the capacity to acquire language; b) the 

objective reality of the real world; and c) the culture in which they are immersed (Wagner, 1998, 

p.16). In the case of this particular case study, the culture(s) is comprised of not only the culture 

to which the participants are born (disability culture) but also in the cultures of which they 

encounter and imagine.  

Aesthetic Experiences and the Arts Curriculum 

In 2008, in their article How Arts Training Influences Cognition, Posner, Rothbart, 

Sheese, & Kieras (2018) describe an arts theory that they developed, that is built upon the idea 

that “interest and training in the Arts leads to improved general cognition.” The idea behind the 

arts theory is that human beings have a general openness to and interest in the Arts and that there 

are networks in the brain that specifically respond to this interest and openness, which when 

paired with motivation, leads to improved cognition and understanding.  

Although the research by Posner et al. (2008) focuses specifically on children, recent 

studies on the brain’s neuroplasticity and potential for growth throughout the life cycle (Kolb & 

Gibb, 2011), makes it an excellent theory to reference in regards to the current research study.  

By “training” through writing workshops, participants will be engaged in the process of writing, 

while at the same time, are motivated, which should lead to improved health literacy and basic 

health understanding. 

The Arts and Persons with Disabilities 

People with disabilities utilize the theory of sociopolitical orientation in their day-to-day 

lives so as to build a coalition of individuals advocating for themselves as a minority group 

experiencing the bias, prejudice, segregation, and discrimination that have been experienced by 
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other minority groups. It is through the sociopolitical theory that we can connect areas, such as 

the Arts, and facilitate change particularly to antiquated ideas of what it means to be a person 

with disabilities (Blandy, 1991; Funk, 1987). 

Art educator, Blandy (1991) notes the importance of acknowledging the sociopolitical 

orientation to disability which “did not arise independently of disability history and policy.” 

Research by Funk (1987) identifies this sociopolitical orientation and describes the perceptions 

and treatment of people with disabilities as being an evolutionary progression towards 

humanization – one in which recognition of the rights of persons with disabilities as citizens and 

the privileges and responsibilities is implied by this recognition. 

Blandy (1991) suggests that art educators must let go of old practices that are 

“incongruent with the sociopolitical orientation” as in doing so, the focus of the art work – 

regardless of medium - will be on the artist rather than on their disability. Thankfully, changes -

such as focusing on a person’s ability – over the course of the past three (3) decades have 

resulted in increased opportunities for persons with disabilities to live fulfilling lives which may 

include participating in the Arts. 

Identity and Social Contexts 

I also examine the data that I collect from the participants through the lens of identity 

theory.  In cognitive psychology, the term “identity” refers to the capacity for self-reflection and 

the awareness of self (Leary and Tangney 2003).  Further, identity is described as being “the 

condition of being a person and the process by which we become a person, that is, how we are 

constituted as subjects” (Kidd, 2001). Sadly, persons with disabilities have long been constituted 

stereotypically and erroneously which has had adverse consequences. 
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Assumptions and stereotypes exist regarding persons with disabilities, specifically that 

their identities are fixed (Murugami, 2009) and/or lack changeability or evolution.  This is hardly 

the case. Research by Friedensen & Kimball (2017), Dunn & Burcaw (2013), Barnett (2010), 

Murugami, (2009), Johnstone (2004) and a multitude of others suggest that the identities of 

persons with disabilities are, in fact, fluid, just as are the identities of their non-disabled peers. 

Identity formation is a lifelong process (Dekovic & Buist, 2005; Todorovic, 2002). The process 

of figuring out who we are is impacted by culture, environment, family, gender, socio-economic 

status, our successes, and other peoples' perceptions of and subsequent reactions to our emotional 

and physical characteristics. 

Thankfully, legislation has, over a period of time, begun replacing skewed views of what 

it means to be disabled with changes that allow all persons the opportunity to live their best life 

and maximize their potential. Although some limitations may still exist for those with disabilities 

many of the false definitions and implications of disability are falling by the wayside. For 

instance, there was once a period in time in recent history when people with disabilities were 

seen as being broken and/or in need of being “fixed.” This is the furthest thing from the truth.  

However, language has the power to define a cultural group. These assumptions of stagnancy 

and damage and other erroneous stereotypes often result in the generalization of a group of 

individuals and unfortunately, become socially imposed elements that ultimately lead to social 

oppression.  Persons with disabilities do not lose their sense of self because they have different 

abilities than their non-disabled peers.  They are not broken people because they must navigate 

the world differently.  People with disabilities are more often “handicapped” by societal attitudes 

than they are by their actual disabilities and, as a result, have been marginalized (Blaska, 1993; 
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Fine & Asch, 1988; Gartner & Lipsky, 1987; Gent & Gurecka, 2001; Hanna & Rogovsky, 1991) 

and as a result, continue to experience many injustices. 

Identity is also not a stagnant process; identity exists on a continuum where we learn who 

we are through our daily interactions with the world around us as well as through our responses 

to them, regardless of our level of ability. In his research review, Identity as an Analytic Lens for 

Research in Education, Gee (2000-2001) informs us that identity is also not singularly focused; 

we all have multiple identities and these identities are fluid and are connected to society.  Being 

seen as a certain type of person – whether due to differing levels of ability or physical 

characteristics – defines who we are and therefore, is what I refer to as being ‘identity’ in this 

research.  The way we respond to how our identity is viewed is also of great importance.  

Therefore, I will additionally utilize resistance theory as a lens to view the data that I collect.  

Resistance theories allow us to take a step beyond the social into the moral and political realms 

to see how they vary across culture. Interestingly, the social model itself grew out of resistance 

to the medical model and its predecessors and resistance is in inherent within the strands of the 

social model (Gabel, 2005). 

Resistance theory provides an interesting opportunity to examine how writing group 

participants perceive and respond to cultural dominance.  There is resistance against persons with 

disabilities, as well (Gabel, 2005).  According to resistance theory, a variety of sources within 

our world may rebuke persons with disabilities (Erickson, 1987; Gabel, 2005).  For instance, 

prejudice, behavioral perceptions, and expectations of physical appearance (to name but a few) 

can covertly and overtly devalue persons with disabilities’ worth, cultures, and even their 

identities.  A resistance theory of disability, then functions as a way for persons with disabilities 
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to push against dominance while at the same time, pulling society into individual’s way of seeing 

the world and all of its functions (Gabel, 2005). 

Empowerment Theory 

Paulo Freire's empowerment educational theory is an effective education model that 

assists in the promotion of health - personally and socially. Freire’s model suggests that people 

participating in a group, with action and dialogue, enhances the possibility of changing one’s 

own life (Freire, 1978). Empowerment theory with its emphasis on access can be integrated into 

the prevention strategies of health promotion, disease prevention, and ultimately improving 

overall health literacy and understanding. 

Empowerment refers to gaining control over one’s life and assuming responsibility for 

things that lead to a healthy, active lifestyle and positive mental health (Hutzler & Sherrill, 

1999). Empowerment has roots in social learning theory (Bandura, 1997) and in particular, 

social-constructivist theory (Paris & Byrnes, 1989). When we feel empowered, we feel increased 

personal value as well as an increase in our own self-worth. 

As a general definition, Page & Czuba (1999) suggest that empowerment is a “multi-

dimensional social process that helps people gain control over their own lives... a process that 

fosters power …in people, for use in their own lives, their communities, and in their society, by 

acting on issues that they define as important.” Everyone has strengths and weaknesses and a 

range of skills that are accessed and utilized every single day.  Interestingly, though, people are 

often unaware or undervalue their abilities, especially persons with disabilities.  Adults with 

disabilities often find it challenging to understand how to value themselves because they have 

rarely been allowed to experience the feelings that result from this value.  Rather, they are 

pushed into complacency or worse, to a place of overwhelm, where they languish; ultimately 
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accepting these feelings as appropriate or worse, normal. These feelings serve only to repress an 

already oppressed group; resistance taking the form of what appears on the surface as laziness or 

worse, acceptance of the cards that have been dealt, which can ultimately result in emotional 

trauma.  This is the tipping point for Empowerment Theory and why the theory is an asset to 

Arts research. 

Multimodality 

Multimodality is a theory that examines at how people communicate and interact with 

one another, not just through writing (one mode) but also through other means such as speaking, 

gesture, gaze, and visual forms (multiple modes) (Kress, 2009). Almost everyone has a cell 

phone, an iPod, access to online spaces where movies and music can be shared.  Gee (2004), sees 

these technological trends as redefining the world of literacy and what it means to be literate. 

Technology changes and dare I say, levels the playing field, for those who may learn in different 

ways, particularly for the purpose of this research on persons with disabilities. 

I am challenged daily, as a college professor of English and writing group facilitator, to 

re-envision what it means to be literate.  The populations that I work with are extraordinarily 

diverse and it is my job to find ways to redefine literacy and make it relevant to my students. 

This information comes through direct communication with them, research, and focusing on 

ways to increase their participation in my classes and groups.  Interestingly, though, technology 

can, at times be a barrier for those that I work with.  Yes, they may have a cell phone but may 

not be able to access the internet.  Or may not have access to a desktop computer or a laptop, so I 

try to introduce artistic elements such as poetry slams and performance into the mix.  While 

these elements are not new in a technological sense, they are, for many students, new avenues 

towards literacy and ones that can open up a whole new world when students respond to them, as 
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will be apparent in the activities engaged in by the writing group, beyond the writing group 

walls, by participants in this research. 

Makerspaces and Learning Theories 

Constructionism. Seymour Papert is regarded as the “Father of the Maker Movement,” 

as described by Martinez &Stager (2013) in their book, Invent to Learn: Making, Tinkering, and 

Engineering in the Classroom. The authors suggest that Papert’s constructionism “is the learning 

theory that most strongly resonates within the maker movement and should be taken seriously by 

anyone investigating classroom making” (p.31). Papert’s constructionism builds upon 

constructivist theory and further develops to include the actions of building meaningful products 

which result in a strengthening and/or reinforcing of student learning and comprehension 

(Martinez & Stager, 2013). Kurti, Kurti, & Fleming (2013) also assert that the “maker movement 

in education is built upon the foundation of constructionism, which is the philosophy of hands-on 

learning through building things” (p.8). In the case of the writing group in this research, this 

hands-on learning comes via the writing group sessions and what participants build are their 

stories – and some might say their truth – which has been denied to many of the participants over 

the course of their lives. 

Disability Studies Theory 

Finally, I employ disability studies theory in this research project as a lens for addressing 

art education and health literacy. As noted earlier, disability in the Arts is very different than 

disability art, so it is important that I properly situate my work and utilize disability studies as a 

paradigmatic lens through which to investigate art education and health. In doing so, art 

education and health literacy are mirrored as lenses through which I explore and expand 

disability studies theory and how they relate to this research and beyond. 
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Figure 5. Writing group in the makerspace. 

Disability studies theory is “intimately tied to action” (Cory, White, & Stuckey, 2010) 

and grew from a need to engage people in dialogues about disability and to inform change in 

how non-disabled individuals think about disability (Cory et al., 2010). Disability Studies as an 

academic disciplinary field emerged as a result of the medical model of disability, which situates 

disability as an attribute within someone that is broken and needs to be fixed (Gartner & Lipsky, 

1999; Longmore, 2003). Through the medical model, individuals were measured by their 

disability; looking at what is “wrong” with the person not what the person may need.  The 

medical model of disabilities created low expectations and lead to individuals losing 

independence, choice, and control of their own lives (Arehart, 2008; Gartner & Lipsky, 1999; 

Longmore, 2003). 

Disability studies theory grew from the academic disciplinary field and is a “synthesis of 

social constructionism and critical theory that places disability in the political realm, resisting 

notions of stigma and asserting alliance with other groups excluded because of race, gender, 
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class, or sexuality” (Cory et al., 2010). While the area of disability studies examines things such 

as barriers to services that exist for persons with impairments, disability studies theory looks at 

these barriers in relation to their economic, legal, political, social relationships and the positions 

that people with disabilities occupy within these spaces (Thomson, 2000). 

Examined together, these multi-theoretical lenses give me a broader spectrum for analysis 

so as to more fully examine the research that was conducted. In essence, I was able to cast a wider 

net of interdisciplinary inclusivity which would provide a more robust view of the problems and 

solutions that were apparent throughout this study. 
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CHAPTER III METHODOLOGY 

“This group makes me want to write poetry.  So that’s what I do… And I feel like writing poems 

is helping me because I have been going through a lot of stuff and I am not being heard…” 

~ Destiny Gilmore 

Researcher Role 

Throughout the time the writing group met, I assumed the role of facilitator.  A facilitator 

is a “person who skillfully helps a group of people understand their common objectives and 

assists them to plan to achieve them without taking a particular position in the discussion” (Rada 

& Holden, 2009). My job was to remain neutral while ensuring that the writing group 

environment and its participants were safe. I also made sure that the group ran smoothly, that we 

adhered to our time parameters, and ensured that our writing group stayed true to its purpose. 

Each week, I selected an appropriate opening writing activity that was fun and met the 

needs of the group, provided any supplies that might be needed (e.g. pens, notebooks, paper), 

and observed individual involvement and participation during writing exercises.  Additionally, as 

writing group facilitator, I observed the behaviors of the writing group participants on an 

ongoing basis so as to be cognizant of individuals who felt uncomfortable or who were not 

participating.  At the end of each writing group session, I was available to participants who may 

have wanted to talk or debrief.  I also took time to self-reflect on the writing group sessions; 

assessing what, if anything, could be changed to make the writing group run more smoothly 

going forward and documenting my interpretation of and feelings about my writing group 

experiences. 
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It is important to note that as facilitator, I did not assume a role of absolute authority.  

Rather, I made sure that I provided a safe and productive working atmosphere and I also 

participated in the group as a writer.  I felt it was important that everyone in the group be seen as 

being an equal; no one was better or of higher status than another.  In my opinion, equality 

recognizes that certain groups of people – particularly those with disabilities – have experienced 

discrimination, and ensures that every individual has an equal opportunity. 

For the sake of transparency, it is important that I disclose to the reader, as well as having 

disclosed to the writing group participants, that I am the parent of a child with an intellectual 

disability – specifically, autism. My motivation for linking disability, health literacy, and the 

Arts is that all three areas are inextricably linked to my life on a daily basis. I do not believe that 

my role as the parent of a disabled child presents a conflict of objectivity and/or validity nor does 

it render impartiality or neutrality as impossible.  Rather, my experiences as a parent paired with 

my interests and the roles of researcher and scholar strengthens my reserve to insure impartiality 

and neutrality. 

In order to acquire reliable and valid data for my research, I immersed myself in the 

“social life of the community” (Glesne, 2011, p.64) that I researched, which in this particular 

case, is persons with disabilities, who were is situated within the local disability community. 

This immersion allowed me to gain an “insider[’s] perspective,” as I interacted with the persons 

with disabilities and at times, their program facilitators (Glesne, 2011, p.64). This resulted in 

developing a rapport and a level of trust that helped study participants feel comfortable with me 

on a day-to-day basis and transferred over to the research process when it came to attending the 

writing group and to sharing their work. 
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This immersion came by way of workshops on writing that I facilitated in the past with 

persons with disabilities as well as through participation in self-advocacy events such as 

community events, conferences, panels, and presentations. These particular events, which 

included the potential research participants, were held monthly during the Fall 2014, Spring 

2015, Fall 2015, Spring 2016, and Fall 2016 academic semesters. Over the course of our time 

together at these events, relationships and trust were built which “adds extra dimensions to the 

research process” (Glesne, 2011, p.145) and our collaborative events evolved into comfortable 

and fruitful mutual conversations. My entry into this particular group’s “social system” by way 

of our meetings together as Glesne (2011) suggests, is imperative as in doing so, it “demonstrates 

that participants are valued….and [their] association is appreciated” (p.143). 

Also, I came to this research with my own experiences in the field of special education 

and in my work with persons with disabilities, so throughout the research process, I reflected 

upon my own subjectivity (Creswell, 2013) by way of writing analytic memos and journal 

entries that explored how any bias might interfere with the collection of my data and in its 

subsequent analysis. I also reached out to my research colleagues for external audits where my 

notes, journal entries, and coding schemes (Creswell, 2013) were reviewed so as to help ensure 

that my beliefs, opinions, and/or values are not unintentionally apparent within my research. 

Participants 

This case study research explores a writing group, which was comprised of adults with 

disabilities, between the ages of 18 and 30, who live in and around a large, urban metropolitan 

area in New York State.  This particular demographic was examined as in doing so, earlier 

research that was completed on health literacy can be expanded. In order to find participants, I 

was in touch with local program coordinators, Lola Jones [pseudonym] and Bruce Johnson 
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[pseudonym] who were aware of previous writing groups that I hosted in the past and who also 

expressed, based on their conversations and daily interactions with persons with disabilities, a 

need to improve overall health literacy and understanding for this particular group.  Lola has 

worked with persons with disabilities for more than fifteen (15) years and Bruce for more than 

twenty (20) and each are currently quite active within the disability field across the state.  I also 

sent flyers to disability-related organizations within the geographic area of the writing group 

location, with information on how those who may be interested in a writing group were able to 

participate.  

Writing took place in a classroom at the makerspace on Thursday afternoons/evenings 

from 5:00pm to 6:30pm (1.5 hours), for an eight (8) week period. Persons with disabilities who 

participated in this research study are a reflective sampling of their respective demographics. 

Description of the Site 

This research consists of a case study on five (5) of persons who have disabilities and 

attended a weekly writing group over the course of eight (8) weeks in a classroom at a 

makerspace that is located in an urban metropolitan area in New York State. A makerspace is a 

creative space where people can gather to create, invent, and learn, which will allow participants 

to directly engage with the Arts while at the same time, providing the opportunity for and 

possibly promoting true community integration. 

This particular site was selected for multiple reasons, all of which address the specific 

needs of the participants of the writing group.  A brief description of these reasons follows 

below. 

 Familiarity with location: The classroom at the makerspace is a place that was familiar to 

all of the participants in the group as this particular space is often used as a “central 
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location” for events such as advocacy meetings, classes, community events, group get-

togethers, public performances, and speaker presentations. 

 Ease of transportation: Transportation is an area of acute difficulty for persons with 

disabilities and people with disabilities often describe how transportation barriers affect 

their lives in significant and important ways, on a consistent basis (Committee on 

Disability in America, 2007). While there are a number of locations that may be ideal for 

this particular research study, the lack of available personal and public transportation 

resources play a dynamic role in the decision of this particular makerspace location for 

the writing group.  The urban setting of the makerspace, which is conveniently located 

with many transportation access points and is located on a bus line, allows for the greatest 

location accessibility for participants in this case study. 

 Physical accessibility of location [internally and externally]:  After transportation 

considerations were made, the next area of importance was the physical accessibility of 

the building and classroom that we used for the writing group. While some locations 

were externally accessible (i.e. wheelchair ramp entrance(s), elevators, etc.), they were 

not necessarily internally accessible. 

For instance, one of the first locations that I explored as a potential meeting space for the writing 

group had an exterior ramp to access the interior of the building but once inside, I discovered that 

the location did not have a working elevator that would allow participants to actually get to the 

room where the writing group was to be held.  At another seemingly “accessible” location, the 

building had an exterior wheelchair ramp and a working elevator.  However, the doorway into 

the room that we would be utilizing for our writing group was not wide enough to allow for 

wheelchair entry nor were the bathrooms in the building accessible.  Finally, a third location that 
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was examined met the physical accessibility needs on a superficial level but upon further 

inspection, I noticed that the automatic door openers at the building entrance often failed to work 

and the doors themselves were too heavy for a person with limited mobility issues to open them. 

I was informed of a “secret door” in the back of the building that was kept locked, unless 

requested, if someone wanted to use it.  This idea of a secret, locked entryway, hidden in the 

back of a building negates the idea of what it means to be truly inclusive, which is not only one 

of the guiding principles of this research study but is also a guiding principle of my life, so the 

location was no longer considered as a viable option.  

Meeting the individual needs of the writing group participants is of the highest concern 

and priority and ultimately, the classroom makerspace location proved to be the most truly 

accessible location as it ADA compliant and follows the ideas suggested under the concept of 

Universal Design.  Universal Design was first coined by architect Ronald L. Mace with the aim 

of developing in terms of architectural accessibility, “theory, principles and solutions to enable 

everybody to use the same physical solutions to the greatest extent possible, whether it be 

buildings, outdoor-areas, means of communication or household goods” (Aslaksen, Bergh, 

Bringa, & Heggem, 1997) and the concept was later expanded by Selwyn Goldsmith, who 

suggested and brought to life elements that would provide barrier-free access (e.g. curb cuts) for 

persons with disabilities (Goldsmith, 1963), across multiple environments. 

Authentic Learning 

One of the most important things for me with the writing group – as facilitator and researcher 

– was that our space and time together not be artificial. So I looked to the research to assist me in 

articulating my necessity for authenticity and found a considerable amount of information on 

authentic learning experiences, or the “idea of learning in contexts that promote real-life 
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applications” (Rule, 2006). Four themes emerged after an analysis for forty-five articles on 

authentic learning: 

1. the activity involves real-world problems that mimic the work of professionals in the 

discipline with presentation of findings to audiences beyond the classroom; 

2. open-ended inquiry, thinking skills, and metacognition are addressed; 

3. students engage in discourse and social learning in a community of learners; and 

4. students are empowered through choice to direct their own learning in relevant project 

work (Rule, 2006). 

These themes would be applied to and be utilized by the researcher as a touch stone for the 

writing group throughout its duration. By writing about – and discussing – real-world issues and 

problems, in our group, participants would ultimately be more interested in what they were 

learning and also, more motivated to apply new learned concepts to their work. 

Research Design 

For this research study, I utilized the research tradition of case study research. Creswell 

(2013) notes that “…research involves the study of an issue explored through one or more cases 

within a bounded system (i.e., a setting, a context)” (p. 97). In qualitative research, the case 

study research is: 

an approach in which the investigator explores a bounded system (a case) or multiple 

bounded systems (cases) over time, through detailed, in-depth data collection involving 

multiple sources of information (e.g., observations, interviews, audiovisual material, and 

documents and reports), and reports a case description and case-based themes.” (p.97) 

Creswell (2013) suggests that case study research, particularly the collective case study (or 

multiple case study) affords researchers the opportunity to examine “one issue or concern … 
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[and] the inquirer selects multiple case studies to illustrate the issue” (p.98). This approach, 

particularly with a writing group comprised of multiple people will allow me to “select(s) 

multiple cases to show different perspectives on the issue” (p.98) of health literacy and art 

education. Not only will a case study with multiple viewpoints shed light upon a topic that is an 

emerging area of research but it will also result in multiple perspectives on the merger of health 

literacy and art education. 

Data (Story) Collection 

Data for this study was collected from multiple sources: observations and field notes, 

audio recorded writing group sessions, and brief reflective exit interviews. Video recording was 

initially considered for this this research project so as to enhance participant writing experiences 

but was not a research requirement. Rather, the option of video recording was decided by 

participants on an individual basis, so as to ensure and maintain comfort levels that each writing 

group participant may have with sharing their works. Incidentally, all participants requested that 

video recording NOT take place during the writing group sessions as participants felt 

uncomfortable and as though they were being “observed under a microscope;” so it was therefore 

not brought into the writing space.  Video recording was, though, done during a culminating 

performance that some of the writing group members participated in and was recorded but was 

not analyzed, as the events took place after writing group. Any excerpts included in the 

presentation component of my dissertation process were shared only with my dissertation 

director and advisors. This was done to ensure privacy for the research participants. 

I also regularly reviewed the work of each writing group participant, after each weekly 

writing session and at the end of our eight (8) weeks of writing group, so as to gain insight into 

participant views on health-specific issues and how they utilized art to elucidate these views. In 
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doing so, I was able to adequately recall and retain information garnered during these writing 

group sessions.  This would ultimately assist in my data analysis and the dissertation writing 

process. 

The reason these particular methods were selected is because they are methods 

traditionally utilized for case studies and also support the idea of dynamic interplay amongst 

multiple sources for research activities that were suggested by Yin (2003). He suggests that 

“data collection in case study research is typically extensive, drawing on multiple sources of 

information, such as observations, interviews, documents, and audiovisual materials” (Yin, 2003; 

Creswell, 2013).  Through this activities process, researchers can make meaning from lived 

experiences (Creswell, 2013) because they encourage analysis from multiple points of origin.   

This allows for a more authentic and a more comprehensive glimpse into the lives of those who 

have experienced the phenomenon, objectively and subjectively. 

Observations. I observed every writing group session over the course of the eight (8) 

weeks and took extensive field notes at each session. I also participated in the discussions that 

arose during our writing group sessions, as I selected the overall theme of each writing group 

session. I typed my field notes immediately following each writing group session and 

additionally, added my thoughts at the bottom of each day’s field notes after each respective 

writing group session. I used my observations and field notes as data for analysis and also to 

guide, inform, and potential adapt/accommodate subsequent workshop sessions, as these 

observations and field notes are reflective of the participants and their individual ability levels. 

Brief Reflective Exit Interviews. Brief reflective exit interviews took place with each 

writing group participant at the end of our eight (8) week writing group sessions.  All interviews 

took place in a private office at the makerspace and were recorded.  Interviews were later 
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transcribed and analyzed. It is through the interviews, as well as through the observations and 

field notes, that I was able to produce codes for analysis.  These codes were also used for 

analysis of participant works, the initial brief surveys, and the transcribed audio recordings. 

During the interviews, I encouraged participants to voice their opinions on their overall 

experiences in the writing group as well as their perceptions of health and personal 

empowerment. 

Artifacts. The artifacts of this study are comprised of initial brief participant surveys as 

well as participants’ writing group-created work. Works created outside of writing group were 

considered/added to these artifacts, if they were 1) brought to the session to be worked on, in lieu 

of starting a new piece and/or 2) at the request of the participant. Participants in the writing 

group were not required to write or share anything at all, if they felt uncomfortable. The brief 

participant surveys were distributed at the beginning of the first writing group session and 

assistance was provided, on an “as needed basis,” in regards to survey completion.  The level of 

assistance needed was not known until participants for this case study had been identified and 

assistance ranged from participants needing to have the survey read out loud to requesting 

assistance to help write survey responses down. This assistance was gauged on an individual 

basis and all surveys were completed during the first session. The surveys were comprised of 

questions that ask participants about their experiences with and opinions on a wide-variety of 

health literacy related topics that include information acquisition, health literacy skills, and the 

role of family and the Internet in finding health information. The survey questions were in “YES 

or NO format,” with the option of adding additional information, if the participant did not 

understand the question or felt compelled to explore their response in more detail, thus 

expanding their opinions and ultimately, their voice. 
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Additionally, any multimodal responses that occurred as a result of the writing group 

have been included within this research, as they directly impacted the participant(s) writing and 

overall comprehension of the writing process. 

Data Analysis 

For this study, data was analyzed by way of an ongoing and recursive process. Brief 

surveys, interviews, artifacts, and field notes were used for data analysis.  Data analysis consisted 

of three initial steps: questionnaires, interviews, and artifacts/field notes. This process was the 

same for each set of participants.  An additional comparative analysis was completed that looked 

at the responses of each participant in the writing workshop so as to ascertain existing 

similarities and differences as well as further information that may aid elucidation meaning. 

Repeated readings and analyses of each respective item aided me in developing codes which 

were later used to analyze the data. 

Step one of analysis: Survey questionnaires. The first step of my data analysis focused 

on the analysis of the surveys that was completed by the participants at the first writing group 

session. Each questionnaire was provided an ID number so that it was easily identified and 

filed. Each question on the questionnaire was also provided a code for each possible response.  

This code was added to the questionnaire after it was completed by the participants, so as to not 

distract or add confusion to the completion process. The codes are consistent across all 

completed questionnaires. 

The questionnaire responses were then input into an Excel spreadsheet so as to document 

the responses provided by each participants for each question.  This quantitative data, for the 

purpose of this study, was examined in conjunction with the qualitative data acquired from the 

artifacts, field notes, and interviews, providing the researcher with a richer understanding of 
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participant values, beliefs, and insights into participant life experiences (Saldaña, 2013). 

Additionally, for survey questions that received additional or supplementary responses (i.e. 

additional written responses), the information was included in the spreadsheet, in its respective 

section(s).  Question responses were coded and kept consistent across all questionnaires. 

Step two of analysis: Brief Reflective Exit Interviews. The second step of data analysis 

consisted of organizing and coding the transcribed in-person research participant brief exit 

interviews. For participants, the questions posed to them were based upon personal experiences 

and activities (e.g. health class, health clubs, life-skill trainings that are health specific) that they 

may have had at some point. 

Interviews with each participant and the completion of the surveys lasted less than thirty 

(30) minutes, cumulatively, and were completed at the beginning (survey) and at the end 

(interview) of the eight (8) week writing group sessions, which took place during the 

Summer/Fall 2017. Field notes were also taken, by hand, during the surveys and interviews 

and were transcribed and coded after each participant completed their survey and interview. 

Descriptive Coding was the most appropriate coding type for this particular research 

project as it helped me get a handle on a significant amount of data. Saldaña (2013) describes 

Descriptive Coding as a summary “in a word or short phrase – most often as a noun – the basic 

passage of qualitative data” (p.88). Descriptive Coding results in “primarily (to) a categorized 

inventory, tabular account, summary, or index of the data’s contents” (Saldaña, 2013, p.89). 

This categorized inventory resulted in the emergence of important themes and patterns. Data 

was revisited multiple times so as to ascertain these codes and then data was grouped into similar 

topic areas. 
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In my preliminary research back in 2013, I often noticed that my initial codes were broad 

and at times, surface level and superficial. Continued review of the data, the refinement of these 

codes, as well as was the reduction of data (Seidman, 2006) allowed me to see a richer and more 

comprehensive view of the participants’ experiences. I continued to follow this recursive 

practice of review and refinement, in this current research study. 

I began the first cycle coding process by uploading the health information questionnaire 

and exit interview responses, transcripts, and writing group documents that were provided by 

participants into NVIVO® software. I then began to organize the data and set codes for analysis. 

For example, if participants spoke about the impact of their family on their health care, I 

descriptively coded the data as “family health care support.” This code was then added to a 

“categorized inventory” (Saldaña, 2013, p. 89) of codes that I kept that would eventually become 

a comprehensive list of codes. I then went through this list of codes and removed any codes that 

were not pertinent to my research goals for this particular project. 

Step three: Second Cycle coding and comparative analysis. Step three of my data 

analysis consisted of reviewing all of the surveys, interviews, and artifacts/field notes, as well as 

the coded interview transcriptions (Seidman, 2006). The data elucidated throughout the reviews 

was analyzed through Second Cycle coding (Miles & Huberman, 1994) for “further analysis and 

interpretation” (Wolcott, 1994, p.55). I also utilized Second Cycle coding as a way to compare 

and ultimately integrate facts from the surveys, interviews, field notes, and artifacts. Saldaña 

(2013) notes that through Second Cycle coding that researchers are able to “develop a coherent 

metasynthesis of the data corpus” (p.207). As Glesne (2011) notes, second cycle coding is 

imperative as it is a “progressive process of sorting and defining” data (p. 94). 
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I began the first cycle of coding to develop rough themes and eliminated codes that 

seemed to be unnecessary because they were part of a dominant code or were infrequently used. 

For instance, the code “authorize” was used three (3) times in the data analysis but the code 

“empowered” was used 115 times. So I removed the code for “authorize” and considered all 

entries that discussed the process of becoming personally stronger and more confident under the 

more succinct descriptive code “empowerment.” Once the first cycle coding process was 

complete, I had 238 categories. I would continue to group and refine similar data and passages 

and thus developed categories during second cycle coding. Through constant, comparison of the 

data, consistent themes emerged. 

Throughout each step of the research timeline for this project, I also kept a research 

notebook (Spradley, 1980) that includes all of the important documentation (e.g. IRB approval, 

instruments, questionnaires) as well as all analytic memos, journal entries, observations, and 

artifacts. This data was utilized to help ascertain the level of health literacy instruction that this 

particular group of adults with disabilities have received prior to the writing group also, how they 

currently go about finding the health information that they may need. 

Step four: Findings. Once steps one through three were completed, I then discuss the 

connections that came to light by way of the data analysis and reported on them. The items that 

surfaced are discussed, in narrative form (Ely, 1991), in my dissertation and incorporate various 

data sources so as to triangulate claims and responses. I also make connections to and expand 

upon previous research in this field, as well as with existing theory in order to provide guidance 

to exceptional educators, health practitioners, administrators, policymakers, disability-specific 

organizations, artists, educational researchers, and perhaps most importantly, persons with 

disabilities and their families/caregivers. It is my hope that through this research that we will 
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expand our conversation on the impact that the Arts have on persons with disabilities as well as 

to shed light upon the issues of health literacy and information and how, once presented to 

persons with disabilities in individualized, adapted ways, allows them to not only take control of 

their personal health decisions but also empowers them in their day to day lives. 

Figure 6. Writing sample from writing group participant 

Conclusion 

This chapter has been provided so as to present a summary of the methodology for my 

study, as well as the planned data analysis strategy. This study provides the platform for persons 

with disabilities to voice their experiences and concerns with health literacy as well as to express 

these experiences and concerns through writing and other performing arts opportunities, when 

chosen by them. Throughout the survey, writing, and interview processes, participants were 

able to bravely share their personal experiences and their feelings – something that, 
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unfortunately, is not a regular occurrence for this particular demographic due to antiquated 

thinking about and towards persons with disabilities. 

By identifying and addressing health literacy issues that may be applicable to persons 

with disabilities and connecting these issues to the Arts, researchers can create and facilitate 

successful learning outcomes for ALL people, regardless of ability level, thereby resulting in the 

overall health improvement for our entire nation. Case studies, such as the one that is contained 

here within are necessary so as to advance our understanding of what it means to be health 

literate and what role the Arts plays in facilitating this literacy.  Continued research is also 

needed to determine effective strategies for improving the overall health literacy outcomes that 

go beyond plain language, for people of all ages and ability levels. 
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CHAPTER IV FINDINGS 

“Writing makes me feel FREE!” ~Tiger Prince 

Over a period of eight (8) weeks, writing group sessions took place in a classroom 

located in a community setting; a creative space called a makerspace, where people gather to 

create, invent, and learn. This environment allowed the research participants to directly engage 

with the Arts through the writing group but also through Open Mic nights, acting lessons and 

plays through an onsite theater company, as well as numerous hands-on practices (e.g. painting, 

set design, wood shop) – all of which took place at the makerspace.  The makerspace location 

was also ideal as it was fully accessible to all – physically, emotionally, and creatively. 

In writing group, students were given the opportunity to work on something that they had 

created prior to our weekly meetings, or, if needed, I could provide random writing prompts that 

were meant to promote writing.  I also emphasized to students that they could write in whatever 

medium they chose; as composing tools and the mode of communications they selected needed 

to work for them as writers and ultimately must be appropriate for the audience and the ultimate 

goal of their writing project. Most participants wrote pen to paper and focused on expanding 

their personal narratives. 

Narratives serve to convey social expectations and culturally significant messages of the 

groups to which they belong (Bruner, 1986; Pauly, 2003). Personal stories of individuals, 

regardless of the format (e.g. poetry, songs, plays, short stories) in which they are relayed, set the 

tone for what is and is not accepted within the community at large. This tone also includes the 

myths and misconceptions of the individuals themselves; community inclusion and acceptance 

being the key to one’s ability to thrive within the world in which they live. 
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Authenticity in Structuring the Writing Group 

In keeping with the concept and themes of authentic learning, the writing group was 

structured as would any writing group; we gathered weekly at the same time and day of the 

week. Simply saying we were in a writing group, meeting at the same time each week, though, 

was not enough; it was important that our meetings were fruitful and productive. The act of 

forming a writing group went beyond physically writing; it was also important for the group to 

feel comfortable, motivated, and supported at all times. 

During writing group time, participants had the option to work on something that they were 

currently working on, write about a specific topic or prompt that was provided by me as the 

writing group facilitator, or just come to the writing group and free write. If for some reason, a 

writing group participant did not wish to write, they were still welcome to participate in 

discussion and critique but had to be respectful of their peers who were writing. 

The rules that the group co-constructed on the first night demonstrated everyone’s need for 

respect and listening. They were: 

1. Be respectful of each other. 

2. One person talks at a time. 

3. Do not interrupt anyone. 

4. Give thoughtful feedback. 

5. Listen to others. 

6. WRITE! 

While the idea of establishing some type of rules was a built-in component of the researcher’s 

plan, rules were, in fact, also brought up by two of the writing group participants – Tiger Prince 

and Drago – who insisted that these rules be implemented and adhered to throughout our writing 
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group time together. When asked why they felt these rules were needed, Drago responded very 

matter-of-factly, “Because all hell would break loose if we didn’t have them!” Tiger was a bit 

subtler in his delivery, noting that writing group rules were important for the “sake of time – we 

only have an hour and a half each week to write.” Rules were, of course, needed for the reasons 

they suggested but my rationale for including them was because they promote trust and fairness 

and their implementation helped us to accomplish things. 

What follows next are the stories of each of the writing group participants. Initially, I had 

thought to intersperse each person’s story throughout the narrative that I am creating, weaving a 

quilt-like tapestry that would highlight the experiences and talents of the group, collectively. As 

I considered this further, however, I thought that it would be better if I approached the 

participants differently – individually. We had spent each week in writing group discussing the 

importance of telling OUR OWN stories. Sharing OUR OWN truths. Forming OUR OWN 

identities. So how, then, could I negate these individual stories and focus on the group’s writings 

and subsequent achievements collectively? I couldn’t, not with a clear conscious anyway. 

I present to you the individual experiences each writing group participant had, week after 

week. When there was group interaction in a given “story,” the interaction is included but each 

section focuses on the story that the individual writing group participant “wrote” each week as 

they attended, contributed to, and engaged in writing group. 

Tiger Prince: Finding His Voice 

“It’s your boy, Tiger P.  Conscious P.  The three P’s move me. Patience, perseverance and 

positivity.  Look at me as who I be, not who you think I am.” ~ Tiger Prince 

“Write his feelings out.” I had the pleasure of first meeting and working with Tiger 

Prince (pseudonym) in 2013 while I was working on my research component which focused on 
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health literacy and young adults with disabilities.  From our initial meeting, Tiger Prince – a 

twenty-year-old African-American male with Cerebral Palsy, “a disorder of movement, muscle 

tone or posture that is caused by damage that occurs to the immature, developing brain, most 

often before birth” (Mayo Clinic, 2018) – expressed the importance of and his thanks in 

participating in my research project as doing so gave him, as he so eloquently expressed, “a 

voice – a true voice that many people tended not to hear but really needed to.” I couldn’t agree 

more. 

After my research component was complete, Tiger Prince stayed in regular touch with 

me.  I was grateful for the bond of friendship that we had made which had transcended that of 

researcher and participant.  Tiger would often email or call me and he eventually found me on 

Facebook and sent me a friend request.  He would send messages asking me if I had any more 

questions for him or if I needed any help with anything. So to say he was excited to join the 

writing group was an understatement. 

On the first day of writing group, Tiger was the first to arrive at the makerspace.  He 

wheeled into our writing group room, nearly forty minutes early with a notepad and pen on his 

lap and a wide smile on his face.  He was excited to get started. After our research particulars 

and entrance interviews were complete, we dove right in with a random warm-up writing 

prompt, selected by the PI, asking group members to write about someone they looked up to.  

Oddly enough, Tiger did not begin writing. Instead, he scanned the writing group members to see 

what they were doing. He then wheeled straight out of the writing group room. 

I rushed after him, worried that something might be wrong; Tiger had been absolutely 

ecstatic to join writing group and now here he was, leaving the room.  When I caught up to him, 

I inquired as to whether he was okay, to which he responded, “I am embarrassed.  I wrote on the 
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access bus on my way out here today. It don’t [sic] match your topic.” I assured him that writing 

before writing group was perfectly fine and was actually encouraged; writing group didn’t just 

exist in a vacuum that ran from 5:00pm – 6:30pm, one day a week. Rather, writing was 

something that should be practiced often. I also informed him that he did not have to write on the 

topic that I had randomly selected; the prompt was meant merely as a warm-up and/or to help 

folks who may not know what to write about.  Brainstorming, if you will. Tiger was instantly at 

ease and decided to re-join the writing group. 

After the writing exercise, I opened the floor to participants to share their work with the 

group, if they were interested.  After the writing exercise, I opened the floor to participants to 

share their work with the group, if they were interested.  To my surprise, Tiger was the first to 

volunteer to share what he had written on the bus ride over.  Rather than read his prose, Tiger 

cleared his throat with a deep, guttural sound, began tapping the sides of his wheelchair, and 

rapped the following verse: 

Karma… 
Everything happens for a reason 

But this is not history 

So this is not treason. 

I heard you talked 

Behind my back 

But it’s okay because 
I don’t need to get even. 

Cause karma comes around 

Every season. 

The room was dead silent when Tiger had finished.  No one had expected him to rap a verse, 

especially one that was so powerful and as polished as this.  The silence soon gave way to 

applause and sounds of glee from the other writing group participants.  Cheers of, “Yeah, man! 
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Karma!” and “What goes around comes around!” wafted through the makerspace.  Tiger smiled; 

his face beaming from ear to ear. 

Once the adulation had quieted, I asked Tiger what had been the inspiration behind this 

verse.  He informed us that he had had a bit of a tough day; he had been bullied by a worker who 

told Tiger that he couldn’t do something he had wanted to do because “he said so.”  Instead of 

fighting with the worker, Tiger said that he put pen to paper to “write his feelings out.”  He noted 

that he felt “angry and powerless” but through his writing, he was able to “take back my (sic) 

power and calm down.” When asked if the verse had been written to be rapped, Tiger noted that 

it had not, that he “had been writing just to get it out” and that when it came time to: 

…share my truth, it felt natural for me to spit the words out in a rap – real - and when I 

was done, I felt like I was in control of my life again and I knew what I had to do – I am 

going to call my service coordinator when I get home and report the incident. I am a 

human being.  I have rights, too, and I don’t have to do anything just because somebody 

say so.  I am in charge of my life.  Rapping makes me feel like that.  Rapping makes me 

feel like a God. And that worker is gonna get they karma. Cause you can’t just treat 

people like that. Ever. 

For Tiger, the act of writing was certainly powerful but when a multimodal component – in this 

case rapping – came into play, Tiger felt empowered and liberated; feelings not exclusive to his 

non-disabled peers but certainly weren’t societally expected of him as a person with disabilities.  

When Tiger got home from writing group that night, he did, in fact, speak with his service 

coordinator, who assisted him in filing a complaint.  Tiger would later inform me that after an 

investigation, the worker was later released. While admittedly he felt guilty about the release, 

Tiger would note that this guilt did not outweigh his need for control over his own life. 
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Institutionalized thinking. Week two brought direct writing group participation from 

Tiger Prince.  He arrived at the maker space on time, came prepared with pen and paper, and 

wrote during our entire writing group time together. Our warm-up prompt for this week was 

“Tell Us Something About You.”  The group collectively decided that this would be a ten (10) 

minute exercise and that we would share our writing with the group before working on our 

individual projects. Tiger penned the beginnings of a new rap, titled, “Invincible:” 

Invincible 

I'm invincible because 

I’m a beast and nobody can 
Tame me or change me. 

Others don’t affect 
No matter 

What they do or say. 

I’m always going to do me 
From day to day 

I don’t play no games 
So, I might be a little insane 

In the membrane. 

As was the case in Week 1, Tiger shared his work by rapping.  Interestingly, he would go beyond 

the printed page while rapping; freestyling a second and third verse, which resulted in loud 

applause and cheers from his writing group peers.  Unfortunately, though, Tiger asked me not to 

share the freestyle in my research, as he considered it to be “too personal” and “too rough.”  I 

asked him if he would feel comfortable working on it during our remaining writing group time 

this week and then allowing me to share his work, to which he replied a firm “No, I don’t feel 

like working on that now. I have another rap I am working on. Right now, that is my focus. I am 

working on that for the rest of the time.”  I appreciated his honesty and told him so. 
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Tiger was also particularly chatty at this week’s writing group. He had heard about an 

Open Mic night that was held at the maker space, which was on this particular night, and he 

asked me if I would stay with him at least until the event started, so he wouldn’t be alone.  I told 

him I would do more than that – I would stay until his transportation showed up, so we could 

hang out together. And that is just what we did. 

Five minutes before the Open Mic started, the group hosting the event posted a sign-up 

sheet.  Tiger asked me if I thought he could participate and I responded with an “Absolutely!  

Why wouldn’t you be able to?”  His response was startling, “Because I am disabled.  They don’t 

want people like me here.”  I was dumbfounded.  His ability to participate in the event had never 

crossed my mind and certainly no one at the event stated any such thing. Tiger was an aspiring 

rapper who wrote great raps so why wouldn’t he be able to participate? So I inquired as to where 

this was all coming from, to which he responded, “I don’t know.  Me. That’s just how people 

are. They don’t want me here.” I informed him that this was absolutely not the case.  Perhaps he 

had had situations in the past that made him think like this but not all people were anti-disability. 

As a matter of fact, I actually knew the person coordinating the event and his brother has a 

disability so there was no way that he would ever exclude people with disabilities!  Tiger seemed 

relieved but not entirely convinced, so I not only took him over to the sign-in sheet for the event 

but I also introduced him to my friend and Open Mic host, Bruce Hopper [pseudonym], who 

welcomed him with open arms. 

Tiger’s response to the Open Mic participation is what I like to call, “institutionalized 

thinking.”  Institutionalized thinking comes from the idea that people with disabilities often 

respond to situations in an antiquated or “institutionalized” way. The thought that you might not 

be welcomed or allowed to participate in event does not come from the current situation.  Rather, 
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it comes from past experiences where that may have been the case, so instead of getting one’s 

hopes up, you go back to the thought of being unwelcomed and accept that its truth.  In doing so, 

the idea is that the pain of exclusion is lessened in anticipation.  Of course, this not often the case 

and by anticipating exclusion and therefore, not participating, results in missed opportunities, 

sadness, and unfulfilled lives. 

Institutionalized thinking can - and quite certainly does - also come from non-disabled 

people. The expectation that people with disabilities cannot do something or simply don’t want 

to do something because they are disabled are prime examples of this thought process.  In most 

cases, on both sides, this antiquated thinking is not meant to be malicious or exclusionary; rather, 

it comes as a result of a lack of understanding from either side, respectively.  However, the act of 

partaking in institutionalized thinking can, in fact, be paralyzing to those who participate.  For 

example, there two (2) people who had signed up to participate in writing group but then later 

did not show up.  I followed up with them to see if everything was okay and whether or not they 

needed an accommodation that might not have been met and the responses from both included 

things such as, “I didn’t come because I didn’t think the writing group was really going to want 

me there,” and “I am in a wheelchair and thought that if I came, people would be so distracted by 

the chair – you know looking at me and stuff – that I figured it would be better off if I stayed 

home.”  While these institutionalized thoughts are unfortunate, I see these moments as the 

perfect learning scenarios and do my best to help change perceptions that are entrenched within 

an institutionalized past. In the case of both of these potential participants, while they did not 

ultimately participate in the research-focused writing group, they did eventually begin to attend 

events such as acting classes and open mic nights and now attend the regular weekly writing 

group sessions at the makerspace. 
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That particular evening, Tiger transcended this institutionalized thinking, He not only 

actively engaged with the performers and attendees throughout the event but he also participated; 

rapping his latest writing group masterpiece, “Invincible,” with a brand new, freestyle second 

and third verse to the applause of the twenty people in attendance.  Later in the evening, he 

would also share two (2) additional creations, “Nothin’ Gonna Stop Me” and “You Treat Me 

Like Family;” both raps about real life situations that were personal to him and had come as a 

result of life experiences he had had. This moment of multimodality was perfection; Tiger grew 

as a writer and performer and the audience grew in their knowledge of their peer.  The night was 

extraordinary. 

Labels are barriers. Week three brought back the quiet, semi-participating Tiger.  This 

time he didn’t come with pen and paper, which is absolutely okay as I always brought extras of 

both items with me, just in case, and he opted not to participate in the opening freewriting 

exercise which was, “How do You Feel about Labels?”  Instead, he kept his ear buds in, 

mouthing the words of his favorite rap song, as the rest of the group wrote. 

When it came time to share work, Tiger removed his ear buds and respectfully listened to 

his peers share.  He then expressed to the group that he “hated labels” and that he “refused to let 

them define me, especially with CP [Cerebral Palsy].  I am more than a label. I am Tiger. 

Everyone needs to get to know me.  The REAL me.” Conversation continued for quite some 

time regarding the impact that labels had on how people were viewed by others.  Tiger noted that 

he had been labeled as “MR” or mentally retarded when he was in school and that this was 

damaging to him, in terms of his personal relationships. He explained: 

I hated being called MR.  I weren’t [sic] no MR. I was CP. Big difference.  Huge. 

People used to talk to me like I was dumb.  Like I couldn’t understand nobody. But I 
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could. I would get so pissed off…my mom used to calm me down about it though.  She 

said it didn’t mean nothing, that it was just for school and they need to label every damn 

thing and you know I believed her but I still see people from high school around and 

when they come up to me, they act like I don’t know what’s up.  They be acting like I am 

deaf – yelling all up in my ear like I can’t hear ‘em.  I am in a wheelchair stupid.  My legs 

are a challenge but I can hear just fine. 

Tiger’s response set off a whirlwind of responses from his peers, which will be discussed in their 

respective sections. Suffice to say, though, the entire writing group had their fair share of 

labeling experiences and many of these experiences – or the memory of them – found their way 

into their respective works, such as was the case in Tiger’s poem/rap: 

Conscious P: Know Me 

3 Tattoos 

And a great attitude 

To go along with the charisma. 

See the fire with my personality 

It’s the strength in me and I keep going. 

If you wanna know more 

Come get to know me. 

Nice man 

Never violent 

And never confrontational. 

I am who I am 

Not who you want me to be 

Best believe. 

There is so much power in Tiger’s words, as is the case of all writing group participants.  This 

week certainly showed me the value in not forcing the writing process; someone who may 

appear not to initially want to participate in the writing group on a particular week may have 
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other things that they are thinking about and may need some time to process the most appropriate 

way for them to relay them. 

The opening writing exercise for week four was to write about someone who had guided 

you and/or helped you find your way. As was always the case in writing group, participants were 

given the option to write on the topic at hand or they could write whatever came to mind. The 

point of the exercise was to simply get the creative juices flowing.  Many weeks, the initial 

brainstorming writing exercise crossed over into the longer writing time.  There were also 

situations where it actually took over the entire longer writing time period.  This was the case 

This week’s opening writing exercise was to write about someone who had guided you and/or 

helped you find your way. Initially, Tiger began writing as he always had, writing lines of poetry 

and/or rap that came to his mind. Sometimes the lines varied on subject matter and would be 

changed as he read his work out loud.  This week, though, as I observed the writing group and 

reviewed their subsequent work, I realized that he took the exercise further; editing and 

reviewing his work for clarity and comprehension. 

I’m Conscious P 

Silent but don’t 
Be wildin’ out 
Like Nick Cannon, get to 

Know me. 

I’m more 
Than a rapper and a song writer. 

I’m not perfect 

Nobody is but 

Have no fear 

CON is here. 

Know me. 

I am 

C-O-N-S-C-I-O-U-S P. 
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Interestingly, Tiger did not share this writing with his peers until later as he felt it “important to 

get things just right before putting it out there into the world.” When asked by one of the writing 

group participants what influenced this particular piece and why he had worked so hard on it, 

Tiger replied, 

All that talk last week last week about labels and now this week about guidance got me 

thinking.  People need to know about who I am.  I am more than a label.  Labels is for 

jars. Not people.  I saw that on a t-shirt last week after writing group and I believe it.  I 

also don’t need guidance from nobody but me.  I guide me.  I mean I have some help 

from time to time but I am me. 

Our words influence how we think.  In the 1930s, researchers began to examine the cognitive 

effects of labeling.  Benjamin Whorf, an American linguist, proposed the Whorf hypothesis, also 

known as the hypothesis of linguistic relativity or the Sapir-Whorf hypothesis, which notes that 

words don’t just exist to describe something; they aren't just idle placeholders - they actually 

determine how and what we see in our world (Whorf, 1940). Labels shape how we perceive 

people and although complex, can lead to marginalizing and stigmatizing. 

The importance of intimacy. If there were ever a week of confusion and delays, week 

five of writing group was certainly the week! Every single writing group participant had an issue 

with transportation – it was either late or their transportation turned up too early and they had to 

leave group early.  Transportation was certainly a barrier that I had anticipated in our planning of 

the writing group as transportation is one of the top areas of concern in current disability 

advocacy trends but I never anticipated it all happening all at once! 

Tiger’s transportation conundrum happened both coming and going; he not only arrived 

over an hour late and sick, no less, his return bus showed up early giving him approximately 
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fifteen (15) minutes in writing group.  While he missed the opening free write, which was about 

sharing and showing emotions, Tiger wrote voraciously during the time he was there – which 

was during the open writing session - about the topic of intimacy: 

It's a topic that some people feel uncomfortable talking about but I'm not 

everybody/some people. Intimacy is shared by two people that are ready to be 

intimate or they can wait until they are ready. 

I know love is real intimacy – a thrill – depending on if it’s real – to second base or 

off to home plate. 

There’s levels to intimacy. Physical and mental.  Emotional and maybe sexual – 
that’s intimacy.  This is a great topic because some guys wanna cop a feel or just 

want to look for sex because they think it’s in a relationship, but it’s not.  So don’t 
worry or don’t stress and remember it’s best to protect. 

Intimacy is a lot of things.  It could be even being in your dreams.  That’s the theme. 

Of intimacy. 

Before he left writing group, I asked Tiger why he had selected that topic to write about and 

he noted it was because “it was on my mind.”  He relayed that he met and was now dating a 

girl named Carrie and intimacy was something that had been on his mind for some time.  

Tiger was especially worried about sexual intimacy in particular as this was not an 

area that had been discussed with him because those close to him, including Tiger’s mother 

who, as he described “don’t think I can have even sex because of my disability but she is 

wrong - I sure can have sex and I need to be careful cause there is a lot of diseases and 

things out there.”  Sadly, before we could discuss this topic further, Tiger’s transportation 

had arrived and he had to leave. We would not breach the topic of sexual health again 

during our research time together as Tiger opted to work on his personal story for the 

remainder. But have had discussions with him since as his relationship with Carrie has 

deepened and they are now prepared to, as Tiger described “a whole new level of intimacy.” 
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The Butterfly. As we entered week six of writing group, I thought that it might be 

helpful to the group to do some writing about who they are and what makes them tick, 

specifically, “if you had the chance to tell a stranger about yourself, what would you tell them?” 

The writing was not formalized in anyway, running just as past writing group sessions had run; 

the topic was provided for guidance as at this point, some of the writing group participants did 

not come with things to work on and I wanted our time together to be fruitful and productive.  

Those who decided to write on this topic rather than on something that they were already 

working on, wrote voraciously.  Tiger was no exception. 

Prince of Reality 

Focus on the Passion 

And no games 

There are people that do 

the same old thing 

Trying to seek out 

a wedding ring 

To get the bling 

of material things. 

Just say “Cheese” 
and focus on me: 

The Prince of Reality 

Radical justice is to me 

Doing something that is risky 

And unseen by human eyes. 

Like Colin Kaepernick taking a knee. 

Radical is risky 

And justice is doing something that’s right. 
Doing something unseen by human eyes 

By someone like me 

The Prince of Reality. 

Left to right up and down 

Everybody can hear 

The sound of the of the day; 

I’m on the page; 

This is not a delay 
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Feels like an oven that is burning 

Off the range. 

Focus on me 

The Radical me 

I am Conscious P 

The Prince of Reality. 

Tiger worked on “What Makes Him Tick” for three (3) weeks, each week, sharing his 

story with his peers in writing group and refining his work.  Writing group participants helped 

Tiger to better focus on a specific area about himself as well as provide constructive criticism to 

him as needed. 

At the same Tiger and others were writing their stories, I was also in the process of 

creating a public event that focused on personal narratives.  “The Butterfly” was a two-night 

event where participants would share their stories on stage in front of a live audience. These 

stories would be written and rehearsed over a period of six-weeks; guided by a director – Piper 

White - who was experienced in facilitating and staging these types of productions. 

As we were in the pre-planning stages of “The Butterfly,” I spoke with Piper and inquired 

as to whether she would be interested in recruiting some of the participants from the writing 

group, who may be interested, for the performance.  She was receptive and quite excited at the 

possibility of including them, so during Week Seven of writing group, I informed the participants 

of this opportunity and Tiger and Luke jumped at the opportunity to, as Tiger so eloquently 

relayed, “speak our truth.” 

After week eight, our final writing group session, Tiger and Luke shared their stories with 

Piper who saw (and felt) their power.  She asked both gentlemen to join her in “The Butterfly.”  

Although this event was not subject for this dissertation, it is worth noting as the participation of 
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Tiger and Luke came as a direct result of their writing (and sharing) their stories in the writing 

group setting. 

Figure 7: Actors performing their stories at “The Butterfly” 

After writing group had ended, we had two weeks of writing and rehearsals for “The 

Butterfly.” Tiger, Luke, and a few other people – disabled and non-disabled - who had not been 

part of writing group for this research, shared their stories in a professional theater at 

performances on a Friday and Saturday night. There were lights, sounds, playbills, and a live 

audience at the performances. Both nights were well-attended and allowed each participant a 

professional platform to share their stories.  It was a beautiful moment for all involved and an 

event that we are determined to replicate in the very near future. 

Drago Lincoln: Creating and Accepting Identities 

“You know, sometimes this writing group really tests my patience...I don’t like waiting at 

all…but I guess you can say hearing other people’s stories has helped me…I mean, I helped 

them MORE but they helped me a little.” ~ Drago Lincoln 
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“Someone must’ve told me.” The story of Drago Lincoln [pseudonym] is not like any 

other; he just showed up randomly at writing group on the first week that it began.  When asked 

how he heard about writing group, he simply responded, “Someone must’ve told me.”  Someone, 

indeed. Yet to this day, no one knows exactly who that someone is/was, but I am truly grateful 

that our paths crossed. 

Drago is a twenty-something white male who self-identifies as having Asperger’s 

Syndrome.  According to ASPEN (Asperger Autism Spectrum Education Network) (2018), 

Asperger’s syndrome is defined as “a neurobiological disorder on the higher-functioning end of 

the autism spectrum. An individual’s symptoms can range from mild to severe.” All persons with 

Asperger’s syndrome are different – just as are every person in our world but some similar 

characteristics of people who have Asperger’s syndrome include social difficulties, superior rote 

memory skills, and difficulty understanding others emotions; all traits that our friend Drago 

carries with him and which were a challenge for him and at times, the writing group as a whole. 

While these characteristics did not adversely impact Drago’s writing, they did from time to time, 

impact his relationships with his peers in writing group, some of which will be shared here 

within. 

Navigating personalities and experiences. At our first writing group session, Drago was 

relatively quiet and quite honestly, I did not think that I would get him to even participate in the 

writing exercises for the week as he sat off in a chair in the corner with his ear buds in, listening 

to music on his computer. On occasion, he would shoot a stern glance at one of the other writing 

group participants and let out a loud belch that would set off a wave of dirty looks and squeals of 

“Gross!” He would then smile and then go back to looking at his computer screen. At one point, 

he even made his way over to the main writing table put his bare feet up on the table and began 
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picking his toenails.  I immediately asked him to be respectful of his fellow writers and to 

remove his feet. He blurted out a loud, “HA!”, then proceeded to remove his feet from the table.  

He then asked the person next to him, Tiger, if this writing group was really serious, to which 

Tiger responded, “Yes, now shut up and write.”  Drago then returned to his seat in the corner. 

I initiated our first writing prompt - write about someone you look up to.  This prompt 

was completely random and was meant merely as a warm-up exercise lasting five (5) minutes.  I 

noticed Drago glance over at me and the rest of the writing group members and then he began 

clicking away on his computer.  What he produced (and edited) in five (5) minutes is as follows: 

Its hard to chose who to idolize. Mostly I pick those who have lives more exciting than 

mine. Able to perform amazing feats and hate those who are mean, swindle, credulous, 

and such for no good reason. If I could become like them, I could make the world a better 

place, of course it will be harder than I thought but I hope I could adjust. 

Made during a stormy roar, we discovered a hidden door. 

Where it lead we’ve yet to see, but theres that fun in mystery 
Perils of traps dust and bugs, and creatures with creepy mugs 

Ah such adventurous fun, such beautiful wonder yet to be done, when will one 

experience some? 

And of course there are disasters that bring individuals closer together but I cant think of 

a good rhyme for that right now. 

As would become the practice each week after our writing exercises, I asked the group if they 

would like to share their work.  Drago yelled, “Me Me Me!” immediately and then scooted over 

to the main table in his chair with his laptop on his lap. 

“Can I read it?” he asked, excitedly. I responded that he could.  Drago then took a deep 

breath, cleared his throat and then began to read. 

Once he had finished, Ruby asked him what his writing meant.  “What do you mean, 

what does it mean?” Drago responded, obviously discouraged. 

“Well,” Ruby said.  “The writing prompt was to write about someone you look up to.” 
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“Yeah, so,” Drago snarled.  “I couldn’t pick more than one person.  There a lot of people.  

Like I look up to my mom and my dad, the rest of my family.  I look up to geniuses who do work 

with non-GMO foods.  And to doctors and dentists who do tons of work to keep us healthy. 

mean, why do I have to write about just ONE person when there are so many people out there?” 

“That is a great point, Drago,” I interjected.  “All of us come to writing group with 

different experiences in life and that transfers over to our writing.” 

“How do you mean?” Ruby asked. 

“Well it means that since we have all of these different experiences, we may interpret 

things – like events or questions – differently,” I responded. “And that is a good thing because it 

helps move us out of our own personal comfort zones, particularly in writing where we may fall 

into patterns of routine. Or even writing about what we think people want us to write about.” 

“You know, I believe that,” Tiger injected.  “When Drago started talkin’ about lookin’ up 

to other people that do great things, I started thinkin’ about my grandma and my Aunt Jaycee.  

They help me as much as my moms [sic] does. And my physical therapist is teaching me to 

walk.” 

“Walk? You’re in a wheelchair!” Drago interjected. 

“Yes walk, stupid,” Ruby came to his defense.  “Every week, Tiger goes to physical 

therapy and they help him build up his strength and they help him walk.” 

“I didn’t know they could do that. Cool.” Drago relaxed. 

“Yeah they help me.  But when I started writing, I thought only about me and what I 

does. And then you know, karma.  But now I wish I woulda wrote about some peoples that help 

me.” 
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“Well, the great thing about writing is, that it doesn’t have to end when you leave writing 

group today,’ I reminded the group.  “You can write on the access bus on the way home.  When 

you get home. Heck, you can write in coffee shops – wherever.  The point is to do it whenever 

you can and whenever you are moved to do it! 

“That’s how I always write my stories,” Drago interjected.  I write a lot of my science 

fiction stuff after I go to the science museum.  Is that weird? That’s weird isn’t it?” 

The room interjected a hearty “not at all;” inspiration came when it came. In writing 

group, we often free write about things that are important to us or that we may have encountered 

during the week leading up to our writing group, which is simply done to get our creative juices 

flowing.  Drago’s science fiction stories that came out of his visits to the science museum are 

much more than just pulp stories of ancient aliens. Imbedded within his stories are inquiries and 

reflections of health and relationships, as you will see in the weeks to come. 

Tivilithagon and the writing group as safe space. During week two, Drago refused to 

participate in writing group by writing pen to paper (or even finger to keyboard).  Instead, he 

opted to draw pictures of a dragon, which he called “Tivilithagon.”  He painstakingly worked on 

the image, even while suggestions were given that he should return to the group to actually write.  

Once complete, after approximately thirty (30) minute, Drago grabbed his computer, put it into 

his computer bag, turned on his heels and said “I’ll be in touch,” before exiting our classroom in 

the makerspace.  I would later follow-up with him to make sure he got home okay and that 

everything was alright and he informed me that he had “written all day at home and (he) was not 

interested in sharing with anyone this week.”  I did not press the issue; rather, I thanked him for 

coming and for drawing and told him that I looked forward to seeing him next week. 
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Figure 8. “Tivilithagon” by Drago Lincoln 

He then contacted me by phone before week three to let me know that he had been struck 

by a vehicle a day before our writing group meeting, and although he was fine, he felt too 

embarrassed to stay at and participate in writing group.  I explained to him that there was no 

need for him to be embarrassed – none of us at writing group even knew about his accident – and 

inquired as to what took place and to whether he was okay. Drago relayed the following 

information to me: 

So I was out walking and got kinda antsy waiting at a stoplight and the light turned green. 

Like I knew the light had been red and all that but I didn’t feel like waiting…you know 

how that goes. So I just stepped out into the street when the light changed and the car at 

the light hit me.  Didn’t hurt me but I fell and freaked the shit right out of the driver of the 

car. I just bounced back up, like the Tivilithagon that I drew at writing group would, and 

went about my day and that was that…I started drawing the Tivilithagon when I got 

home from getting hit and it helped me stop thinking about getting hit and stuff. Then I 

went to talk to my mom and told her what happened with the car and she took me to the 

emergency room to be examined. I was pretty pissed because I hate the doctor and 

because I am an adult and can do whatever I want even if I do have autism but while we 

were waiting I kept working on my Tivilithagon picture and then started writing a play 

called Motivation Spirit.   It’s a play about supporting your friends and stuff.  I’m not 
sharing it with the group until I am ready.  Just so you know. 
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I was so thankful that Drago let me know what had happened and that he was okay. I had not 

expected what would be deemed as the “car incident” in writing group had not only happened 

but would wind up being such a source of inspiration and self-expression for Drago. Drago 

would use his writing group time, as Art Therapists would appreciate, for self-reflection and self-

expression. 

This situation also brought to mind how the “real world” could and often was dangerous 

to persons with disabilities; particularly those on the autism spectrum.  There was safety within 

the writing group walls but once outside, all bets were off.  As a group, we decided that each 

week, we would save time at the beginning or at the end of each session to discuss things that 

might be on the writing group participants’ minds, things they might need help with, or simply 

things they wanted to talk about.  It was my hope that through these conversations, as informal as 

they may be, that they might assist folks like the Tivilithagon picture had helped soothe Drago, 

when they were going through things that they might not understand or perceived as being scary 

or uncomfortable.  

Week three brought a very active and engaged Drago to writing group.  He had shaken 

off the dust of the “car incident,” although it was mentioned no less than ten (10) times 

throughout the writing group.  Drago was eager to get started writing when he learned that the 

topic was “How do You Feel about Labels?”  - a topic that was near and dear to his heart due to 

his autism diagnosis.  Drago noted that he struggled daily with his diagnosis because “People 

stop seeing me as Drago and only see me as autism.  I am more than autism.  I am ME!”  His 

writing this week, which took the form of a short narrative, was painstakingly written. Drago still 

listened to his music to keep outside noises at bay, but he was exceptionally focused and kept 
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typing his narrative – or what he deemed as his ‘truth’ - with much editing in between – until 

writing group came to a close. 

I AM ME! 

I often feel it hard to describe myself. Being an autistic [sic] I sometimes have difficulties 

in social situations. I do my best though. I will say that I have a special sense of justice 

and fierce temper that gets me into unjust situations despite my efforts and I also tend to 

hold a grudge to those who give me hard times. I have concerns for environmental 

welfare and wish to do something about it, not to mention other things too. My interests 

are vast and I don’t know where to start and its often so hard for me to play favorites. 

Several, no many times in the past I have wanted revenge to those who tormented me 

and/or gave me a hard time. You might think I wanted to kill them but I don’t want dead 

bodies on my hands; that would make me just as bad as them. I view pranks/humiliation 

is a better alternative. Freak em with animals, make mess on their bodies, sometimes strip 

em down. I also think that with enough sneakiness I could prank those who are making 

our country and planet worse. That includes Trump/45, Kim Jong Un, Hugh Grant, 

rapists, people who escape the law, creeps like that. Make them anger out of control and 

lead em into a mess and lower their public images. If you think that makes me like them, 

remember that they started it and being passive is not going to work on them. 

Broadly speaking, art promotes emotional and mental growth; through exploration and 

expression.  One of the hallmarks of autism is impaired communication (ASPEN, 2018). Self-

expression and/or language can be especially difficult.  For Drago, expressing feelings and ideas 

through writing is very natural for him and results in a form of relief from the daily struggle he 

has with communication.  In many ways, art helps to mitigate behaviors that may adversely 

impact someone with autism. 

Identity. The opening writing exercise for week four was to write about someone who 

had guided you and/or helped you find your way. As was always the case in writing group, 

participants were given the option to write on the topic at hand or they could write whatever 

came to mind.  What inspired or had guided Drago this week was a silly little word that he had 

heard on NPR, flibbertigibbet or “a frivolous, flighty, or excessively talkative person” (Oxford 

Dictionary, 2018). 
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I asked him how the word had guided or and had helped him find his way and Drago 

responded that the word “defined me – I now know what I am – I am a proud flibbertigibbet!  I 

had no idea before I had heard that word.” 

Flibbertigibbet and estatic abound 

Thoughts wiz a zagging like lost and found 

Nuzzling the mind like a glisering pinball 

Questionable thinking with a warblory call 

Such is my mind yet I care nary so 

Rearing to shine out with a hugorgous blow 

I try to help others and stop injustice, even if I don’t understand whats going on. But 

news of the degrading world pains me as I feel useless as helping in such cases is right 

now out of my power 

I was moved by Drago’s connection to and definition of the word “flibbertigibbet” to his own 

personal identity; especially within the context of my own experiences with art and disability. 

The term identity is often used to refer to the self, expressions of individuality, and the 

groups that people belong to (Dunn & Burcaw, 2013). Disability is considered to be an identity 

type. Disability identity “refers to possessing a positive sense of self and feelings of connection 

to, or solidarity with, the disability community. A coherent disability identity is believed to help 

individuals adapt to disability, including navigating related social stresses and daily hassles” 

(Dunn & Burcaw, 2013). However, persons with disabilities certainly have the capability of 

creating their own self-identities, that do not necessarily include their disability (Mazur 2016; 

Murugami, 2009) as the disability portion of one’s identity can often result in a barrier that 

results in discrimination and stereotypical mistreatment. 

I often observed, in this research and beyond, that many persons with disabilities find a 

level of comfort in combining the worlds of art and disability and that this comfort results in 

considerable personal growth.  Simply put, the Arts play a positive role in the formation of one’s 

disability identity and culture. Evaluations of arts-based instruction support the suggestion that 
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arts-based teaching and learning enhance self-esteem and helped to build self-confidence for 

individual artists; including artists with disabilities (Mason, Thormann, & Steedly, 2004; Mason, 

Steedly, & Thormann, 2005). 

Art is a way of communicating. Drago arrived at writing group nearly thirty (30) 

minutes late on week five. When he arrived, he was like a bull in a china shop; he knocked over 

chairs, bumped into and slammed his computer on the writing table, and belched so loud he 

could be heard in the offices of the makerspace.  I asked him if he was okay, and he responded 

after laying his head on the desk with his arms covering it, “No.  My staff didn’t show up so I 

had to wait for an Uber.  I am pissed.”  I assured Drago that everything was going to be okay and 

to just take a breath – most of the writing group had run into difficulties getting there this week 

and it was all going to be alright. He sighed loudly and with the raking of his chair on the floor, 

Drago sat up straight and said, “Ok so what the heck are we writing tonight?”  I explained that 

since we were still missing a lot of folks, we were going to have an open writing time where we 

could work on our individual projects. 

Drago then leaned over to Tiger and asked, “Yo, bud, what are you writing about?”  

“Intimacy, man. Intimacy,” Tiger responded. 

“Intimacy?” Drago asked, “What’s the heck is that?”  

“You know like getting close to somebody. Like sex and stuff!” 

Drago then made a loud retching sound and replied, “That’s disgusting!”  He then proceeded to 

move to the other side of the table. We all looked at him, shocked by his behavior towards 

Tiger, and he immediately said, “Sorry man.  I just don’t like that mushy stuff.  The thought of 

people touching and kissing is gross.  Maybe it is my autism but I just don’t like it. So I will just 
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sit here and write my stuff.”  Tiger responded with an “It’s okay, bro.  I get it,” and then we all 

went back to our writing. 

Needless today say, Tiger’s worked had nothing at all to do with intimacy; instead he 

retreated to his favorite topics – bullying and dragons. 

A temper so ire 

Bullies that love tormenting 

Beware of my wrath 

Rivers flow gentle 

Trees that sway and sing beauty 

Perfect place to play 

Dragons fly and flame 

Guarding health, secrets and treasure 

Oh such mysteries. 

The End. 

Oh PS. I’m proud of my skill and that the poem that is gonna be used, now if only I had 

more confidence in them. I am also proud of my Draconian traits but I wish I had more 

opportunity to use them. I was at first defiant of my Autism but in time I grew used to it. 

In his poem and footnote, Drago shows how art is a way of communicating about bullying, 

health, nature, and of course, disability.  He uses his platform – in this case, writing – to share his 

initial defiance of having autism, while also sharing that he has accepted autism as being a part 

of who he is. In many ways, the Arts allow us to represent ourselves and our realities in ways 

that may be difficult in our day-to-day lives. Interestingly, though, the Arts also allow us to hide 

behind a mask, if you will, where we can express our desires and needs, wants and thoughts, as 

we explore experiences and topics that we might find difficult to process or understand. And 

writing group gave participants a safe and secure environment in which to create and share these 

experiences and topics. 

Addressing serious issues through writing. During week six of our writing group time 

together, Drago began drafting the play, “Sullen Sides in Life.”  This play is about a boy named 
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Tommy who has a challenging time in high school.  With the help of his friends and an 

interesting spirit named Dream, Tommy and company addresses serious issues such as bullying 

and suicide, head on. I had not anticipated that Drago would write a play; the majority of the 

work that he did in writing group was by way of poems and his novels.  To say I was pleasantly 

surprised by his decision would be an understatement. 

Sullen Sides of Life 

Regular light center stage to a bathroom with a sink, mirror, and toilet as LEAH slumps 

over the sink in a sunken state. Blood red smears from cuts are on her wrists and her 

makeup is ruined because of tears and smudges. TOMMY is now standing stage left as 

spotlight softly illuminates him, soon another spotlight lights up LEAH as she softly cries 

into her hands. 

TOMMY 

Whats going on? LEAH? What are those cuts on your arms? Are you alright? 

DREAM 

She can’t hear you. Just observe… 

LEAH (sobbing) 

Why do I bother? Why didn’t I listen to Momma? I just wanna…wan…(sobs become 

uncontrollable) 

TOMMY 

She’s lonely isn’t she? Doesn’t DANIELLE realize that? 

DREAM 

Sad but true (lighting turns blue) there are opportunistic bullies who pick on others 

whenever they like. 

LEAH 

I should just (pounds sink) kill myself! Nobody will miss garbage like me… 

LEAH’S PARENT (coming onstage) 

LEAH? LEAH! (cradles her and holds up one of her bloodied arms) Oh not she’s slit her 
arms again! (mid stage blacks out) Where did we but those bandages? 

TOMMY 

She could’ve killed herself. Her family would’ve missed her. What was she thinking? 
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DREAM 

And what about you? She is fortunate she has such caring parents. But family may not 

always be enough. Good friends are just as essential no matter how different they may be. 

TOMMY 

I hope she gets better. 

While initial scenes from the play were missing things such as stage direction and at some points 

action, Drago made great progress on a really timely and interesting play.  His dialogue and 

character interactions were thoughtful; writing group participants were able to visualize robust 

characters that seemingly leapt from the page. 

The biggest difficulties Drago had with this (and other) early scenes that he wrote for the 

play is that he does not take constructive criticism very well and he also has no use or time for 

edits of any kind.  In terms of criticism, there were a few times that you could not follow the 

dialogue of the characters in the play; it was very confusing and challenging to understand.  

When this was noted to him by the writing group participants, he got angry and left the room.  

Once he had time to calm down, though, he returned to the room, apologized and told us to 

“make any change you want.” I explained to him that we were not suggesting making changes 

just because we wanted to but because we wanted to make his play better. Once he put pen to 

paper and gets out what he wants to get out, he moves forward; leaving the past behind him. 

Editing through agitation. Drago finished his play before the week seven writing group 

session. I was able to take a quick look at his play before writing group started and noticed that 

he still needed edits, which incidentally, he was still dead set against doing.  When everyone 

arrived at writing group, we did a table read of his play. A table read, for the purpose of our 

writing group was the group participants, sitting at the writing table, taking turns reading the 

script aloud, so we had an idea of any problems with dialogue, issues with the story and to give 

89 



  

 

      

 

 

 

 

 

 

 

 

 

   

    

      

 

 

 

 

us a basic overview of what the final script will sound like when it is complete. This time, 

though, we also invited the writing group participants to offer ongoing constructive criticism; the 

participants asked to interject immediately if something was unclear or they wanted additional 

information. We began to read the script from the beginning. 

With some reluctance, Drago listened to the criticism of his peers and light editing was 

made as we read.  Drago though, refused to make any edits of the script on his computer.  

Instead, he forwarded a copy of the play to me and told me that if I “wanted updates, then you 

are gonna do ‘em!”  To keep the peace, as I could already see that Drago was agitated, I agreed 

to help and make any changes.  I told him I would email him the updated copy as soon as we 

were finished.  He snarled at me in utter frustration; he was aggravated that we had not found his 

work “perfect” and that this was his first piece of writing that wasn’t “write it and forget about 

it;” this work was very well done and needed to be shared beyond our writing group walls.  To 

do that, though, it needed a little work. 

After the first round of edits, Drago requested that we stop working on his play 

“immediately.” He informed the group, “there are other people who need your assistance, too.  I 

will work on my play at home and email it to you after I am done for additional input.”  Drago 

was never one to allow his writing group peers to occupy more time in writing group than he did.  

As a matter of fact, he made a point of ALWAYS making sure he monopolized the most time.  

There were times that his need to be the center of the writing group’s attention bordered on plain 

rudeness but the other writing group members always took it in stride; realizing that this was 

simply something Drago needed to be comfortable in the group. This time, though, Drago was 

angry and discouraged and he’d had enough.  Drago’s parting words that week were that he 
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would share “Motivation Spirit” with the group next week.  He then looked to me and said, 

“email me what ya got,” closed his computer, said “my Uber is here” and left. 

“What the hell was that?” Ruby asked, as the room quieted with Drago’s departure. 

“Well,” I explained, “Sometimes criticism is difficult.  We all work really hard on our 

writing and we think what we write is perfect and we want it to be accepted.  Drago was a little 

uncomfortable that we asked him to make changes.” 

“Yeah, well, he would be more uncomfortable if he put some of that crap on stage the 

way that it was before we started reading.  Talk about embarrassing!”  Ruby replied.  

“Right?!” Tiger replied. “Some of that was confusing!” 

“Oh, it’s time to go!” Ruby said, looking at her watch and then jumping to her feet. “See 

you next week.” 

Saved by the bell. 

Certainly, constructive criticism is challenging for all artists; we all love to think that our work, 

as drawn, painted, written, etc., is perfect as soon as it comes from our brain to the medium we 

are sharing it.  But for a person on the autism spectrum, constructive criticism can be 

challenging; it may become an additional source of stress and frustration. While every person 

with autism is unique and not everyone responds to constructive criticism in the same way, it 

was important to consider this possibility in my planning of this research. So, as I planned, I 

thought about why the constructive criticism piece was so important in this particular writing 

group situation. 

Appropriate feedback contributes significantly in developing competence and confidence; 

it helps the person receiving the feedback think about and identify ways to improve (Hardavella, 

Aamli-Gaagnat, Saad, Rousalova, & Sreter, 2017). While the feedback provided in writing 
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group is informal, it is still meant to assist the writer in becoming better at their craft.  If we do 

not provide this feedback – informal or otherwise – the writer may not think anything is wrong 

with their work as it is and will continue the same patterns of writing which can build up false 

perceptions (Hardavella et al., 2017). These patterns, one of the typically recognized fortes of 

the autistic mind, can be extraordinary problematic. So I decided that the best way to breach this 

issue with Drago was to ask him about it – face-to-face, one-on-one. So I called him and asked 

him to come to the makerspace 30 minutes before Week 8 of our writing group. 

“Am I in big trouble?” Drago asked, as he entered my office at the makerspace on Week 

Eight. “Cause I feel a little like I am in the principal’s office.” 

“Absolutely not!” I said, motioning for him to sit down next to me at the table.  

“How are you doing this week?” 

“Fine. Can we just get to the point of this meeting, please?” He asked, standing at the 

table instead of sitting down. 

“Sure,” I smiled.  “I just wanted us to talk about editing your work and why it’s 

important.” 

“Not this again,” he said and then sighed loudly. 

“Well we have to talk about it.  Your work is great and I want to see you do great things 

with it but it needs to be edited.  Can you talk to me about why you don’t want to make any 

edits? I mean, you can get someone to do it for you but then it’s no longer just your work.  

Unless, you don’t want to have this work performed or published.” 

“I want it performed.  I just hate editing.  There, I said it.” 

“Can I ask why you hate editing?  Just out of curiosity?” 

“Well, for starters, it makes me feel stupid,” he said, still standing, hands on his hips. 
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“It shouldn’t.  Editing is a natural part of the writing process.” 

“You say that but I tell ya, it makes me feel more…more…autistic.  Like my brain isn’t 

working right or something,” he said, sitting down.  I was shocked by his response. More 

autistic. It hadn’t occurred to me that something like the editing process could be so problematic 

for Drago but for someone with a neurologic sensitivity, it made perfect sense; he picks up 

everything that is said, takes it to heart, and doesn’t let things go.  I had to rethink about how I 

would handle the criticism process. 

“But I get your point,” he continued; his response surprising me yet again. “You know 

about editing and I think it is a good idea and we can do it…I really want my play put on stage so 

I know I have to do it…it just gets under my skin…now can we go and write now?” 

“Absolutely,” I smiled as Drago got up and left the room.  Drago was an “idea” man.  

Moving forward, criticism needed to, at least at some level, come by way of ideas and 

suggestions rather than by tossing out solution after solution, that serve only to escalate his 

sensitivity and ultimate reaction(s) to the situation.  Hair trigger emotional responses, especially 

for a person with autism, can be quite challenging.  If these responses can be eliminated by 

changing how said criticism was relayed, then it was worth it. 

“Motivation Spirit.” After our brief meeting before week eight of writing group, Drago 

was surprisingly extra enthusiastic and excited to officially share his play with the group – the 

play he began working on after he got hit by the car – Motivation Spirit. Motivation Spirit, like 

Sullen Sides in Life, also touches upon bullying and includes an ethereal spiritual.  The difference 

lies, though in that Spirit spurs people to change their behavior and to support their friends and 

family. 
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After his demeanor the week before, I had not anticipated his excitement in sharing the 

play. I actually asked him where the change of heart was coming from, to which he responded, 

“My therapist. He told me you were only trying to help. And so did our talk, of course.” 

“Well, that’s good,” I replied.  “We want your play ready for the stage and this way, 

when it is time, you will have a play everyone will want to see!” 

“Yeah,” he said. “He told me that, too.  I’m not sure I believe ‘em but I figure I will see 

how I feel.  And this IS the last week.  I don’t want that ruined.  And I thought maybe you could 

order pizza or something and that would make the editing easier.” 

“Pizza, huh?  Whose idea was that?” I asked with a laugh. “Your therapist?” 

“No. Mine.  I’m starving and I love pizza so its win-win!” 

“Well, lucky for you then because since this is our last writing group meeting, I ordered 

food and it will be here shortly,” I laughed. 

“Pizza?”  Drago asked. 

“Pizza,” I replied. 

“Non-GMO?” he asked. Drago, when he was not writing plays and novels, was an avid 

activist that was very interested in ‘clean’ eating. 

“Absolutely not,” I responded.  “I ordered it from the pizza place around the corner.  I did 

get a vegetarian pizza, though.” 

“Hmmm…” Drago touch his chin as though he was in deep thought. “Yeah, I guess that 

will do for this week.  But next time, non-GMO pizza, drinks, and snacks.  Now can we read my 

play?” 

I smiled. Drago had come so far.  He had gone from being closed off and at times quite 

shy to someone who felt comfortable enough to share not only his writing but his humor and 
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incredible personality. That week we did, in fact, read the play and encourage editing.  We also 

praised Drago for all of his hard work.  And in a closing writing assignment, Drago wrote a short 

soliloquy that would be how his incredible play would end. 

SPIRIT 

(Spotlight on Spirit) As I’ve said before not everyone can see me. More to the point, 

although I do my job well I can’t be everywhere at once. Plus with bullying becoming a 

more serious problem these days I’m really on a tight schedule. I need your help and 

anyone else you can reach to. Support your friends and offsprings, learn how to tell when 

someone is down in the dumps, and care as often as you can. Even the other good spirits 

have a lot on their hands. Whether you believe in us or not spirits nor any external help 

will always be there. You have to help others and yourself or nothing good will ever 

come to pass. Now I got to get going. You’ll be doing the world a good service by 

heeding these words. 

(Spotlight fades to dark) Taunting pushes down the small. 

And especially those who haven’t started 
Encouraging lightens and gives one wings 

All with drive have everything in reach. 

Drago’s soliloquy was replete with commentary on bullying and relationships and spoke 

volumes to his development and growth as a writer and as a person.  When he first began writing 

group, Drago was withdrawn and at times down right rude to his peers.  Now after eight short 

weeks, Drago had established friendships and had grown comfortable and confident in his role as 

a writer. He was editing his work and was excited to see his work come to life on stage. 

Additionally, since our time together in writing group, he has taken acting classes and quite good 

at improvisation techniques, of all things!  Our friend has come a long way. 

Destiny Gilmore: Speaking His Truth 

“I was always told poems HAD to rhyme to be poems.  So that is what I did – I rhymed.  But now 

I know better.  There’s a place for rhyme but there is also a place for free verse, which is really 

where I want to be.” ~Destiny Gilmore 
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Hypomania and trust. Destiny Gilmore [pseudonym] came to writing group during our 

second week courtesy of Drago.  Destiny and Drago had known each other from a day 

habilitation program that they had previously attended together and then left due to in Drago’s 

words, “their failure to provide services to people who are higher functioning.” They had 

become fast friends during their time together there, though, and had remained in touch; meeting 

for coffee and attending social events such as writing group, together. 

Destiny is a twenty-five-year-old Latino male who self-identifies as having learning 

disabilities (LD) and hypomania.  Hypomania is a form of bipolar disorder and according to the 

American Psychiatric Association (2013) publication, the Diagnostic and Statistical Manual of 

Mental Disorders (DSM–V), the formal diagnostic criteria requires at least three of the following 

symptoms for at least four days: “inflated self-esteem or grandiosity; decreased need for sleep; 

increased talkativeness; racing thoughts or ideas; marked distractibility; agitation or increased 

activity; excessive participation in activities that are pleasurable but invite personal or fiscal 

harm (shopping sprees, sexual indiscretions, impulsive business investments, and the like)” 

(APA, 2013). For mania, the symptoms are mostly the same, except that the DSM-V specifies 

that the manic episodes “last at least one week, lead to hospitalization, or include psychotic 

symptoms” (APA, 2013). Destiny was challenged every single day in terms of controlling his 

hypomania and while many days were good, there were others when he came to writing group 

where things were bad for him. Still, he showed up and participated with the group, as best as he 

could. 

Each week, Destiny always opted out of writing using the prompts provided by the 

Principal Investigator. Instead, he brought his personal writing with him when he came to 

writing group; literally hundreds of pages of poetry and prose that seldom had an error or was 
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not grammatically sound. This process began his very first week in writing group. When I asked 

him when the writing had taken place, he always said, “last night – I wrote from 1:00am to 

5:00am – I couldn’t sleep.” He would go on to explain: 

Hypomania can be terrible.  Like my mind never shuts off.  Literally never shuts off.  So 

I write on my computer.  And now I type pretty fast because I am like the greatest 

keyboarder in Buffalo because I always have so much to say…I write really good, don’t 

I?  I don’t ever make mistakes when I type but if I do, it is probably because of the 

autocorrect feature or something…I am working on a book right now that is like Tolken.  

I have my own maps and everything.  But I have it on hold until writing group is done 

because I have wanted to write a lot of poetry lately…I don’t know what it is. This group 

makes me want to write poetry.  So that’s what I do.  All night long. And I feel like 

writing poems is helping me because I have been going through a lot of stuff and I am not 

being heard… 

Writing group participants heard Destiny loud and clear when he shared one of the dozens of 

poems that he had written the night before, The Beauty Unseen. 

The Beauty Unseen 

What is the world without beauty? 

Without beauty, one has no duty. 

Off of beauty, we all thrive. 

Without beauty, we would find no drive. 

Beauty is in all, 

Even to the point of making us its thrall. 

We overlook beauty in all we do, 

Without beauty, to thy own self one cannot be true. 

Beauty is in in the eye of the beholder, they say, 

But they have never met a gay. 

We see beauty in all, 

While others nay overlook it in their self-righteous gall. 
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They are quick to hate, 

But really, why should anyone discriminate? 

Aren’t we all from the same plate? 

While one’s journey is never tread twice, 

Life is the maze and we are the mice. 

Led to an end destination, 

We follow our paths without hesitation. 

But why follow what is dictated, 

When, in our own ways, we have all deviated. 

So what makes one so different from others? 

Is it our personality that can differ, even from biological brothers? 

Why obsess on trivial matters? 

Look upon the puzzle one scatters. 

Piece it together to see a bigger picture and only then will you see that none of it truly 

matters. 

One must look upon that puzzle to see the beauty misplaced, 

For without the whole, the pieces could never be placed. 

One has to look beyond the narrow scope, 

For only then can we truly know hope. 

What struck me after Destiny read The Beauty Unseen was how Destiny rhymed every other line. 

Sometimes, his words seemed forced; he was using the perfect rhyming word rather than the 

perfect word for the next line.  Not to take away from the work he had been doing, surely the 

rhyming was exceptional but somehow, it felt as though the rhyming was taking away from the 

voice Destiny was trying to get out; things felt forced.  When it came time to provide feedback to 

him, I shared this exact sentiment with him.  To say he was angry with me was an 

understatement. 

“Forced?!” Destiny yelled as he slammed his folder of poems on the table.  “Forced? 

Rhyming is hard as hell!” 
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“It is,” I responded, softly. “And I am not saying that what you are writing is bad.  

Actually it is quite good.” 

“Then what ARE you saying?” he asked, his face getting red as his breath grew heavier. 

“I’m saying that you are a great writer but I think you can be an even better one if you 

say what is on your heart and not try to rhyme the lines.  Just get it out as it is – in free verse – 

you want me to hear your voice, then show it to me.  Don’t hide behind rhyme,” I replied and 

slowly Destiny’s color started to return to normal.  I continued, “Here let’s try it now.  You write 

a poem.  Any topic, any mood. For five minutes.  That’s it. The only thing you can’t do is rhyme 

the last word of every other sentence.  We will all do it.  How’s that?” 

Destiny sighed loudly.  Then with a firm, “Ok, fine,” he grabbed his pen and a piece of 

paper and began to write.  The Darkness was what came out of this exercise. 

The Darkness 

The tears I spill seem so endless; 

Tears that are full of so much grief, pain, and longing; 

Grief, pain, and longing that are derived from deep felt loneliness, rage, hatred. 

A loneliness, hatred, and rage so potent it debilitates. 

A combination so intense, it penetrates the deepest parts of my being. 

These tears I shed, each one bred from the darkness that is my soul, 

The darkness becomes an all-consuming conflagration until I know no different. 

It becomes me, causing me to feel nothing more than the hate, pain, and longing. 

I become the darkness, and in doing so, become numb; 

Numb to love, connection, and all emotional attachment. 

The darkness within me has become so engrossing; I’m at peace with it. 

Sure, I save everyone else, but who will save me? 

I’m drowning in my own dark despair and am in need of saving 

Who will come and save me, 

Come and save me from myself? 

As frustrated as Destiny was with me at that moment, The Darkness was quite possibly one of 

the best poems that I had read of his; and it was written in less than five minutes! The rest of the 

writing group also echoed this sentiment and praised him for an exceptional piece of work. The 

99 



  

 

    

 

   

 

 

   

 

   

 

poem flowed without barriers; it was not bound by rules that had been given to Destiny early in 

his writing career, as he later told us, “I was always told poems HAD to rhyme to be poems.  So 

that is what I did – I rhymed.  But now I know better.  There’s a place for rhyme but there is also 

a place for free verse, which is really where I want to be.” And although rhyme would show up 

again from time to time, Destiny was always conscious of and would weigh its use before 

writing his truth. 

Figure 9. Writing group participant creating. 

Emotional release through freewriting. Week three was a rough week for Destiny.  I 

would later be informed that this was the week that he had decided to stop taking his medication 

which he needed so desperately to treat his hypomania. His behavior when he arrived at writing 

group was quite erratic; he would find it challenging to sit down at the writing group table, his 
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anxiety was elevated, and his temper fuse was short.  At one point, he nearly came to blows with 

Drago because Destiny had taken issue with the questions he was asking about one of the poems 

he had shared from his writing the night before. 

When it came time for freewriting, though, Destiny calmed some.  He took a seat at a 

corner table to the left of the main writing group table and asked me for a pen and paper because 

he had forgotten his today.  I happily handed them to him and told him that I was excited to read 

what he was going to write today. He nodded his head before looking down at the paper before 

him and then began to write.  He was pressing so hard that I could hear the pen on the desk – as 

could all of the other writing group participants – but everyone kept on task.  Mostly because 

they were afraid of how Destiny would respond if they said something but also because they 

realized that he was going through a difficult patch; a patch that they could all relate to going 

through themselves from time to time.  This particular freewriting exercise lasted fifteen 

minutes, primarily because as Destiny wrote, he cried softly; the tears that he did not wipe away 

with the back of his hand landing on the paper while he composed, To Care. 

To Care 

I feel I cannot afford to care anymore, 

To care means to pay the price of letting go. 

All my life I’ve cared so much it hurt, 

It hurt to the point of debilitating pain. 

I have cared so much and lost so much more than I’ve cared for, 

For me, I feel I can no longer care, 

So I live numb, 

Numb to connection and love, 

Numb to everything but pain, loneliness and longing. 

I have become the thing I loathe most, 

Something so revolting, ugly, and dark. 

I feel that when I reach within, 

All I see is the black tar that is my soul, 

Bubbling and festering, always stewing, 

Becoming cold, callous, calculating, 
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Spiteful, vengeful, and angry. 

I wish the day would come, 

The day someone shows me that caring is worthwhile. 

And so I wait 

I wait, filled with such negativity, 

Wait for someone to help me care enough to care. 

Destiny could not read the poem himself, he needed to compose himself.  Once he finished 

writing, he asked if I would read the poem for him, excused himself and went to the bathroom.  

While he was gone, I read the poem to the group. When I finished reading, it felt as though all of 

the air had left the room.  We were all taken aback by what Destiny had written; many of us 

drying our own tears from our faces. 

No words were spoken between any of us for a good five minutes until Drago blurted out, 

“Well that was the fast track to suck. Can I read mine now?”  We all laughed at Drago’s 

bluntness and just before he began to read what he had written, Destiny popped his head into the 

room and told us that he would see us next week.  I leapt to my feet so that I could walk him to 

the door.  He quickened his pace when he realized I had done that and he left before I could stop 

him. Clearly, today had been too much for him and I worried that things would get worse for 

him.  Sadly, they would. 

(Dis)integration. When Destiny arrived at writing group on week four, he was a mere 

shell of his usual self.  He was highly agitated and made it a point to let the writing group know 

that he was on edge and could “really hurt someone if they pushed his buttons.”  A look of fear 

washed over the faces of the writing group participants.  I explained to Destiny that that sort of 

behavior would not be tolerated in writing group and that if he were to act aggressively, he 

would be asked to leave.  I also noted that he was under no obligation to be here now, if he was 

unable to do so. He assured me that he was fine and that he wanted to stay.  Especially since he 
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had written something that had not rhymed and he was eager to share it with the group. I asked 

him to please wait until we did our opening free write about someone who had guided you and/or 

helped you find your way.  He agreed but noted that this was exactly what his poem was about 

and he really wanted to share it with the group when the exercise was done.  The group agreed 

that this would be fine so long as he was patient and respectful throughout the exercise.  Destiny 

then said he would be and excused himself, stating that he would return in five minutes and went 

outside.  After five minutes, Destiny was true to his word and returned.  He asked, once again, if 

he could read his work and when we agreed, he stood up and shared his work with the group. 

The Light 

Written in the honor of one who has shown me the light. 

A fire within once snuffed out; 

Left coals so black they charred my very soul. 

They sat there, rotting; 

Bubbling, festering, and reacting. 

The coal became a tar so thick; 

I feared it would forever engulf me. 

Then I saw it; 

A kindred soul; 

One who was beaten down, 

Used, abused, and discarded. 

One whose soul resonated so truly with my mine. 

An understanding so deep, 

Even professions, distance, and the earth itself could not fathom. 

A light once snuffed sparked again; 

Embers, only, sure; 

But with the ember can come the promise of fire if tended carefully. 

Embers that fend off the dark tar of my soul; 

Burning it away, 

Paving the way for a reignited soul. 

So here I am; 

One piece of a puzzle so incomprehensible; 

One should feel void in comparison, 

But alas, it is not so. 

My faith in myself and better day has allowed me to have faith, sure; 

But in the dark much gets lost along the way. 

But lo and behold, a light shone, dim and flickering in the distance; 

A single lone piece of life’s grand puzzle. 

Timid, shy, and intimidated; 
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But the light was more powerful than the being within. 

It called, and I heeded the beckoning; 

Within the light was a man; 

Hiding his pain behind a mask of feigned joy; 

A pain derived from said injuries. 

Injuries so deep; 

Even time itself cannot repair the being torn asunder. 

It can never be truly erased, no; 

But it can be dimmed into a dull forgotten ache.  

And so there I was; 

Reaching out to the light to show it the way back to the place it once belonged. 

So here I am; 

A light dimmed, sure; 

But in the darkest night, 

Even dimmed lights in number can illuminate; 

Brighter than the sun and stars alike, sure; 

But in order for the dimmest lights to shine, 

They must find their counterpart; 

For then, and only then, can they truly shine their brightest. 

“That was one of the most beautiful things I have ever heard!” Ruby said as she 

applauded when Destiny had finished reading the poem.  “What made you think to write that?” 

“Well, if I am being honest, some of that is me.  It’s how my insides feel right now,” he 

replied. “But I am lucky because some people have shown me the light.  Now if you’ll excuse 

me, I am leaving.” 

Before another word could be uttered, Destiny grabbed his notebook and exited the 

building.  I did, in fact, go after him to check on him but before I could reach him, he got into a 

ride-share vehicle that he had hired, and he departed.  I had anticipated that his poem and 

subsequent departure would be the focus of discussion for the remainder of the writing group 

session but to my surprise, when I returned, Tiger and Drago were discussing their respective 

works. I took a deep breath, entered the writing group room once again, and Drago began to 

read his poem.  I was grateful. 

Weeks five and six brought an even further agitated Destiny to writing group, and 

thankfully I had anticipated it. After his behavior in writing group the week before, I reached 
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out to his mother, his emergency contact, to see if I needed to worry about his newly aggressive 

behavior and whether he might get so agitated that he might hurt one of the writing group 

participants.  She assured me that he would not do anything physical to hurt anyone but did note 

that he was going through a particularly bad time and had stopped taking all of his medications. 

He had also begun to isolate himself from his family; not speaking to his mother or father and 

angering other family members so that they would leave him alone.  He also had begun giving 

away personal items, including money, to friends and neighbors and had taken to getting all of 

his meals from local food pantries.  The family was well aware of the goings on and were doing 

their best to get control of the situation.  I assured her that I would help in any way that I could 

and that as long as she could assure me that the writing group participants were safe, he could 

continue to come each week.  She did just that. And she was true to her word. 

While at writing group the next two weeks, Destiny paced the makerspace when he 

wasn’t writing or reading.  At times, he verbally lashed out at Drago who was having his own 

issues.  When Destiny spoke, his words were often slurred and he was speaking so fast that it 

was difficult to understand him but never at any time did we feel as though it were dangerous 

that Destiny was at writing group in his current state.  As a matter of fact, the writing group 

participants were extraordinarily supportive of their friend.  

When it came time to read his work, knowing that he was having a difficult time, a 

writing group member would come to his aid and ask if they could read it for him.  If the writing 

group members sensed he was becoming more agitated than normal, a suggestion was made to 

take a break.  They all came together as a time to share what Destiny had produced.  The Brain 

and Hope were written for/during Week Five and The Pride and Life were written for/during 

Week Six. 
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The Brain 

I Am The Brain. 

I Do So Much In Vain. 

I Am Used And Drained, 

But Never Am I Disdained. 

I Am Highly Cherished, 

But No One Seems As If They’d Care I Perished. 
I Get No Break, For To Them, I Must Abide. 

The Unrelenting Battering, Is There No End To The Tide? 

Information Leads To So 

Much Pride, 

And They Blame Me When It Is Ego That Will Always Decide. 

They Leave Big Things To The Heart, 

Though, I Must Confess, I Know Not Of How They Can Trust That Old Fart. 

It Leads Them To A Life Of Loneliness Adrift, 

Then They Always Come Crawling Back To Me To Repair That Same Rift. 

Why Not Use Me To The Fullest Extent Of My Greatest Gift? 

Knowledge May Be The Weapon, But Wisdom Is The Hand That Guides. 

Without Wisdom, We Would Get Eaten By Lion Prides. 

Yet We Still Survive, For We Heed Wisdom’s Call. 

So Heed My Message, My Young Thrall, 

Follow Me Without Doubt, 

And One Thing Is Assured. 

You Will No Longer Be A Sprout. 

Hope 

A certain warmth and light, 

Keeps one bright, even in the darkest night. 

A sense of oneness and peace, 

Makes one feel light as a summer breeze. 

A sense of purpose and belonging, 

Prevents one from feeling debilitating longing. 

Sure, dark days are always nigh, 

But with this, you expel the dark with a sigh. 

So fear not, and do not mope, 

Keep faith, for there is always Hope. 

The Pride 

A Hand Extended, 

Causes You To Feel Emotionally Distended. 

A place of Acceptance, 

Always There To Absolve Any Penance. 

The Kindness Given, 

Causes One to Be Driven. 
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A Kindness That Can’t Truly Be Reciprocated, 

Makes You Truly Feel Sated. 

A Warm Place To Find Solace, 

Makes One Feel Flawless. 

Always There When You need To Confide, 

This defines The Center Of Pride. 

Life 

Full of struggles and tribulations, 

Out of this, we find our individual designations. 

We fight tooth, claw and nail, 

And more often than not, we do not fail. 

Internal and external struggles alike, 

Sometimes, we feel we must strike. 

We strike against the oppressors and ourselves, 

Our struggles never shelved. 

A source of strife, of that, it is sure, 

But also of joy and hope so pure. 

A joy and hope so bright, 

It keeps us fighting, even in the darkest night. 

A thing of vibrancy and strength, 

It sustains many at length. 

A mix of hope and strife, 

Thus is the way of Life. 

During those two (2) weeks, the writing group participants epitomized the meaning of 

compassion and showed the importance of support and tolerance and how going that extra mile 

to be understanding really does make all of the difference.  It is also important to note that the 

writing group participants were not privy to the information that was shared by Destiny’s 

mother.  Their response to Destiny was based purely on their individual observations and they 

responded accordingly.  I have never met a greater group of humans. 

Writing throughout crisis. Destiny had emailed me a day or two before week seven 

writing group to send me a copy of something he had been working on – an autobiography of his 

life – as well as to let me know that he would not be returning to writing group for a while 

because he had been put into psychiatric care. I been informed by a family member that he had 
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stopped taking his medication back during week three of writing group because he didn’t feel as 

though he needed it anymore.  Within a few short weeks of doing so, he stopped all contact with 

family and friends and also began giving away his money and all of his possessions to those he 

knew; even those who he had only known for a few hours.  Those who were close to him 

observed signs that pointed to a possible suicide attempt and they intervened to save his life. 

The last chapter of the still draft autobiography that Destiny sent was hauntingly poignant 

and telling and I have included it here within because it is his voice and because, thanks to those 

close to him, Destiny is, in fact, writing a new chapter of his life.  

I feel like it is time to start a new chapter of my life (pun intended). I feel like people 

judge everyone too readily, but only everyone else, and not themselves. They think that 

they are above others and they are so perfect, when in reality, they are the imperfect ones, 

more so than anyone else. We are all imperfect, and if one thinks that anyone is, they 

could not be further from the truth...people say that gays like myself are the work of the 

devil. But are we truly? Think about it…So here is where my autobiography comes to a 

close. I will close by saying a couple of things. The first of which is that I would not be 

the person I am today without the people closest to me believing in me and allowing me 

to take my own risks and find my own ground and footing and then being there for me 

when I fell. The second is that I am thankful for what has been given up for me in order 

to have what I have. I must one heck of a guardian angel, because without this overall 

feeling guiding me from day to day, I would not be here today. Be thankful for what you 

have and do not take anything for granted. One day you might have one thing, the next, 

nothing. This is the reason to live day to day and not live on past thoughts, actions, 

regrets or the future. Live in the here and now and count your blessings before they too 

are gone. 

I am happy to report that I ran into Destiny the other day and he is doing quite well and is 

thriving at his new job.  He works thirty (30) hours a week at a grocery store as a cart boy (his 

words).  He still writes on occasion and hopes to one day attend another writing group.  He is 

also active in the LGBTQ community; writing articles and poems about issues that impact 

himself and others in the community and actively engages in events that promote the positivity 

of the LGTBQ lifestyle. 
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Luke Davis: “I’m a human being, just like everyone else” 

I have been very fortunate to have met and interacted with many people who participated 

in the weekly writing group and have had the absolutely honor of seeing their work go from 

“page to stage,” if you will.  One such person is my friend, Luke Davis [pseudonym]. Luke, a 

self-professed “sit-down” comedian, joined the writing group to, as he described “to find his 

voice.”  He spent our eight (8) weeks together writing his personal narrative; it was important for 

him to be able to professionally articulate who he was and where he was going. 

“The Pee Sucker Story”/ Persons with disabilities are powerful. Luke is twenty-

something (the “something” he makes sure to note is WAYYYY below 30 but close enough to 

feel it breathing down the back of his neck) white male who was born with non-spastic 

quadriplegia Cerebral Palsy.  Cerebral Palsy is considered a blanket term that is often 

abbreviated and referred to as “CP.” CP is commonly referred to as “CP” and is described as 

“loss or impairment of motor function, [however] Cerebral Palsy is actually caused by brain 

damage. The brain damage is caused by brain injury or abnormal development of the brain that 

occurs while a child’s brain is still developing — before birth, during birth, or immediately after 

birth.  Cerebral Palsy affects body movement, muscle control, muscle coordination, muscle tone, 

reflex, posture and balance. It can also impact fine motor skills, gross motor skills and oral motor 

functioning” (Mayo Clinic, 2018). Luke’s CP is considered severe as he has non-spastic 

quadriplegia, which means that all four (4) of his limbs were affected by the brain damage and he 

has decreased muscle tone. 

There were times when Luke participated in the writing exercises but opted out of sharing 

what he wrote. He was eager, though, to share his finalized “Pee Sucker Story,” which follows 

below. 

109 



  

 

  

 

 

 

 

 

     

  

  

  

 

      

 

  

 

     

  

 

 

 

 

 

 

 

    

 

 

 

 

 

 

 

 

     

       

   

 

  

     

   

The Pee Sucker Story 

It’s been five years. I shoulda said something. It’s been five years. 

Man am I nervous. But the other guy’s gone. He’s GONE! I got my shot. 

She’s coming. She’s coming. I shoulda said something before. Why didn’t I say 
something? 

Blonde blue-eyed and thick. She’s gorgeous. Oh, she’s gorgeous. It’s finally here! 

Who’s this guy?  Who’s this skinny white guy with an iPad? He’s coming up to me.  ok. 

‘No! I’m not incontinent! I-I do know somebody that is I do. I do.’ 

Ok I’ll look at your flyers and iPads…’Here give it to me. Oh. Oh! A device that sucks 
urine away from pilots and old people! This is cool! I’m on a date. 

‘Why did you show me this?’ 

I’m on a date; I’ve got to impress this girl… 

Go away! He’s not going away; he’s sitting down! 

‘Yes she’s in the medical field, and NO she’s not my caregiver!! She’s my girlfriend, she 

just said that!’ 

Why is he doing this? Why is he sitting there? Why aren’t I saying anything? 

This isn’t good. This was supposed to go better than that. 

OK. We made it. 

It’s been a month. It’s been a month. The calls got shorter, the conversations less. Was it 

because of that? Was it his fault. It was every stereotypical thing you could hit. Was it his 

fault? Was it that? I don’t know. I just don’t know. 

Luke spent weeks working on perfecting this piece.  He noted in an email to me that it was 

important for him to write and speak his truth, which is why he ultimately presented his story at 

“The Butterfly” share your story event in front of more than one hundred (100) people. The next 

time I saw him in person, I asked him it was so important to him, to which he responded, 

110 



  

 

  

   

 

 

 

 

 

   

  

 
 

  

 

Well, if I don’t speak up for myself, you can bet your rear-end that someone else will do 

it for me.  They’ve been doing it for years – telling me what to do and what to say – and I 

am taking that back.  The only one speaking for me is me…this girl left me, you know.  

And it wasn’t just because of this situation, she wasn’t a jerk but there were so many of 

these kinds of situations, everyone thought she worked for or with me…people have such 

a hard time believing that I am capable of learning, living on my own, relationships and 

love and even sex because I am in a wheelchair but I can, and do, do all of these 

things…that’s why I speak…people need to know…I’m a human being, just like 

everyone else…you get it, but most people just don’t. 

Despite the passage of the Americans with Disabilities Act (ADA) in 1990, disparities 

in economic security, education, and health care continue to undermine the ability of people with 

disabilities to fully participate in every aspect of society. It is imperative for Luke, as for other 

advocates to be catalysts for change, despite the continued barriers that exist. 

Figure 10. A participant performing his personal narrative. 
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Persons with disabilities are powerful.  They do extraordinary things every single day. 

Persons with disabilities are rebels; they break the rules. Do things their way. And are never 

going to conform to societal expectations. By “taking back” their stories, as Luke describes, one 

becomes even more powerful and, not to mention, more empowered. 

Ruby Waterford: Empowerment through Audience 

“…I am an official writer and I feel super powerful…like I can do anything!” 

~ Ruby Waterford 

Self-identification of disability. Ruby Waterford [pseudonym] came to writing group 

after hearing about the group from program coordinator, Lola Jones. Ruby had begun writing 

her story; her dream was to write a novel about her life, so Lola suggested that she stop by 

writing group and see if participating would work for her.  Thankfully, it did. 

Ruby identified herself as being a twenty-five-year old white female, a person with 

disabilities and also, as someone who has mental health issues.  She would not, however, share 

with me what her actual diagnosis/disability was.  For a person with disabilities, self-

identification can be a challenging and a sensitive issue.  Generally speaking, those with physical 

or sensory disabilities are more likely to self-identify, while those with mental health conditions, 

learning disabilities (LD), developmental disabilities (DD), and/or intellectual disabilities (ID) 

are less likely to do so (Olney & Kim, 2001; Beart, 2005). This is due, in part, to societal 

perceptions of what it means to be disabled. 

Certainly, there are a number of positives to self-identification of disability/mental health 

issues including specific accommodation and meeting quotas.  However, none of these things 

directly impacted our writing group time together so disclosure beyond Ruby noting she was a 

person with a disability was not necessary.  
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Building trust. Ruby came to the first week of writing group with approximately twenty 

(20) pages of her story written.  However, she jumped in head-first with our first writing prompt 

– write about someone you look up to - and wrote about her grandmother.  As we each shared 

what we wrote, Ruby listened intently; smiling as folks shared their creations, editing hers as we 

went along. When it came time for Ruby to share what she had written, she opted not to share.  

As was (and continued to be) the case in writing group, sharing the work that you wrote was 

completely optional.  While for the purpose of this dissertation, sharing all writing samples 

created during writing group was helpful.  However, sharing was certainly not mandatory, as 

forcing someone to share something that was personal and theirs could have been catastrophic; 

not only to the trust-building in our group but also to the researcher’s relationship to the 

participant. 

Our next exercise was a free-write.  The purpose of this exercise was to continue 

warming up the writers and also to see where they may go with their writing in a longer writing 

exercise after they had shared or listened in the group. Writers were given twenty (20) minutes 

to write whatever they chose in whatever format they preferred.  Before I’d even finished 

speaking about the exercise, Ruby had put pen to paper and was writing. 

Freedom through expression. All of the writers worked diligently during this time but I 

noticed something different with Ruby.  While her writing group counterparts looked up from 

time to time to see what others in the group were doing or they excused themselves to go to the 

restroom or to “stretch their legs,” Ruby never stopped writing nor did she lift her eyes from the 

page. She cared little about what was happening around her; rather, she wrote voraciously, 

editing her work as she made her way through what I can only describe as a twenty-minute 

poetic masterpiece.  
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When the twenty (20) minutes of writing time ended, I once again asked if anyone 

wanted to share their work. This time, Ruby leapt at the opportunity to do so and this is what she 

shared: 

The Rat I Call Depression 

There is a rat I call depression inside me eating at my innards. 

The pain goes to my throat so I am choking on my tears, my tears of blood. 

Would that I could write of something else, would that I could and I am so very tired. 

If I could only end it all looking at words on the page that reflects back on my misery. 

And where am I? 

She's only 22 her whole life is ahead of her. 

Her girlfriend tries to show her that's not how it seems. 

But every day she gets lowered with her self-esteem. 

Her girlfriend let's her know that every night will have a brighter day. 

She even tried to overdose and take her life away. 

Nobody seems to get you, you feel you're on your own, 

But listen pretty lady, you don't have to be alone. 

So baby, don't cut, you can do anything, 

Just promise baby you won't cut. 

The entire writing group sat in awe after hearing what she had so poetically written in such a 

short period of time.  I was verklempt; what Ruby had written and read was not something I had 

anticipated at all and it took me a moment to recover (for lack of a better word) from what I had 

heard.  The connection that I was hoping to find over the course of eight (8) weeks in writing 

group that joined writing and health was staring me right in the face. I asked Ruby to please read 

the poem to the group again.  She did.  And her poem was even more powerful the second time 

that it was shared. 

Addressing the taboo. Poems such as The Rat I Call Depression became the rule not the 

exception with Ruby.  Each week, she would come to writing group with her novel – a few more 

pages written throughout the week – and would also produce, through our writing warm-ups, 
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stories and poems that brilliantly expressed things in her mind that she had difficulty articulating 

vocally.  Writing gave Ruby a freedom that she had never anticipated and week after week, 

Ruby’s voice grew louder and more powerful. 

For example, during week two, in an opening writing exercise with the theme “Love,” 

Ruby wrote: 

Love is Love 

Whether it's straight, bisexual, gay, transgender, etc. its love, 

I love my girlfriend, she's my everything. 

She's here for me through everything, 

She helps me through problems 

I help her, too. 

She's my future, 

We love each other so much that it's hard to explain our love. 

When she cries, I cry, 

When I'm upset, she is too, 

We're like a fox and wolf, or 2 horses loving each other, 

Sometimes it's not even about having the perfect date 

It's about connection, conversation, body language and a lot more. 

Even through my depression 

I find my way to be happy or my girlfriend tries to make me smile, laugh 

And forget about what's going on and relax. 

We shouldn't care about what other people think it's who we are. 

Love is love. 

In this piece, which incidentally was written in ten (10) minutes, Ruby touched not only on love 

but also on depression and self-identified as a lesbian – a fact that she still has not disclosed to 

her immediate family because, as she describes, “they will disown her.”  She would later inform 

the writing group during week six, and later in her novel that she does, in fact, identify as a 

person who is bisexual. 
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On week three, Ruby opted to work on her book only – she had no interest in 

participating in writing warm-ups or exercises that were unrelated to her book.  She wrote the 

following during our writing session: 

Chapter 3: When grade 10 came, I was getting bullied by this girl name Sarah. She would 

just be bulling me and make my friends mad at me and not talk to me.  On top of that me 

and Pat’s relationship was getting harder because I got diagnosed with depression and 

anxiety. This is at age 15 and it is hard living with depression and anxiety because you 

never know when you going to be depression or when your anxiety will act up.  

Depression would come any time and any moment. You could be having a good day or 

you could be just happy and then the depression would just hit you for no reason.  There 

were times in the day where I would see Sarah flirt with Pat. Pat did the same to her and 

they know it would make me mad. It was hard seeing that and after a couple days went 

by Pat broke up with me to go out with Sarah.  I was sad and lonely and not happy 

everyday seeing them looking at each; together and laughing. In grade 11, I had to go to a 

different classroom because I keep on getting bulled by Sarah. I did not want to because I 

would not be with Pat but it would be better for me.  I needed the depression and anxiety 

to go away or I would hurt myself like I had did before. 

Now came the time to have sex. Because I was grown. I wanted to go to the doctor for 

birth control but my mom told me I didn’t need to.  She just said, “wrap it up and I will 

be fine,” but I was scared something worse may happened. 

Ruby chose not to share this personal piece with the writing group; she had mentioned to me 

before writing group that she was feeling embarrassed to share the “wrap it up” line with so 

many men in the room.  I appreciated her honesty and told her sharing wasn’t necessary.  She 

smiled softly and replied that she was: 

…relieved…sex is no joke and I don’t want none of these boys thinking I like them 

THAT way or that I am easy or nothing…I wrote about sex sometimes because, well, I 

can’t really talk about it with nobody…my mom makes me feel all ‘shamed…because we 

ain’t supposed to talk to it or even do it…but I have six brothers and sisters….so 

somebody’s doing it! 
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Persons with disabilities can (and do!) have rich and rewarding sex lives.  Unfortunately, though, 

the topic of sex and disability has been considered a taboo topic and often times persons with 

disabilities are viewed as being asexual; their sex lives are discussed as “issues” rather than 

simply being a part of the human experience.  By writing about sex, Ruby and the other writing 

group members utilize a creative outlet to acknowledge to the world that they have a right to 

sexual encounters. 

Ruby did not show up for writing group on week four. I reached out to check on her via 

phone and email but did not hear back from her. While attendance was of course, not mandatory 

for writing group, when participants didn’t show up, there was typically a follow-up phone call 

to make sure that everything was okay with them. 

The rationale behind this was multi-faceted; many persons in our writing group have 

other health impairments that may impact an aspect of their lives and I wanted make sure that 

they were physically okay, some writing group members were living in tumultuous situations 

and at time could be at risk and may need assistance, and for those participants who were on the 

spectrum, an event that took place in writing group might have upset them or made them feel 

uncomfortable, so I wanted to make sure that their individual needs were met at all times. 

I was not, though, able to reach Ruby. And we had a writing group to run, which had to 

go on with or without her presence.  I had hoped that Ruby would find her way back to us when 

(and if) she was ready.  In the meantime, I would continue to reach out, if not for anything more 

than to be sure that she was alright.  We, over a short four weeks, had become like a family and 

when one person wasn’t there, their absence was prominently felt by all. 

Ruby once again did not show up to writing group on week five. She did, though, reach 

out to me a few days after the writing group session. She informed me that she had been sick to 
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her stomach for a couple of weeks but had not said anything until the pain was no longer 

bearable for her.  She eventually went to the emergency room and would later be diagnosed with 

hyperbilirubinemia.  Hyperbilirubinemia, or jaundice in adults, is a condition in which there is 

too much bilirubin in the blood. Although relatively common, untreated hyperbilirubinemia can 

be an indicator for more serious illnesses such as hepatitis, reduced liver function, and cancer 

(MedlinePlus, 2018). She assured me that she was now undergoing treatment and would return 

to writing group when she could but right now, she was sick, was still in the hospital, and didn’t 

feel much like participating in any sort of writing at all. 

Ruby returned to writing group on week six and I honestly had not expected her to do so, 

due to her recent diagnosis. She looked a picture of health and was in good spirits but her 

participation in writing group this particular week was just as it had been during week one, with 

the exception of actually writing.  Ruby was shy and reserved.  She was quiet and refused to 

share what she worked on; opting instead to listen to what her writing group counterparts had to 

say. At the end of writing group, she simply closed her notebook, put her pen into her 

pocketbook and left without so much as a “see you next week.”  I called her at home that evening 

to inquire as to how she was doing and she explained that she was extremely depressed and did 

not have anything to say other than she would be back next week.  There were things going on 

that she couldn’t talk about just yet but when she could, she was going to write about them first 

and then share them with me only because as she described, “but not the group because they can 

be too judgmental.” She would share this information with me in Week Seven and permitted me 

to share it in my dissertation so as to hopefully “help someone like me [her] who is going 

through the same stuff.” 
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Figure 11. Brainstorming in writing group. 

Friendship and the importance of the social. When Ruby arrived at writing group on 

week seven, she asked if she could speak with me privately before we began and I told her that 

we could. We went to my personal office which is located within the makerspace. As we 

walked to the office, Ruby looked sad; she walked with her head down and every once in a 

while, I would see her wipe a tear from her cheek with the back of her hand. 

When we got to the office, Ruby flopped into a chair and burst into tears. I comforted her 

the best that I could; giving her a Kleenex and allowing her to get out her tears so that she could 

eventually tell me what was going on.  Within a few short minutes she began to speak. I let her 

do so until she was finished. 
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My brother was just arrested.  He is so stupid.  And you know why he gots arrested?  

Because he threatened to blow up a high school.  A high school he goes to.  Can you 

believe that?! How stupid can you be?  He doesn’t give a shit about his family neither.  If 

he did he wouldn’t have done something so stupid and now me and my moms and my 

family all has to pick up the pieces and you know where he is?  In frigging county jail.  

It’s a felony what he did.  Or maybe its two felonies.  I can’t remember.  I just know it 

bad and he may never get out of jail again.  Why?  Because he was so stupid…And no 

one cares about us. We didn’t do nothing but people treat us like we is criminals! The 

other day we was in the store and this lady that knows us got right into my mom’s face! 

She said all kinds of terrible things to her…I wanted to punch her but I didn’t because I 

didn’t want to end up in jail, too. But my anxiety is bad and some days I want to just 

snap. 

I asked Ruby what I could do to help her with what she was going through.  I had, in fact, seen 

the newspaper articles about the incident – although I had not known that her brother had been 

involved until she’d informed me.  

Her response was simple, “What you are already doing is already helping me.  Oh and 

share what I am telling you in that thing you are writing – the dissoration?  Disteration? [sic]” 

“Dissertation,” I smiled softly and handed her a Kleenex to dry her eyes. “And I have 

another idea. What do you think about writing about it?” 

“Writing about what? My brother? Why would I do that? Give him more publicity?”  

she laughed.  “Yeah right.” 

“No, I meant write about you.  And what you’re going through.  And maybe even about 

your mom.  And how this is all affecting your family. You know, give us another perspective.  
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We always hear about the person who got in trouble but seldom do we hear about how it affects 

the people that are close to them.” 

“I’ll think about that,” she sighed, standing.  “Now can we go into the writing group? 

wrote a poem this week and I want to share it with the group.” 

“Absolutely!” I rose from my seat and Ruby rushed over and hugged me. 

“Thank you, Miss Aimee.  Thank you for listening to me and for being there for me.” 

“There’s no need to thank me.  That’s what friends are for.  Now let’s go out there and 

get some writing done, okay?” 

“Okay!” She smiled and rushed out of the office and straight into the writing group space. 

Ruby did not bring up the incident with her brother again that evening.  Instead, she put all of her 

heart into her writing; thoughtfully crafting poetry and prose during our writing exercises.  She 

also worked some on the poem that she’s brought with her and would share at the end of writing 

group, “I am Here.” 

I am Here 

If you need a laugh, I am here. 

If you need a hug, I am here. 

If you need a shoulder to cry on, I am here. 

If you need someone to support you, I am here. 

If you need to feel cared for, I am here. 

If you need someone to listen, I am here. 

If you need to hear that someone loves you, I am here. 

If you need to feel wanted, I am here. 

If you need to talk, I am here. 

If you need a friend, I am here. 

You were there my Friend 

You saw me crying when my heart was broken, 

You saw how hard it is for me to take it, 

You never left me alone when I needed someone. 

You lent your shoulder for me to cry on, 

You wiped my tears with your precious hanky' 

You lent your ears for me to open up my pain, 

You never stopped listening to all my worries 
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Your advice and sympathy helped me move on, 

You made me forget the pain that crushed my heart. 

And now that I have finally moved on, 

I want the world to know; 

How lucky I am to have you, 

Because, you were always there my friend. 

After Ruby finished reading her poem in writing group, all of the writing group participants 

applauded. I asked them why they reacted the way that they did.  Luke responded, 

Well, all of us has, at one time or another, gone through a time in our lives when we felt 

alone…and I mean, I think sometimes people with disabilities face this more and it’s 

because people don’t think…you know, the other day, someone gave me $100?  Just 

randomly gave me $100.  I was at 7-11 buying a soda and this guy bought a scratch off 

and won $250…he then came over to me, patted me on the head and told me, “Here! God 

Bless You!” and then left…I was mortified…I mean the $100 was great but do you really 

think he gave a shit about me?  Not at all.  Somehow, this guy healed his conscious by 

giving me the dough.  He isn’t my friend.  Hell, I have seen him out before and he might 

as well have looked straight through me because he acted like I wasn’t there…and that 

was why the poem moved me.  I don’t have a lot of people who are there for me like that.  

When I need them, you know? I would love to know I had someone like that in my life; 

not just a pity money giver… 

To which Ruby responded, “Well you have that friend in me.”  Luke smiled and said. “And you 

have that friend in me.  All of you. I mean that.” 

“You know, sometimes I get real lonely,” Tiger said.  

“Me, too,” I replied.  “It is something we all go through. And that is why it is so 

important for us to maintain the relationships we have and support our friends.” 

“Why is that important?” Ruby innocently asked. 
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“Well, for starters, healthy relationships nurture us and help us to grow to be better 

people,” I replied.  “Think about your friendships.  How do they make you feel?” 

“I know when I am stressed out, if I call my friend, Dan, I immediately feel better!” Luke 

replied. 

“And the great thing about that is reduced stress is linked to overall better health,” I 

responded. 

“Yes, but relationships are challenging.  I mean they can be totally exhausting when you 

have autism,” Drago said, matter-of-factly. 

“They can be challenging even without autism!” I said with a smile.  “But if we make an 

effort and accept one another and practice forgiveness, we improve our lives.  Our positive 

connections to one another are critical to our well-being; mentally and physically.” The group 

collectively agreed with my sentiment. 

Friendships play a pivotal role in developing confidence and social skills and have 

certainly impacted the successes of the writing group participants.  While we all come from 

different lifestyles, have different experiences, and in the case of this particular writing group 

have different levels of ability, we have come together and have forged friendships that I truly 

believe will stand the test of time. 

The death of Ruby’s father was, not surprisingly, central to her writing; he had played a 

key role in her life before his sudden passing.  But it was his untimely death and how this death 

came to be – suicide – that in so many ways, tormented Ruby.  Most weeks in writing group, 

Ruby’s pre-writing was about suicide and how terrible it was.  She wrote about tattered families, 

tears that raged like the flow of a wild river, and insurmountable feelings of loss and desperation.  
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It wasn’t until week eight, though, that she would share with the group the story of losing her 

father. 

She asked that I not share the specific “when and how” details of the conversation that 

took place in writing group about her dad, only that he had “killed hisself [sic] a few months ago 

and that was wrong because he left me [her] all alone.”  She did insist, however, that I share the 

poem that she had written about her father’s suicide in this dissertation, so that “people know 

what’s up and that people that do the suicide aren’t all bad people…they are moms and dads who 

have problems but don’t know what else do to…but they aren’t bad…and maybe by talking 

about it, they might stop wanting to do it.” I hope so, Ruby.  I truly do. 

Suicide 

When tears fell from my eyes 

You were there to brush them away 

Hiding the hurt, hiding the pain 

Hiding the tears that fall like rain. 

Saying I'm fine, when I'm anything but. 

This ache in my soul rips at my gut. 

If I turned around and walked away, would you notice I'm gone, 

Would you even care? 

When you look at me, do you see the smile on my face, 

Or do you see the tears I fight to hold inside? 

Friends would fight for you, respect you, include you, encourage you, need you, deserve 

you and stand by you. 

Friendship is not about who you knew the longest. 

It’s about who walked into your life said to you I'm here for you and proved it. 

Suicide is not an option for you or me to choose when you or me feel down don't you 

dare give it another thought 

You’re here and I'm here on earth for a reason don't think about leaving me and I will do 

the same for you. 

Now suicide is not an option not even when you and me feel we have to and when we 

feel like there nowhere else to go or turn. 

I'll be there and I know you will be there for me. 

And I will be. 

There for you. 
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You can come to me and I know I can go to you and I’ll listen and I know you will listen 

to me. 

And I know you will not tell anyone and I will not tell anyone. 

Death is not option for you or me. 

So please do not end your life and I will not end my life. 

I know I mean a lot to you and you mean a lot to me. 

Don't you give up on your battle and I will not give up in my battle and suicide is not an 

option. 

Suicides are often surrounded by unanswered questions. Family, like Ruby, who are left 

behind to deal with this tragedy may feel overwhelmed by emotions such as anger, grief, 

and guilt. Writing provides not only an outlet to share these emotions but in many ways, 

allows those dealing with the repercussions to process what has taken place and to, in their 

own way, try and make sense of a situation that they may be unable to grasp and certa inly 

feel powerless over. 

During our time together, Ruby had to cope with three major crises – the death of her 

father, movement to a group home facility from her family home, and the incarceration of her 

brother – and as I have noted, much of what she wrote about and shared with the group dealt 

with these issues head-on. Writing gave Ruby a safe space to not only express herself but also 

allowed her the opportunity to process what she experienced and how she was responding to the 

situations at hand. She encountered a bevy of emotions throughout our time together; anger, 

elation, frustration, happiness, sadness – and all the while took these emotions in stride, leaning 

on her writing group peers to help and support her. 

Cross-Case Analysis 

In this section, I will present the three themes that emerged through cross-case analysis. 

First, I describe how empowerment and identity surfaced within the writing group space and 

beyond. Next, I present and explain the need for understanding the health needs and perceptions 
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of the writing group participants.  Finally, I describe the importance of ongoing expression and 

social opportunities. 

Writing and Discussing: Empowered Participants 

“We are all ‘just human beings.’” Perhaps the most surprising of the findings from this 

research project was how participants utilized this writing group experience as a way towards 

facilitating personal empowerment and identity formation, although this may not have been at 

the forefront of their minds, or even of the researcher’s, when the participants began the 

interview and survey processes for this project.  Participants made it a point to let me know 

before they began their questionnaires and interviews that they felt that the subject of health 

literacy was a good one as it directly impacted their lives, and each participant also expressed 

how important they believed this research study was.  

Empowerment and identity formation were overtly evident, as previously described in 

Drago and Tiger’s discussions on sexual health.  Both gentlemen were outwardly expressive in 

their conversations and it was apparent in their comments and actions that their narratives 

positively impacted who they are as people and also, gave them agency in an arena that has 

typically denied them access and empowerment. What was additionally interesting were those 

moments where empowerment and identity were covert and came by way of conscious thought 

and reflective practices. 

For example, Drago brought up the topic of sexual health in his exit interview, although 

he seemed a little uncomfortable at times while doing so. He also discussed the topic of intimacy 

and stated how he considered himself to now be asexual and was not interested in “any kind of 

touching relationship.”  Drago noted that he felt sex was “absolutely gross and disgusting.” 

However, he would later return to the topic of sex in his interview.  Sex is an important part of 
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who Drago is and his continued return to and reflection on sexuality shows that as “gross or 

disgusting” as it may be, sex has a direct impact on his identity formation.  The fact that he 

continued to refer to sex throughout his interview, even if in passing or to interject his objection 

to it, was empowering for Drago as it allowed him the freedom to discuss a topic that is not 

typically associated with persons with disabilities but is, in actuality, a natural part of their lives.  

Another example came when Drago discussed with me about how making edits made 

him feel “more…more…autistic.  Like my brain isn’t working right or something.” In our brief 

exchange, Drago frames himself as a person with disabilities and this directly impacts his own 

identity formation by doing so.  Not only does he attempt to soften the perception that I may 

have of him as an interviewee but there is also reflection in his revelation that he now thinks 

editing “is a good idea and we can do it.” Through Drago’s pauses and deep thought, we can 

also see an additional layer of formation of his own internalization and reflection of the situation 

that he narrates; internalization and reflection that continue to shape who he is. 

Another area of empowerment and identity formation that was relayed in all of the 

participant exit interviews, was that when in writing group, participants noted that they were not 

seen simply as being a person with a disability; they were treated just like their non-disabled 

peers.  As Luke described, they are all just “human beings who want an opportunity to have their 

voices heard.  It isn’t a disabled thing.  It’s a person thing.  People want labels, but I am not a 

label. I am just a guy named Luke.” Ruby also experienced the transformative nature of 

empowerment, as noted earlier, when she described how powerful she felt now that she was an 

“official writer” since her poems had been published in a book and she now felt as though she 

could do anything she set her mind to.  Destiny echoed the sentiment of his peers, adding: 
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I’m gay. Everyday there is a new letter added to our group, you know, like LGBTQ+, and 

not very often am I just called Destiny.  I am always the disabled guy.  The gay guy.  But 

when I write, the only label I have is ‘writer,’ and I love it! I feel powerful!  Those other 

things – being disabled and gay - are a part of who I am, sure, but they aren’t ALL of 

who I am. 

We live in a society of labels. Yet people aren’t things to be labeled.  They are human beings. 

Unfortunately, these labels often skew our perceptions of people; promoting both overt and 

covert oppression and prejudice and virtually eliminating their personhood.  A person’s race, 

level of ability, socioeconomic status, or sexuality does not define all that they are or all that they 

will become.  Empowerment comes for people when these labels are stripped away and they are 

accepted for who they are. 

When in writing group, we also often discussed the importance of selecting certain words 

for impact and writing in logical formats (e.g. beginning, middle, end; paragraph organization). 

While there were several textual writing choices that participants had to make, these literary 

choices were limited to what can be done on pen and paper (or on a word processing program).  

At least, they were until the opportunities for multimodal choices were introduced to the group, 

which resulted in further empowerment. 

“My feelings and opinions matter.” When asked whether he felt that writing group 

helped to increase or decrease his own personal empowerment and why, Tiger responded that he 

absolutely felt increased empowerment.  He informed me that writing group was the: 

…first time I was treated like a grown-up and that my feelings and opinions 

mattered…most time people talk down to me like I am a child but that never happened 

here.  Here I was grown.  No one patted me on the head because I was in the chair…plus, 

128 



  

 

 

   

 

     

 

 

 

 

  

 

 

 

 

 

  

 

 

 

I totally use the things I write about to help me when I do my meetings 

[advocacy]…sometimes I have to talk to people about stuff and now I feel like I can. 

Like I have new things that will help me be better at advocating for myself and other 

people, you know? 

Tiger also noted that writing helped him express his opinions. 

Writing makes me feel FREE!” he exclaimed enthusiastically.  “When I write, I can be 

anything. I can do anything.  I can say anything I want.  If I share my stuff I have to 

expect comments and that’s cool but writing in general lets me say stuff I might not be 

able to say with my mouth. 

The advocacy and freedom pieces that Tiger spoke of were not things I had considered when I 

was developing this project.  Certainly, though, the Arts enrich our lives in countless ways. By 

engaging in the Arts and using their voices to share their experiences, people with disabilities can 

shatter erroneous stereotypes that still linger regarding what it means to be disabled.   The Arts 

can also help persons with disabilities contribute to their communities in new and exciting ways; 

showcasing how we are all more alike than we are different and that by sharing our artistic 

creativity, we enrich our lives as well as the lives of those around us. All of these things are 

extraordinarily freeing and ultimately, empowering. 

Destiny was indifferent to the topic of empowerment.  His response was that he had been 

powerful all along, which was not at all untrue. He stated, “Why? I don’t know. I was pretty 

powerful before. I am still pretty powerful now, so I guess so? I don’t know.” Additionally, 

though, Destiny absolutely felt that the participating in the writing group had helped him to 

express himself: 
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…writing and writing group definitely helps me express my opinions and I love that.  

When I am having my worst days, I can still manage to get out what is bothering me, you 

know?  Even if I have to hide it in a story that no one knows is about something 

important to me.  I like that writing is like telling secrets that nobody knows about unless 

you tell them… 

When we write, we combine our internal feelings and thoughts with what we perceive in the 

external world and put those feelings and thoughts down, pen to paper (or keyboard to screen). 

When Destiny first began coming to writing group, he wrote simply for the sheer pleasure of 

doing so, which is how most writers get their start. It is healthy to give yourself a writing space 

that places value solely on self-expression and there is certainly a feeling of freedom that comes 

from writing without parameters or even rules.  However, Destiny also came to writing group 

with a previously learned writing habit of using rhyming in all of his poetry.  When Destiny 

became more comfortable in the writing group and more confident in his writing, he wrote 

without inhibition which allowed him greater means of expression. 

Ruby was unsure at first whether she had been empowered due to writing group because 

she was unclear of the actual meaning of empowerment, which is detailed in our conversation 

below. 

“I don’t know what that means, empowerment,” Ruby stated, looking noticeable 

confused and slightly embarrassed. 

“Well, empowerment is when you become stronger and more confident. Powerful even,” 

I replied with a reassuring smile. 

“Then, yes! I mean it didn’t happen at first but the longer that we met the more powerful 

I felt.” 
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“Why do you think that happened?”  I asked. 

“Well,” Ruby thought for a moment. “I definitely got better at writing the more I done 

it…and then you told us about that book of poems and writing and I wanted to be better to be in 

it.  And now that I am in the book, I am an official writer and I feel super powerful…like I can 

do anything!” 

The more you write, the easier it gets. Just like any other habit, your writing improves by 

practice, as Ruby described.  Publication can also have the same effect; when something you 

write is shared with the world, you strive to have additional published work out there.  There are 

a plethora of reasons for this phenomenon but a large reason, in my opinion, has to be the 

empowerment that one feels when they are immortalized via the publication of their work. And 

when you tell a writer that their work is published, you are telling them that their voice is 

important and that they deserved to be heard and listened to. 

Seeing beyond the disability. The writing group conversation that I had with Tiger 

Prince was bittersweet as it was the culminating event of a long research relationship. We had 

met during the Spring of 2013 and here we were four years later, still working together but now 

as friends. Tiger reported during our conversation that the best part(s) of his writing group 

experience was “the extra shots I got.  I loved the writing part but I also loved being able to 

perform.  That’s in my blood.”  He also noted that he enjoyed that while he was in writing group, 

he “wasn’t treated like I was disabled – I was just Tiger when I was here and that’s what it’s all 

about.”  The idea of seeing a person beyond their disability was certainly something that was 

important to me.  Although I was there as a researcher, it was important to me that writing group 

participants knew that I saw their disability as being a part of who they are, rather than being 
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only who they are.  A disability is merely an aspect of a person; it does not make up the entire 

person. 

Tiger also spoke of the friendships he made in writing group and how that was important 

to him because he “…don’t have a lot of friends out there…not ones that have my back like this 

group do.” Similarly, when speaking with Drago, he noted that he enjoyed writing group 

because: 

…it’s really the only place I can go where people accept me. And where I won’t get beat 

up. I mean, sometimes even the cops look at me funny because I don’t act the way they 

think I should, which really stinks if you ask me…autism is hard…there’s bullies 

everywhere but not here.  It is safe here and I have friends…and you like my work and 

who wouldn’t like that? 

I asked Drago if he felt as though he had a grown as an artist since coming to writing group to 

which he respond, “Heck yes!” He then proceeded to tell me that this line of conversation was 

boring him.  He asked if he could leave.  I smiled softly and told him that he could.  He started 

towards the door, then abruptly stopped and said, “You know, I hope this isn’t the end of 

us…you know, our friendship. Because I have been working hard and I really want you to help 

me finish my play.” 

I then asked him if he would make edits if I agreed to help him with them.  He sighed 

loudly and then blurted a loud “HA! Not a chance.” and left the makerspace.  It is important to 

add that since our writing group time together ended, Drago has been in regular contact with me 

and has, in fact, made edits to his play.  He has also added about one hundred pages of text that 

will need to be removed if the play is to be performed.  But one thing at a time. 
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Ruby valued being seen as a person rather than someone with a disability, and she also 

noted the importance of the friendships she had made during our time together in writing group: 

Well, I liked that I could write what I wanted and that everyone seemed to listen to me 

here. People don’t usually listen to me you know?  Because, you know, I have mental 

stuff going on and stuff…But here they did. I also liked the friends I made.  I even dated 

one of the guys for a little while but not anymore ‘cause that didn’t work out. We are all 

kind of like family now.  I like that and I like that my poems got published in a book.  

That is super freaking cool. I am an author.  I love that. I mean, sometimes things got 

hard.  You know, at home and stuff, but writing group was kind of an escape for me.  I 

could leave all that other junk, like with my brother, at home…that’s all a mess…and 

then there is the stuff with my dad…I don’t know why he had to kill hisself [sic] but I do 

know that when I can write about it or talk about it with the group, I feel a little 

better…but I don’t want to talk about my dad or my brother anymore… 

Additionally, Destiny would  report that he “…liked the community.  And I liked the opportunity 

to have my work published.  That was cool.” 

Many persons with disabilities have limited opportunities to take part in social activities 

where they can meet peers – disabled or non. This may be due to a number of factors including 

discrimination, physical segregation, transportation issues, or being placed in a role as “client” 

vs. “provider.”  In our weekly writing group sessions, every effort was made to create an 

environment that was safe, promoted friendship, and was based on equality.  In my role as 

researcher, I made sure that the group knew that although I was collecting data for my 

dissertation research, I was not at all a service provider or coordinator or a care worker of any 

kind. I was there to facilitate the meeting, yes, but I was also an equal participant; each week I 
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wrote poems and prose, read my creations out loud, and took criticism.  We were a group in both 

form and function and in my opinion, this enriched our experiences. 

Navigating personalities. In terms of the sentiments expressed by Drago, Ruby, and 

Tiger, people with disabilities are, plain and simple, people first; disability only defines a small 

portion of who they are.  I am grateful that Drago, Ruby, and Tiger found the writing group 

space a place where they felt as though they were respected and seen as talented human beings. 

That was, in fact, one of the things I had hoped would surface because that was exactly how I 

wanted them to feel; accepted, comfortable, and valued.  People with disabilities are not brave 

for being out in public or for participating in writing groups or in the Arts.  They are human 

beings who are simply living their lives and trying things that they are interested in, just like their 

non-disabled counterparts.  They want to be seen as “ordinary” people and they also want the 

same opportunities to participate in the world in which they live. 

When asked what the worst part(s) of his writing group experience was, Tiger noted the 

challenge he had coping with different personalities within the group.  Tiger said, “…you know, 

that guy Drago can be tough.  He’s okay though but sometimes he just gets on my damn nerves. 

He can be so damn rude.”  I asked if he thought the rudeness was a due to Drago’s disability, that 

maybe it was something that was beyond his control, to which he responded, “No, he is just a 

plain asshole.  Unless being an asshole is a disability, then yeah, I guess.” I explained to Tiger 

that sometimes, people dealt with things that we didn’t know about and that those things 

sometimes impacted their behavior; that it wasn’t personal at all, to which he replied, “He was 

still being an asshole.  Trust me.” Ruby would echo Tiger’s sentiments, albeit a bit more subtly, 

noting the “sometimes that Drago guy was a huge jerk but he wasn’t too terrible all the time, I 
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guess.” Navigating personalities is not an anomaly that just plagues persons with disabilities; 

everyone experiences this.  

Interestingly, one of the most amazing parts of being a human and being in relationships 

is recognizing and then ultimately dealing with each other’s differences but sometimes this can 

be a challenge.  So we often spent time in writing group discussing how we can navigate 

challenging situations and people. We talked about the importance of being respectful of one 

another, even when a person’s behavior makes it difficult to do so. So on days when a writing 

group participant was acting rude or behaving oddly, the other writing group members would 

take a moment to pause and out of respect, would let the person have their moment without any 

sort of reaction. Of course it wasn’t always easy, but when we came together as a group, we 

were able to move beyond the difficulties and celebrate who we are as individuals. 

Understanding Health Needs and Sharing Perceptions 

Health means different things to different people. The concept of health meant 

different things to different people. While there was some overlap in terms of general concepts 

of health for participants in this research project such as sex and drugs, there were some 

important differences in how each student defined health. For instance, when the topic of 

intimacy was discussed, Tiger was able to easily define what it meant to him but Drago had no 

understanding of the concept at all. There may, in fact, have been lack of understanding in terms 

of defining health as Drago’s response suggests that he may not have realized a direct 

correlation. 

Destiny, when asked on the questionnaire whether he had ever looked online for health 

information such as for exercise or fitness, answered, “No.” Yet when asked if he had ever 

looked for diet and nutrition information online, he responded, “Yes.” Also, when asked whether 
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he found health information on Facebook or Twitter, Destiny responded that he had not.  Later in 

the questionnaire, however, Destiny noted that he had, in fact, found diet and nutrition videos on 

YouTube through Facebook links. So while Destiny connected health to diet and nutrition, he did 

not, in this particular context, connect exercise or fitness.  The reasoning behind these 

differences in health definitions may be attributed to the participant’s culture, socioeconomic 

status, and his respective educational experiences. 

In fact, person variation in defining health was also apparent in all of the survey 

questionnaires.  All participants were asked about the role that the internet and media (e.g. 

magazines, television commercials, movies) played in their acquisition of health information. 

Tiger Prince noted that the internet played a significant role for him in terms of finding health 

information but what he considered as “health” was different than Drago’s definition. 

For instance, when asked if he looked online for diet or nutrition information, Tiger 

answered “Yes” on the questionnaire and wrote in an additional response of “(NOT DIET) way 

into proteins.” When asked why he responded in this way, Tiger noted that “I don’t need to be 

on a diet. I’m not fat. I have muscles.” For Tiger, the definition of the term ‘diet’ was a concrete 

one – it simply meant going on a diet for weight loss purposes. Other definitions for diet such as 

the type of foods that one consumes or nutrition were not things that came to mind for Tiger in 

the questionnaire or in the interview. 

Ruby had a similar ambiguous health response on his questionnaire. When asked if he 

used the internet to find health information, she responded “No,” yet when she got to the 

question that asked if she had used a chatroom or message board to ask a health-related question, 

Ruby reported that she had. I followed up with Ruby so as to find out what he actually looked 

for on those websites if it was not health information, and she stated that “It was just some sex 
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stuff. It wasn’t like for ‘real health.’ I just was wondering about something so I asked a question 

on the Love and Sex Hip Forum.” I inquired as to what ‘real health’ meant to her and Ruby’s 

response was that it was, “when you has [sic] to go to the doctor.” Again, a concrete response 

for a very multifaceted and complex subject area. 

This ambiguity may be due to the fluidity of health meaning. Health and its defining 

factors lie on a continuum and each of us defines what it means to be healthy, differently. 

Certainly, there are domains of health that we as human beings may agree upon (Figure 2) but 

within those domains there are differences that aren’t so cut and dry. Our differences come by 

way of a number of factors, including the neighborhoods that we are brought up in, what we are 

taught by our families, and our personal interactions with the health care system (Chatterji, 

Üstün, Sadana, Salomon, Mathers, & Murray, 2002; U.S. Department of Health and Human 

Services, (2013); all unique experiences that make defining health so tricky. 

Writing about health helps facilitate understanding. It was apparent from the first 

week of writing group that the topic of health would play a key role in the writing group.  Not 

only did the conversations that took place before and after our meeting discuss topics such as 

sexuality and physical health, but the writings by each participant regularly indicated the 

importance of having a space (i.e. writing group) to write about and discuss issues that were 

important to them. 

Often, a writing piece would be written by a writing group participant and the health 

portion was not explicit in their work. In many of those cases, though, when discussion or a 

multimodal component took place, health would be easily identifiable.  For example, when Luke 

wrote his “Pee Sucker” story, it was not processed in the group as a health-piece. Rather, it 

brought laughs about the situation and later, empathy for a man who lost his chance at true love 

137 



  

 

 

  

   

    

   

     

   

   

 

        

        

  

      

    

     

      

 

 

 

  

or at the very least, a fun night out with a beautiful lady.  When Luke presented his story in front 

of a live audience, however, the health-piece was front and center. 

When Luke gave his now famous line, “Yes she’s in the medical field, and NO she’s not 

my caregiver!! She’s my girlfriend, she just said that!” it was as though all of the air was sucked 

out of the room. The audience gasped in horror at Luke’s experience. At the conclusion of the 

show during the talkback session, more than twenty (20) audience members asked Luke health-

related questions such as “How did it feel to have someone think your date was your health 

worker?” and “Was this the only time you had someone ask you if your date was a health worker?” 

Luke would go on to describe how many of the people he encountered in his day-to-day life 

erroneously saw him as being sick and/or not interested in a healthy lifestyle.  

People pray over me. They tell me how sorry they are that I am sick. But I’m not sick!  

Do I get sick? Sure! Do things happen to me that may not happen to other people because 

of my CP? Absolutely.  But I go to the gym at least 3 days a week.  I eat healthy and take 

my vitamins. I regularly see the doctor…it didn’t used to be that way though. I used to go 

the emergency room when I was sick. I didn’t go to a regular doctor. My medical coverage 

didn’t think I needed to. I am very grateful that has changed and that I can be preventative 

in my health care…no more putting out fires that come back in a few months…but being 

disabled isn’t being sick.  I wish people would get that. 

Being able to share this real, albeit horrific, dating story as well as the anecdote about people 

praying over him, gave Luke a documented platform to express real situations that took place in 

his world; situations that many of us couldn’t begin to fathom if we even tried.  Luke also noted 

that putting these situations down – pen to paper – has helped improve his personal advocacy 
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efforts because, “getting the story out of my head and on to paper helps me remember the story 

better…I don’t just have to rely on my memory, which isn’t what it used to be.” 

Expressive writing can improve control over pain and depression (Stuckey & Noble, 

2008) and this was certainly the case for Ruby Waterford.  Her weekly writings covered these 

depression, relationships, suicide and more and as she noted on numerous occasions, “helped her 

make it through.”  Tiger’s raps and Destiny’s poems did the same for them. Additionally, 

expressive writing aids in the comprehension and a deeper understanding of health and health-

related topics. 

Let’s talk about sex. For participants, the area of reproductive health was also quite 

relevant and very important to them; although knowledge and education on this topic have been 

regularly denied to this demographic. Traditionally, persons with disabilities have not been seen 

as sexual beings with sexual needs.   Rather, they are often denied the same reproductive rights 

as their nondisabled counterparts by the health care profession. Sexual expression and sexuality 

are normal aspects of being a human being, yet persons with disabilities have been denied this 

right of normalcy (Advocates for Youth, 2013; Sexual Health and Disabilities Alliance, 2013). 

While the “eugenics movement” is considered a thing of the past, many health care providers 

still hold on to erroneous stereotypes about people with disabilities and their sexuality, which 

can, and do, have significant and detrimental effects. 

The fact that all of the participants in this research study spoke freely about sexuality 

without prompting – albeit at differing levels of comfort – speaks volumes about their desire to 

be seen as equals as well as engaged in a process of critical personal reflection about their sexual 

lives. When given the platform of writing to express themselves, participants found liberation in 

sharing experiences, such as the importance of reproductive health.  Tiger, for example, noted 
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that he could never talk about sex with his mom. He described, “She don’t even think I have sex!  

That’s why I like writing about it – it helped me learn more about myself and about sex ‘cause 

sometimes I had to look stuff up – you know, to make my writing solid!” 

In her exit interview, Ruby also discussed how writing about reproductive health helped 

her to learn more about her own health: 

Remember in Chapter 3 of my book that I showed you when I tried to talk to my mom 

about going to a gynecologist and she told me I didn’t need one?  When she told me to 

just “wrap it up” and I would be fine?  Well, she also told me I could never get pregnant 

because of my disabilities…I had my staff read my book so far and when she got to that 

part of my book my staff was real surprised…she asked me did I want to go to the doctor 

and talk to him for myself because she didn’t think my disability would stop me from 

getting pregnant and I don’t want no kids…so I tell her yes…she taked [sic] me there and 

I can get pregnant for sure! And I asked for birth control and he said it was a responsible 

thing for me to ask for…it would keep me safe from getting pregnant, but I still need to 

use condoms to prevent SDTs [sic] or disease or whatever they are called. 

Proper health care, especially reproductive health care, is crucial for people with disabilities, as 

they tend to face significant barriers to accessible, affordable, and appropriate health care. 

Additionally, it is important, for a plethora of reasons, to discuss and write about sexual 

health with this particular demographic, as persons with intellectual and developmental 

disabilities (I/DD) experience much higher rates of forced sexual interactions than their non-

disabled peers.  The incident rates range from 44% in children (Ballan, 2012; Kvam, 2000) to 

83% in adults (Johnson & Sigler, 2000; Weiss, 2012) with disabilities. 
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Families are a terrific natural support system. Having a disability does not mean that a 

person is unhealthy nor that they do not want to live a healthy lifestyle.  This means, then, that 

having the appropriate information and support to make healthy choices and knowing about 

illness prevention must be a priority. For persons with disabilities, families, often play an 

integral role in this health information acquisition, understanding, and support.  Families are a 

terrific natural support system.  For each of the writing group participants, including those who 

lived outside of their family home in a group home or independent living situation, support in 

health care by family was present, necessary, and appreciated. When there were issues with 

comprehending health information, family members always played a key role in assisting 

participants’ in improving their overall health literacy. 

Figure 12. Seven Domains of Health. 

Adapted from the Center of Excellence in Women’s Health (2009) 

The week that Drago came to writing group after the “car incident,” he explained how the 

situation was quite traumatic for him but also how his mother had taken him to the emergency 

room and how it had helped him: 
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You know, I coulda died that day when the car hit me.  Okay maybe not dead dead but 

you know, like have problems with my brain or something…like shaken baby syndrome 

even though I am not a baby…my mom helped me a lot at the hospital, too. I had to stay 

awake for some hours and take this medication and I would have been really 

confused…matter of fact, the doctor was talking to fast and mom told him to ‘slow down’ 

so I could understand.  Haha! You shoulda seen his face.  Priceless.  But yeah she makes 

me mad but she helped me…I guess she’s all right. 

Drago’s initial reaction to his medical situation was anger; he felt that since he was an adult that 

he didn’t need to go to the doctor or do what someone else said but upon further reflection, 

Drago would later express his gratitude for his mother’s assistance. 

Ruby also noted the help she had received from her family in her struggle with 

depression and suicidal thoughts.  In her exit interview, Ruby informed me that her biological 

father struggled with depression and had ended his life only a few months before we had begun 

meeting.  Since his death, her depression had increased, as had her thoughts of suicide.  She went 

to her mother for help, remembering an earlier conversation they had had, and her mother 

intervened immediately. 

Mom told me I needed to get help.  If I didn’t get help I was gonna be dead too and she 

couldn’t deal with that.  Neither could my baby brothers and sisters...they need me.  I told 

her I didn’t know what to do and that I was ‘fraid to ask the case manager at my house 

because I didn’t want to go to no psychologistic [sic] or psychiatric hospital.  You don’t 

get out of them places…and she taked [sic] me to my doctor and we all three of us sat 

down and he set me up with some counseling and changed my meds…they seem to be 

working pretty good.  The writing helps me out, too.  Before we went to the doctor we 

142 



  

 

  

 

 

   

   

  

   

 

 

  

  

 

 

 

 

    

 

 

  

 

looked on Google together – my stepdad, too - and found a bunch of stuff.  I couldn’t 

have done it without them. 

Without the assistance of her family, Ruby could have very easily harmed herself or worse.  She 

was having a terrible time coping with the death of her father and she was afraid to speak with 

her case manager out of fear of institutionalization. Family members play major roles as 

advocates, caregivers, and system navigators for their disabled loved ones over the course of 

their lifetime.  The reality is that with accommodations and supports from family and friends, 

persons with disabilities can and do lead healthy and productive lives. 

Tiger’s mother was also instrumental in his understanding of sexual health.  He noted in 

his exit interview that his mother played a pivotal role in his understanding of basic health 

information.  Destiny also received assistance from his family, but in an entirely different form.  

When he had stopped taking his medication at his group home, Destiny’s immediate family – 

mother, father, grandmother, sister – recognized that something was happening with him.  

Interestingly, those who cared for him outside the home – his service coordinator and house 

manager had not – and were shocked when the family came to discuss Destiny’s welfare with the 

house. The family then forced an intervention for Destiny, an involuntary psychiatric hold at a 

medical facility, so that Destiny could immediately get the assistance that he needed.  Without 

this psychiatric hold, it is quite likely that Destiny would have died. 

The experiences of Destiny, Drago, Ruby, and Tiger support the reasoning behind the 

need for family-centered care, especially for persons with disabilities.  Family-centered care is 

defined by the Maternal and Child Health Bureau (MCHB) (2013) as an assurance of: 

…the health and well-being of children and their families through a respectful family-

professional partnership. It honors the strengths, cultures, traditions and expertise that 
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everyone brings to this relationship. Family-Centered Care is the standard of practice 

which results in high quality services. 

Excellence in health care and health understanding happens when we truly work together and 

honor the experiences that all parties involved in the lives of persons with disabilities and their 

families bring to the table.  

Need for Ongoing Opportunities for Expression and Social Interaction 

Wellness and writing are connected. When I inquired as to whether participants felt 

they knew more or about the same about health now than when they first joined the writing 

group, Tiger, Ruby, and Destiny all noted that they had felt as though they knew more. Tiger 

stated that he knew more because: 

…we could talk about stuff that bugged us or that we needed help with, in writing group 

without anyone telling us we couldn’t do it or didn’t need to know about it…you know 

like the sex convo with intimacy.  Nobody wants to talk about it because I’m in a 

[wheel]chair but that’s more reason to actually talk about it…it’s a dangerous world out 

there.  I liked that there was no judgment here and that when I asked a question, it was 

answered and that I was treated like a person. Not disabled. 

Tiger’s responses were precisely why I had initially decided to take on this area of research for 

my doctoral work; I had met so many folks like him previously, who did not feel as though they 

had an equitable place at the table when it came to health issues.  They had expressed frustration 

at not being listened to and noted being ignored and even pandered to when discussing issues 

that related to health and at the end of the day, their rationale was the same as Tiger’s; they 

wanted to be treated with respect and dignity like a human being. 
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Destiny wrote that he “thought I [sic] knew more about health” after writing group.  He 

continued: 

Or at least I can ask about (health) more. I didn’t have the confidence to ask about things 

or to ask for help.  I also didn’t realize how much I wrote about health in my work.  It 

helped me to understand things better…when I was in the hospital for the psych hold, I 

asked a lot of questions…sometimes the nurses would get aggravated, too but I didn’t 

care…I needed to know what was going on and I wasn’t afraid anymore… 

Wellness and writing are connected in many ways and we are only beginning to understand their 

connection. Destiny’s response describes how self-awareness ultimately results in empowerment 

or taking charge of your own life. 

I also asked if Ruby felt as though she knew more or about the same about health now than 

she did when you first joined the writing group and why, to which Ruby respond, “I don’t really 

know. I don’t write about health.  So I am not sure. I mean I guess I do if things like mental 

health and suicide count.” 

“They do,” I responded.  “And interestingly, these are issues of health and wellness that 

aren’t often discussed because there is a stigma that surrounds them.” 

“You mean like stigma that surrounds the “R’ word?  Like how people say bad things about 

people with disabilities?” 

“Absolutely what I mean,” I smiled.  “When people can use words to talk about certain 

things, like mental health and suicide, prejudice comes into play which can lead to things like 

stereotyping and fear.  And these things impact how much people address or talk about the 

issues.” 
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“Well they need to address them. They are big issues.  I mean, my dad was a perfectly fine 

person...he had some depression stuff but nobody would help him…maybe if people talked about 

it he would still be alive,” Ruby wiped a tear from her eye.  “He wasn’t a bad person.” 

“Of course he wasn’t,” I said.  “And your writing about these topics helps bring them into 

light.” 

“Really? Ruby asked.  “Like the stuff I write might help somebody? I mean, I know it helps 

me to get it out but it could really help other people?” 

“Absolutely,” I responded.  “And that is why many writers write.  Getting the information 

out there that we want certainly helps us, the writers but it also helps the readers.  Remember 

how we talked the first week about how we all come to writing group with our own 

experiences?” 

“Yes. You said we all interpret things different because of our experiences.” 

“Exactly.  Now you may go through something that someone else has gone through but you 

see a different way.  So writing about it allows the difference to come through and then we can 

try to figure out how or why that difference happens.” 

“So the same thing goes for someone who hasn’t experienced something, then?” Ruby asked. 

“Absolutely.  Maybe someone reads one of your poems on suicide but has never known 

anything about suicide before…or maybe they thought bad things about mental health but then 

they read your work and realize they can relate or know someone with mental health issues,” I 

explained. 

“It can change them,” Ruby whispered, her eyes lighting up with pride due to her knew found 

knowledge. 

“Precisely!  Just like writing can change the writer, it can also impact the reader.” 
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“That is SO cool!” Ruby smiled.  “Writing is really important!” 

Writing IS really important.  Writing has the ability to change lives, change minds, and even 

change history – for everyone – writer and reader alike. 

As can be seen in the cross-case analysis of those who participated in the exit 

interview/Writing Group conversations, the themes elucidated were consistent amongst 

participants. While writing group participants responded to writing group in different ways (e.g. 

writing approaches, writing types), their responses related to one another and included the need 

for participants to feel empowered, to be a part of a community, and to be seen as more than just 

“someone who is disabled.” 

The importance of multiple modes of expression. Initially, when this project was 

proposed, there was to be a video portion of the research for data analysis; a portion that the 

writing group opted out of.  Drago described his problem with video recording the writing 

research, “I don’t want a camera in my face.  I am not a caged animal on display!”  Tiger 

suggested that he would be uncomfortable with a camera in the writing group room because he 

“would focus on it and not on my writing,” and Ruby noted that knowing she was being taped 

would make her feel “very uncomfortable and that would make writing group not fun anymore.”  

Their sentiments would be echoed by the rest of the writing group participants, to varying 

degrees of “display.”  However, once filming was brought in the mix for their written works, the 

groups feelings changed; they were eager (and willing!) to have their creative voices heard in 

various formats. 

As noted earlier, for Tiger, the act of writing was certainly powerful but when multiple 

modes of expression came into play, Tiger felt empowered and liberated.  This empowerment 

and liberation was expanded even further when there were opportunities for public performance.  
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On the last Thursday of each month, the makerspace holds an Open Mic night after our writing 

group meeting time, where performers who want to try out new (and sometimes older) material 

are given the opportunity to do so in front of a live audience. While this event was not created 

for the purposes of this research project, it was, though, open to the public. 

On week four of writing group, the group decided to attend the Open Mic event together; 

it sounded like fun and an opportunity for folks who were new to the concept of performance.  

Once we arrived in the Open Mic space, Tiger noticed there was a sign-up sheet for performers 

and he asked if they would let him participate because “he was in a [wheel]chair.”  I assured him 

that he was more than welcome to participate and that it was actually encouraged, as he was a 

new artist trying to get his work out there and heard.  Tiger smiled his brightest smile, then 

wheeled over to the sign-up sheet to put his name on the list.  To both of our surprise, Tiger was 

the first person to sign-up.  

When he returned to the group, Tiger’s smile had faded.  He expressed his fear of 

performing in public and also that he had no idea exactly what to perform.  The writing group 

rallied around him to lift his spirits and Ruby suggested that he perform something he had 

written for writing group.  Tiger selected two pieces, “Karma” and “Invincible,” from the first 

and second weeks of writing group. With a sweaty forehead and a nervous stomach, Tiger 

waited for the event to begin. 

After fifteen minutes, the show began.  Guitar and piano music, played by onsite 

musicians, began to gently waft through the makerspace.  The emcee for the night welcomed 

everyone and called up the first performer of the night, Mr. Tiger Prince!  Tiger, still nervous but 

smiling, turned to me before going to the stage and said, “Facebook Live me” and then rolled up 

to the microphone.  Facebook Live is a feature that offers live-streaming video capabilities from 
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a smartphone. As Tiger was introduced, I hastily scrambled to start the stream.  This was a 

monumental moment for Tiger and there was no way I was going to miss it! I began live 

streaming the event from his phone. 

Shortly after the live stream began, the emcee welcomed Tiger to the performance space 

and presented him with a notebook for his “bravery.’  The emcee noted that it “isn’t easy to 

come up to the front first – only heroes do that!”  We all wildly applauded – I admittedly had 

tears in my eyes – as Tiger took the notebook in one hand and the microphone in the other.  He 

was beaming ear to ear as he rolled center stage.  The musicians began to play and after a brief 

moment of hesitation, Tiger began to rap. 

When “Karma” began, we, along with the rest of the audience, began to clap in rhythm 

with his rap.  For the first few lines, Tiger read from the pages that he had been working on in 

writing group.  It was a proud moment for sure, made even more wonderful when his writing 

group peers began rapping along with him as they remembered the rap from our meeting.  After 

that, Tiger began to “freestyle” or improvise with no particular structure.  His performance was 

fueled by the audience’s participation.  Soon the music changed and Tiger began “Invincible,” 

Any of his initial nerves were now gone; he was at ease behind the microphone. 

As was the case with “Karma,” Tiger improvised with “Invincible.”  As a matter of fact, 

there was so much improvisation, it was like a brand new work. Line after line, Tiger rapped 

with confidence, sharing his truth with all of those in attendance.  The audience was still 

captivated by him and as the music slowly began to fade, their claps gave way to cheers of 

“YES!” and “Get it, Tiger! You tell ‘em!”  Tiger was so into his adoration and success that at the 

completion of his performance (and to the dismay of the audio folks), he literally dropped the 
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mic! With a loud audio “BOOM!” the emcee rushed over to get the microphone from the 

ground, thanked Tiger for participating, and introduced the next participant.  

Tiger wheeled back to our group and asked everyone what they thought of his 

performance.  Drago asked him for his autograph immediately, telling Tiger that he “had to get it 

before you get too famous!”  The rest of the group echoed his sentiment.  This was a glorious 

moment for Tiger and it would certainly be reflected in how he approached the remainder of our 

writing sessions together (and beyond!). 

During our time together in writing group, Ruby Waterford became a published author.  

The girl who could barely remember her pen came into writing group early when she could to 

type her work into a computer.  For Ruby, taking the page to the PC was an enlightening and 

empowering experience; her work literally came to life for her.  When she first began to type her 

poetry, using her index finger, she typed one letter at a time.  By the end of our time together, 

Ruby was up to two letters at a time – one for the index finger of each hand – and was able to get 

all of her smaller works entered and saved. 

At the conclusion of our research time together, a local collaboration of artists and 

disability-related organizations decided to publish a book with fundraised money.  I encouraged 

all of the writing group participants to participate – three (3) participants ultimately submitted 

work – but only Ruby’s worked was selected from our group.  She, along with forty-nine (49) 

local disabled writers and artists (there were more than 150 submissions) were invited to share 

their work in a book titled (Dis)Ability. 

(Dis)Ability included poetry, short prose and visual art created by local writers and artists 

with disabilities. Disabilities was defined broadly to include people who have physical, 

developmental, learning, and sensory disabilities; those who consider themselves to be on the 
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autism spectrum; those who live with a mental health disability and those who are living with 

chronic conditions, including pain. The book had a launch party where some of the artists were 

invited to present their work and Ruby was one of those selected.  She shared her poems, “The 

Rat I Call Depression” and “Love is Love” with all in attendance which was approximately 100 

people.  After the event, Ruby ran over to me and asked me if I was proud of her, to which I told 

her I absolutely was and she then asked if she could stay in writing group after the research 

project and maybe share her stories with other groups in the future. The answer to both of her 

questions was of course, a resounding yes. 

“You are important and you matter.” When asked if there was anything else he 

wanted to share with me about his writing group experience, Tiger stated that he would miss our 

time together if writing group completely ended, and again, I reassured him that it was not 

ending – just the research portion was.  He also noted his gratitude for a writing group space 

where he was treated “normal” and was not seen simply as a person with a disability. “You see 

past my [wheel]chair,” he said, “and I ‘ppreciate that.  You treat me like I matter.  Like I am 

important or something. I feel like I changed.”  I told him that he was important.  That he did 

matter.  That what he felt and wrote needed to be shared and heard.  And that we had both 

changed during our time together – we had both grown.  His eyes welled up with tears once 

more.  With a quick swipe using the back of his hand to brush away a tear, Tiger rolled out of the 

interview room.  We had both certainly grown during our time together. And I am certainly 

better for knowing him. 

Destiny also shared his feelings on the completion of writing group but for him the 

situation was slightly different, as his mental health issues forced him to leave the group early.  

He wrote, 
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I wish I could come back to writing group.  I always work on Thursday’s now so it’s 

impossible.  But I am still writing a lot.  I promise.  If you want, I can send it to you.  I 

have some good stuff. I also miss the times we all hung out and laughed and stuff.  

Writing group is like my family and I miss everyone…I mean I like writing alone and all 

but sometimes, I need people around… 

Writing is mostly a solitary act, but sooner or later, writers realize we need a network of people; 

from those who provide constructive criticism and feedback, to learn new skills from, and to 

support the work we hope to someday produce. 

Finally, I concluded the writing group conversations with Ruby, asking her if she felt that 

writing and writing group helps her to express her opinions, to which she responded with a laugh 

and a firm, “Duh!”  She then asked if we could be done with the interview because she was tired.  

She had not felt well for a couple of days and would end up back in the emergency room a few 

days later with stomach problems brought on by stress as her brother was sentenced as an adult 

for his school bomb threat.  There had been more than just the threat of bombs, too; police had 

found a bevy of arms in his bedroom at the family home.  Ruby and her family were vilified.  

Blamed. Ostracized. Taunted. It is no wonder she was not feeling well.  I recently learned that 

Ruby was removed from her family home and had been sent to live in a group home facility 

about thirty (30) minutes away from where she’d previously lived.  Away from her family.  

Away from the trouble.  Away from the trauma. And sadly, away from writing group and the 

friends that she had made while participating. 

“Exit means end and I don’t want writing group to end.” I had hoped to have each 

participant digitally respond to the writing group via audio/video recording as a reflective piece, 

upon completion of writing group; each providing nuggets of information and wisdom from their 

152 



  

 

 

  

  

 

 

 

  

    

 

   

  

 

time in the writing group.  That is, until I realized what a challenge the reflective process actually 

would be. A number of the writing group participants didn’t want to provide a reflective exit 

piece because there was finality that existed within these exit pieces; they each believed that 

completing the reflection meant that writing group was over and that brought varying levels of 

discomfort to the writing group participants.  

As a matter of fact, Tiger choked up numerous times as he was giving his responses and 

would often ignore the question(s) being asked.  When I asked why he was so upset, Tiger 

replied, “Because I don’t ever want this to end.  I love writing group and I love performing. I just 

don’t want it to go away.” I assured him that the writing group wasn’t going; only the research 

portion for my dissertation was ending.  He seemed somewhat relieved and began discussing his 

time in writing group, after he was able to compose himself.  I asked Tiger if he would be 

interested in filming or audio recording his exit interview and he responded with a firm “No.” 

Tiger stated that he preferred to just talk about his writing group experiences. “You can record 

me for your work but that’s it.  I don’t want it showing up nowhere.”  So after some thought, I 

decided to go back to my initial idea of an exit interview; structuring the interview like a 

conversation – actually calling it a Writing Group Conversation – and although I still met some 

resistance with participants, I was able to garner more information than I did with simple 

reflection.  

Drago also refused to complete an exit interview. When I asked him why he wouldn’t 

participate, he told me it was simply because, “Exit means end and I don’t want writing group to 

end. We have too much work to do!”  I did not press him on the issue – the decision was his to 

make.  I did ask him, though, if we could have a short conversation about the writing group.  He 

would eventually but it was not without a bit of a struggle.  Drago wanted nothing recorded – not 
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by him or me – but he let me take note of his responses “as long as I paid attention.”  I did my 

best. 

Ruby had indicated that she would not be interested in participating in an exit interview 

either. Like Drago and Tiger, she had thought of ‘exit’ as an ‘ending’ and since she did not want 

our writing group time together to end, she thought skipping the interview would secure 

longevity. When I explained to her that the exit interview was for the purposes of my writing 

and that writing group would continue long after and that we could handle the conversation 

informally, like a conversation, she was receptive to the idea. However, like Tiger, she did not 

want to record or be recorded.  Destiny would later forward his responses to the original exit 

interview questions to me via email, due to the severity of his situation.  I was unable to get an 

exit interview from Luke, unfortunately. 

Summary 

The five writing group participants in this study had a range of perceptions of what health 

means to them. Though each person came to the group with different lifestyles and experiences, 

there were many similarities across the cases. All five participants described how writing 

positively impacted their understanding of health.  Every participant spoke to their own 

empowerment and identity formation that came as a result of having their literary voices heard. 

What follows in chapter five is a discussion and the implications of the findings and the 

impact that they have on the larger field. The impact on the researcher is also highlighted, as it 

showcases how this particular topic has expanded since the research project has completed. 
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CHAPTER V DISCUSSION 

“Well, if I don’t speak up for myself, you can bet your rear-end that someone else will do it for 

me. They’ve been doing it for years – telling me what to do and what to say – and I am taking 

that back.  The only one speaking for me is me…” ~ Luke Davis 

Introduction 

This study provided the platform for young adults with disabilities to share their 

experiences and concerns, including on the topic of health literacy and how these experiences 

and concerns were expressed through the Arts. Throughout the interview and questionnaire 

processes, students bravely shared their personal experiences and their feelings. Although 

participants came from different backgrounds and their exposure to health and health information 

was individually unique, there were common themes that surfaced in the interviews. 

Additionally, the inclusion of creative writing and art analysis in this research expanded 

the information gleaned from the interviews and the questionnaires of the participants. The field 

of health literacy continues to grow by leaps and bounds. Creative writing and art analysis 

allows for additional insight into a new and burgeoning area. 

In examining common themes - Writing and Discussing: Empowered Participants, 

Understanding Health Needs and Sharing Perceptions, Need for Ongoing Opportunities for 

Expression and Social Interaction - and future implications for research, it is important to recall 

the research questions upon which this study was based. These questions will frame the 

discussion in this section. They are: 

1. In what ways do persons with disabilities participate in writing group, including using 

modes of expression? 
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2. In what ways do persons with disabilities speak to their disabilities and their health 

perceptions and needs in a writing group setting? 

3. What role, if any, does composing in a writing group play in empowering persons with 

disabilities? 

It is important to note that when I first began this research, I considered health literacy to be my 

main research topic.  While I did, in fact, have findings that reflected health literacy, they also 

revealed broader themes of empowerment, identity, social interactions and relationships, and the 

importance and power of multiple modes of expression. 

Additionally, as I examined the research for this project, I came upon as an explanatory 

theory, situated learning, that helped to guide me as I completed my analysis and as I wrote my 

dissertation. Situated learning is an instructional approach developed by Jean Lave and Etienne 

Wenger in the early 1990s, and follows the work of Dewey, Vygotsky, and others (Clancey, 

1995) who claim that students learn by actively participating in their learning experiences and 

exchanges. Within these experiences and exchanges, the writing group participants in this 

research project did, in fact, learn from each other. I also believe that through this learning they 

developed a community of practice (CoP) (Wenger, 1998). 

The term community of practice, or CoP, was first used in 1991 by theorists Jean Lave 

and Etienne Wenger who discussed the notion of legitimate peripheral participation (Lave, 

1991). In 1998, the theorist Etienne Wenger would extend the CoP concept and apply it to other 

domains, such as organizations (Wenger, 1998). In a nutshell, the definition of CoP is “groups 

of people who share a concern or a passion for something they do and learn how to do it better as 

they interact regularly.” (Wenger, 2011).  Wenger’s (1998) work on communities of practice 
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helped us explain the shaping of discourse within the weekly writing group and the interactions 

that took place each time we met. 

According to Wenger (1998), communities of practice are everywhere - often going 

unrecognized because they are so common in our lives. The communities of practice are tied to 

meaning making. Members of a community of practice negotiate meaning as they participate 

within the community and the meaning is fluid; just as a community shapes its members, 

members also shape the community. In the case of this research, the weekly writing group and 

the interactions were the perfect place to view a community of practice. As I and the writing 

group participants came together each week, we engaged in practices that allowed for a 

negotiation of meaning – specifically health literacy and writing. Each week, we repeatedly 

engaged in practices that were specific to our group which allowed us to develop a common 

repository of procedures and skills that were both spoken and unspoken. Ultimately, our ways of 

doing, writing, sharing, interacting, and being were mutually shaped within the writing group 

space. 

Every week, writing group participants wrote about their experiences; sharing stories 

about their lives, and it was through these stories that issues with health bubbled their way to the 

surface of their writing.  While each person had their own individual experiences dealing with 

health and health-related topics, there was unity in that they all experienced something related to 

health that had impacted them in some way. 

Writing and Discussing: Empowered Participants 

Communities of Practice (CoP) develop in social learning systems, whether we recognize 

them or not, and this includes the writing group. Capitalizing on the formation and cultivation of 

social learning systems ultimately changes the way that people interact with one another and 
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their ultimate outcomes. As a researcher, keeping situated learning and CoPs in mind throughout 

the research project and analysis allowed me to the opportunity to ask questions differently about 

what I was seeing. Why was this particular group allowing me the opportunity to be part of their 

social space as a participant rather than only as a researcher? What about writing group implied 

that it was a safe space for sharing insight into sensitive topics?  What behavior was deemed 

acceptable to writing group participants?  These questions represent just a sample of what I 

considered when looking at the inner workings of the weekly writing group sessions. 

This particular group allowed me the opportunity to be a part of their social space as a 

participant rather than as just a researcher because of trust that had been built over a period of 

time with participants. I had known Tiger Prince the longest; since I worked on my research 

component in 2013. I had been acquaintances with all of the other writing group participants, 

except for Drago, through my work throughout the years advocating for persons with disabilities.  

The majority of the group knew that my intention was to support them in their endeavors. 

Each week, I came to writing group with my own creative works in hand and I wrote with 

the group during every writing group session. It was important for me to relay to writing group 

participants - by words and actions – that we were equals.  Had I not acted as a participant, I 

believe that the group would not have been as opening and as trusting with me as they were. 

Yes, I was coming to the writing group space as someone doing research but I did not put myself 

in a position of absolute authority.  Rather, we each worked together, every single writing group 

session. We spoke to one another not only about writing group topics but also included personal 

and sensitive topics.  We co-constructed a group that was built upon acceptance, trust, and 

understanding.  
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An example of such co-construction can be seen in the writing group rules that were 

created by participants as guidelines. The rules were as follows: 

1. Be respectful of each other. 

2. One person talks at a time. 

3. Do not interrupt anyone. 

4. Give thoughtful feedback. 

5. Listen to others. 

6. WRITE! 

Additionally, I believe that we earn our trust by showing people that we are interacting with 

respect, in the form of challenging, meaningful, and rewarding activities that are worthy of their 

time and best efforts. Each week, writing group was structured the same, so that familiarity of 

expectation would be a comfort to participants.  The writing topics changed regularly, though, 

and the topics were meant to invoke thought, encourage participation, and challenge previously 

learned information.  An example of one such challenge came when I asked Destiny to try 

writing poetry without rhyme; something he had been conditioned to do since grade school.  

Although he was visibly and verbally frustrated, Destiny gave the request a shot and because of 

doing so, grew as a writer.  Another such example can be seen in the editing conversations – and 

frustrations – with Drago. 

The trust built lent itself to creating a safe space for sharing insight into sensitive topics.  

Participants were eager to share their experiences when they realized that they were safe and that 

there would be no judgment.  For instance, when Tiger wrote and talked about sex, other writing 

group members would listen to what he had to say and at times, chime in with their own 

experiences, so as to reassure their fellow writers that everything was alright.  An exchange 

159 



  

 

  

   

 

  

 

 

  

 

 

between Tiger and Drago was a prime example of this, when after Tiger talked about sex, Drago 

made a loud retching sound and replied, “That’s disgusting!”  He then proceeded to move to the 

other side of the table.  We were all shocked by his behavior towards Tiger, but he immediately 

said, “Sorry man.  I just don’t like that mushy stuff.  The thought of people touching and kissing 

is gross.  Maybe it is my autism but I just don’t like it. So I will just sit here and write my stuff.”  

Tiger responded with an “It’s okay, bro.  I get it,” and then we all went back to our writing. The 

exchange, although not perfect, was one that helped build a writing group culture of non-

judgment and safety. 

Finally, in terms of behaviors that were deemed acceptable, I observed the behaviors of 

the writing group participants on an ongoing basis so as to be cognizant of individuals who felt 

uncomfortable or who were not participating.  At the end of each writing group session, I was 

available to participants who may have wanted to talk or debrief.  Minor issues, such as was 

described with the sexuality conversation between Drago and Tiger, were taken care of by 

participants themselves.  This was key because although this group was comprised of persons 

with disabilities, they were adults and had the capacity to act and respond accordingly. 

All of these pieces – co-construction, social interactions, and trust helped to empower 

writing group participants. Empowerment includes the examination of self, of identity, of 

relationship with others. In the writing group, participants were outwardly expressive in their 

conversations and it was apparent in their comments and actions that their narratives were 

positively impacting who they are as people and also, gave them agency in an arena that has 

typically denied them access and empowerment.  This resulted in surprising and wonderful 

things.  
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For example, Drago’s discussion about “absolutely gross and disgusting” sex was so 

much more than a passing descriptor.  Rather, referring to sex throughout his exit interview, even 

if in passing or to interject his objection to it, was empowering for Drago as it allowed him the 

freedom to discuss a topic that is not typically associated with him but is, in actuality a natural 

part of his life.  Another example can be found with Ruby’s experiences on becoming a 

published author.  She described how powerful she felt now that she was an “official writer” in a 

published text and how she now felt as though she could do anything she set her mind to. 

Similarly, Destiny, Luke, and Tiger found empowerment by labels that weren’t typical of 

their roles in their respective worlds.  Destiny noted, that as a gay, disabled man, he encountered 

labels in every area of his life: 

Everyday there is a new letter added to our group, you know, like LGBTQ+, and not very 

often am I just called Destiny.  I am always the disabled guy.  The gay guy. But when I 

write, the only label I have is ‘writer,’ and I love it! I feel powerful!  Those other things – 

being disabled and gay - are a part of who I am, sure, but they aren’t ALL of who I am. 

It was when those labels meant for classification or identification of a certain type of person, 

lifestyle, or means of oppression were removed, that he felt truly empowered.  

For Luke and Tiger, performances were the epitome of empowerment.  With the support 

of their writing group peers, both men embraced the opportunity to share the words that they had 

written during our time together. They each performed in front of an audience; an audience that 

came to not only hear what they had to say but also listened to what they said.  The audience was 

eager to follow-up with each gentleman, prodding them with questions that they each happily 

answered, until there were no more questions to be found. 
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While the examples listed above show that one size does not fit all for writing group 

opportunities, each participant in the writing group for this research project needed the personal 

and social space to feel free to express themselves, their experiences, with the support of the 

diverse group that held a few things in common—the CoP. 

Understanding Health Needs and Sharing Perceptions 

Utilizing the Arts in the CoP allowed writing group participants to share their needs – 

which included talking about identity issues, problems, relationships and health perceptions. 

That is, health perceptions that included their needs for examining their disabilities and identities 

as an important part of their healthy selves.  Luke so eloquently described how people he 

encountered in his day-to-day life wrongly saw him as being sick and not interested in living a 

healthy lifestyle.  He reminds us: 

People pray over me. They tell me how sorry they are that I am sick. But I’m not sick!  

Do I get sick? Sure! Do things happen to me that may not happen to other people because 

of my CP? Absolutely.  But I go to the gym at least 3 days a week.  I eat healthy and take 

my vitamins. I regularly see the doctor…it didn’t used to be that way though. I used to go 

the emergency room when I was sick. I didn’t go to a regular doctor. My medical coverage 

didn’t think I needed to. I am very grateful that has changed and that I can be preventative 

in my health care…no more putting out fires that come back in a few months…but being 

disabled isn’t being sick.  I wish people would get that. 

As noted earlier, it is a relatively new concept that people with disabilities can, and do, live happy 

and healthy lives. Just because someone has a disability does not necessarily mean that they are 

sick. It was important for writing group participants to relay this information – to each other and 

in their written word. 
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Expressive writing improves control over pain and depression (Stuckey & Noble, 2008) 

and this was certainly the case for Ruby Waterford.  Her weekly writings covered these 

depression, relationships, suicide and more and as she noted on numerous occasions, “helped her 

make it through.”  Tiger’s raps and Destiny’s poems did the same for them. Additionally, 

expressive writing aids in the comprehension and a deeper understanding of health and health-

related topics. 

Throughout our time together, it was made clear by writing group participants that 

the main need they had, beyond wanting specific information on certain topics in health, was to 

have their voices heard about what their health needs actually are. The opportunity to have their 

own voices heard regarding a subject area is often widely ignored or worse, considered as being 

taboo, due to a person simply being classified as being “disabled.” 

Luke’s impassioned response to why he writes and presents stories such as his “Pee 

Sucker Story” is worth revisiting: 

Well, if I don’t speak up for myself, you can bet your rear-end that someone else will do 

it for me.  They’ve been doing it for years – telling me what to do and what to say – and I 

am taking that back.  The only one speaking for me is me…this girl left me, you know.  

And it wasn’t just because of this situation, she wasn’t a jerk but there were so many of 

these kinds of situations, everyone thought she worked for or with me…people have such 

a hard time believing that I am capable of learning, living on my own, relationships and 

love and even sex because I am in a wheelchair but I can, and do, do all of these 

things…that’s why I speak…people need to know…I’m a human being, just like 

everyone else…you get it, but most people just don’t. 
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If we take the time to listen to persons with disabilities, we will learn a lot.  The presence of an 

intellectual and/or developmental disability does not mean that a person does not have something 

to say, needs to be met, or desires to be fulfilled 

Need for Ongoing Opportunities for Expression and Social Interaction 

Wellness, social interactions, and writing are connected in many ways and we are only 

beginning to understand their connection. For participants in the writing group, the writing 

exercises and pieces created were great but what participants really embraced were the 

opportunities for multiple modes of expression.  Through these multiple modes, they could 

express themselves in different ways and more prominently after they’d had the social 

experiences of the writing group. 

You’ll remember the accolades that Tiger Prince received after sharing his rap, “Karma” 

with the writing group and how he responded to them. For Tiger, the act of writing was certainly 

powerful but when a new mode of expression was introduced – in this case rapping in front a 

social space - Tiger felt inspired and liberated; feelings, of course, that are not exclusive to his 

non-disabled peers but certainly weren’t societally expected of him as a person with disabilities.  

He would later perform this very same rap in front of a large audience at an Open Mic night, an 

even larger social space, while at the same time streaming his performance live on Facebook; 

each experience being more impactful for Tiger than the last. 

A similar experience happened for Luke and his “The Pee Sucker” story. When he first 

attended writing group, Luke edited and shared excerpts of his story with the writing group and 

he received kudos and feedback from his peers.  When Luke took the story to the stage, however, 

was when the real magic happened.  By expanding his story to a new mode of expression, a 

staged performance of his work, Luke not only grew as an artist but as an advocate.  Through 
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accolades and questions posed by his audience, he was inspired to work even harder to perfect 

his craft. As an advocate, he learned the power of his voice and how important it was for 

persons with and without disabilities to hear what he had to say. 

Incredibly, the implementation for ongoing expression and social interactions is win-win; 

these experiences create bridges that connect people with and without disabilities. These 

connections lend themselves to equality, openness, and trust and ultimately to further community 

inclusion. Bridges are constructed through mutual respect and understanding, not by forcing 

ideologies or expecting people to change. The Arts allow us to build these bridges; providing 

those who participate in them, as performer or audience, vital connections to others and also, 

remind us of our shared humanity.  Through the Arts, we form stronger and more productive 

communities, we build bridges not only between those who are differently-abled but also those 

from different backgrounds, cultures, and lifestyles, and also, we are able to better empathize 

with others. 

Implications 

The information gathered from this research project as well as in future projects on health 

literacy and the Arts will help us to create programs that will increase health literacy for persons 

with disabilities – both inside and outside of school – and it is imperative that we do so.  If we do 

not help persons with disabilities improve their knowledge on health related topics, they are 

going to get the information elsewhere and there is no guarantee that the information they 

receive will be correct or appropriate to their individual needs and situations.  Or worse, they will 

not get this information at all and will be unable, due to illness and chronic, untreated conditions, 

to live rich, fulfilling, and productive lives. Also, persons with disabilities should be given a 

platform for which to speak on health-related topics that are important to them.  The voices of 
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persons with disabilities often go unheard; their non-disabled counterparts vocalizing what they 

deem to be appropriate for persons with disabilities. It is unfair and unjust to suggest otherwise. 

Future research on health literacy should explore the family-centered care arena and how 

utilizing a network of persons with disabilities, family members, and professionals not only 

exponentially results in improved healthcare and health awareness for persons with disabilities 

but may also drastically reduce the overall medical costs for persons with disabilities because the 

focus can turn to preventative healthcare rather than reactive medicine.  Also, looking at how 

different types of families - beyond the often generalized mainstream of white, middle-class, 

suburban families (e.g. immigrant families, families of color, poor families) - respond to and 

teach each other about health, particularly in families that have persons with disabilities would 

be groundbreaking research and is desperately needed. 

Additionally, exploring the extent that socioeconomic status, demographics, and culture 

impact how persons with disabilities gain access to health information and resources is 

imperative. Also, examining the additional social determinants of health, as Nutbeam (2015) 

suggests, and how these social determinants impact the acquisition and transfer of health 

information to persons with disabilities is equally as important.  We need to continue extending 

health literacy beyond words on the printed page so as to influence and ultimately change a 

system that is unfortunately failing so many people in the way that it is currently structured. 

Interviews with and subsequent training of health care workers who work with young 

adults with disabilities would also be helpful in improving their overall understanding of the 

experiences and perceptions of health services for persons with disabilities.  Ultimately, the 

triangulation of data from the perspectives of the young adults, their program facilitators, the 

health care professionals that work with them, AND their families would help researchers to 

166 



  

 

 

 

 

 

     

 

  

  

  

       

 

 

   

 

   

 

 

   

  

   

ascertain what information would be the most beneficial so as to most effectively aid persons 

with disabilities in making informed decisions about health and also, in aiding them in properly 

addressing their individual healthcare needs. 

Future research on health literacy should explore how the Arts can help to facilitate 

health comprehension and understanding for persons with disabilities of all ages.  The ability to 

create something artistic – painting, writing, embodied expression (e.g. dance, acting) – not only 

provides an opportunity to further promote inclusion and empowerment, but also gives persons 

with disabilities with an outlet for healing, learning, and self-expression. 

Finally, it is important to note that the research described here demonstrates that people 

with disabilities do not fit within a “one-size-fits all” situation. Each person with a disability has 

different opinions, needs, and personalities.; we do not have to find the single Tiger Prince 

remedy or solution that can be applied to everyone in a writing group or in a classroom setting. 

Also, when participants came together as a group they helped each other through expression and 

support. Of course, I was very interested in their individual identities but I was also interested in 

the notion that the social transactions around writing and other modes of expression about 

themselves lead to powerful gains – in a way that was personally empowering to them. Each 

participant took their experiences and shared them with their writing group peers in this 

community of practice that was predicated on finding their voice and ultimately, empowerment. 

The social opportunities that came as a result of this writing group also had a large influence on 

the participants; impacting them each differently based on who they were. 

Too often in special education and disability programming, students are labeled on paper 

as and given interventions and therapies for “individuals only” and the social component is left 

out. While certainly every person – disabled and non-disabled alike – are individuals, they are 
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also social beings by nature. Each student with a disability requires different accommodations 

based on their individual strengths and weaknesses but this does not eliminate their social needs. 

In fact, persons with disabilities need more opportunities for social engagement and 

interaction, as social opportunities tend to be limited in scope. Educational and afterhours 

programming should be much more than IEP (i.e. Individualized Education Plan) based or 

focused and should include events, opportunities, and services that allow for regular and 

sustainable social transactions to take place. When we take the time to learn from each other, 

identities are emergent and fluid and that is where the real change takes place; in our perception 

of others and in the world in which we live. 

Impact on the Researcher 

I initially hesitated to include a section on researcher impact in my dissertation; the work 

I have been doing was not about me; it was about giving people who don’t often have the chance 

to have their voices heard the opportunity to shout their truth from the rooftops and was about 

opening doors in an area researcher that has long been neglected but is thankfully now being 

examined and expanded. But the impact this research has had on my life goes far beyond pen to 

paper (or keyboard to computer) – it has resulted in my creation of an inclusive and diverse 

theater company – All are Welcome Theater Company (pseudonym) or AWTC, where folks such 

as the ones highlighted in this work, get to be who they are, do what they love, and express what 

they feel. 

Our mission is simple – we seek to reimagine our society through producing original 

scripts in our ongoing writing group and writing workshops, and through the production and 

performance of those scripts with actors who are chosen solely on their ability – regardless of 
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their level of ability. We also focus on other areas of theater – not everyone is an actor – 

including costume and set design, lighting and sound, and box office and ushering. 

Figure 13: Participatory Theater workshop schedule. 

The dream of this company is not only to be a place where diversity is the norm, but also 

to challenge perceptions and begin to create a world in which people are accepted and allowed to 

contribute to society no matter what age, physical condition, race, nationality or gender.  A lofty 

dream perhaps but it has been effective so far. 

Since the completion of my dissertation research, we have continued the weekly writing 

group and our initial cohort has grown from the “research five” to as many as twenty (20) 

participants on any given writing group day. The AWTC has also held one-day participatory 
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theater classes, where those in attendance go from page to stage in a matter of hours.  The classes 

– a summertime homage to being in the garden and bringing out the superhero in all of us – ran 

on two Saturday’s for six (6) hours each, respectively. During our time together, we brainstorm 

ideas on the topic for the day, draft a script with each member of the group participating equally, 

design and paint set pieces and props for the staging using recycled materials, and at the end of 

the day, staging the performance in front of family and friends in our makerspace.  To say that 

the experience has been remarkable would be an understatement. 

AWTC has also offered a number of acting classes to the general public that provide 

persons of all ability levels the opportunity to learn about theater topics such as the basics of 

acting, how to be a success in auditions, improvisation, and selecting and monologues.  All of 

these classes are taught by professional, experienced actors.  Participants of these workshops also 

have the option to take the new skills they have gained “on the road” by sharing their work at 

event such as fringe festivals, open mic nights, and poetry slams and have recently been 

contacted by advocacy organizations, a local college, and K-12 schools to host classes and events 

such as this in their spaces. It is through our relationships with these organizations that we have 

also created workshops and performances that focus on personal narratives called “Telling 

YOUR Story.” 

Another terrific opportunity has come by way of linkage to the local theater community.  

When I first began AWTC, I was shocked to discover that most of our participants had never 

attended to a staged production.  This was due to a number of factors including financial 

difficulties, inaccessible venues, and unreliable transportation.  Through AWTC linkages, we are 

able to provide free or low-cost tickets to staged productions and carpool with those who want to 

attend the show but may not be able to get there. We even had a situation where a production 
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was held because one of our participants was stuck on accessible transportation!  When the 

participant arrived, he was escorted to his seating, the theater went dark, and the production 

began. How incredible to experience such accommodation and true inclusion! And while we 

cannot do anything regarding a location’s accessibility (or can we?!!), AWTC makes sure to visit 

the theaters that can accommodate the needs of those who participate in our company. 

Finally, I am extraordinarily excited that AWTC staged its first productions in 2018-

2019. In the Fall, we staged a play that was written for our theater company.  The play is 

inclusive and diverse and is exactly what our organization represents. The play is about a gay 

couple who is adjusting to their world after a life-altering accident, all the while caring for a 

sibling who has autism. The performances ran exactly like those held by other theater 

companies; a three-week run, Thursday through Sunday, in a professional theater space.  

Auditions were held in the Summer of 2018 and were open to everyone. This included roles on 

stage, as well as back stage.  If someone had an interest in pursuing theater, they were more than 

welcome to participate. They merely had to show up and commit to working hard. 

The first week of performances, some people were skeptical; how could a new company 

jump head-first into the local theater world and pull off a professional performance? With hard 

work and determination, that’s how! Six weeks of rehearsals. Set building and props for novices.  

Theater 101 for some.  We got to and through our three-weeks of performances with the same 

determination that we had going into rehearsals.  And the play was a resounding success! 

On stage, a woman with autism played the leading role.  Backstage, a woman with 

Multiple Sclerosis (MS) handled props while another woman with Learning Disabilities worked 

as Assistant Director for the Production.  The show encompassed all that we had hoped to 
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achieve; professional level performances that left the audience thinking about disability and 

relationships when they left the theater. It could not have been a more perfect experience. 

In the Spring of 2019, we will be holding a short play festival. This event, comprised of 

six (6), ten- (10) minute plays, will be a chance for audiences to get reacquainted with some of 

their favorite playwrights and discover new talent like our friend, Drago, who will be staging his 

play, Motivation Spirit, which was created in the writing group. The festival will also provide 

the opportunity for those who have attended any of AWTC’s classes and/or events to put their 

skills to use; including set design, writing, and of course, acting as well as those who may be 

new to AWTC but are interested in participating in theater. 

Local playwrights are already reaching out to AWTC to not only write original scripts for 

our company, but to also mentor and teach people from diverse backgrounds about theater 

(backstage and onstage), writing, and other areas of the Arts. We also recently received small 

grant funding, under the tutelage of a multi-cultural theater company that has been in business 

for nearly fifty (50) years, for a pilot project that consists of building curriculum that is geared 

specifically for school-aged, urban, special education students who are interested in some aspect 

of theater.  It is the hope of AWTC that the outcome of this small grant will be the creation of 

summer and school-year programming that is fully funded by a larger cultural organization and 

that by working with the local school district, will be ongoing and sustainable.   

Additionally, we are working on new and creative ways to improve access to theater to 

those who previously have not had access due to poverty, transportation, and other issues.  We 

believe that access to the Arts is for ALL, not just for some.  It is our missions to improve access, 

diversity, inclusion, and respect within the Arts and we are charging forward without abandon. 
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Figure 14: Playbill and poster graphic from AWTC’s inaugural performance 

Limitations 

The research carried out for this project was carefully investigated and prepared; 

however, there were still limitations.  The interview and survey questionnaires, as well as the 

artifacts provided by each participant, as data rich as they may be, represent only a brief snapshot 

of a moment in time, as more discussions with each participant would likely result in more 

comprehensive and topic-specific information.  Also, due to a number of factors not all 

participants attended all eight (8) writing group weeks nor did they all share their work. Ideally, 

I would have preferred to have 100% attendance and 100% sharing, but I appreciate what I was 

able to obtain.  Future research on new groups will help to develop nuance, but I believe that the 

development of CoP with similar groups would find similar kinds of issues raised and examined, 
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However, to generalize the results of this specific study to all young adults with disabilities 

would be problematic. 

Conclusion 

For a number of years, there has been great concern over the health care needs of persons 

with disabilities, from birth to adulthood, and how these needs can be met under the generic 

health systems that are currently in place. Yet, studies consistently suggest that there are still 

striking disparities between the health of persons with disabilities and those without (Walsh et 

al., 2003) and that more research is necessary so as to explore these disparities. Interestingly, 

further research would be mutually beneficial for those with and without disabilities as only 12% 

of the U.S. population of adults has what is considered to be proficient health literacy. In other 

words, approximately nine out of ten adults may lack the necessary skills to manage their own 

basic health care and prevent disease (NCES, 2002). 

By identifying and addressing health literacy issues that may be applicable to young 

adults with disabilities, researchers can create and facilitate successful learning outcomes for all 

individuals, thereby resulting in the overall health improvement for our entire nation. Additional 

studies are necessary so as to advance our understanding of what it means to be health literate 

and continued research is also needed to determine effective strategies for improving the health 

literacy outcomes that go beyond plain language, for persons with disabilities of all ages. 

As was the case with the participants in this research, health does not exist in a vacuum; 

rather, it is reflected in our day-to-day conversations, our experiences, and our work.  Utilizing 

the Arts to assist in the better understanding of health situations is beneficial to all who employ 

it.  The marriage of art and health have been at the center of human interest since the beginning 

of time. It is interesting, though, that we often struggle with examining how these two worlds fit 
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together and their role together in society.  Creative expression, regardless of medium, plays a 

critical role in not only health literacy but also in the promotion of healing.  Although this 

research is not meant to be a comprehensive assessment of health literacy for all, it does, 

however, provide a sampling of the many potential benefits that art has in enhancing health 

literacy and overall person-centered wellness. 

Figure 15. Writing group participant. 

My dissertation research has truly been a labor of love, albeit at times, an incredibly 

challenging undertaking. Infusing my experiences as the parent of a child with a disability, a 

disability advocate, a scholar, and an artist has been my greatest joy and has also helped me to 

define who I am and what my role is in insuring that all artists – regardless of ability level – have 

the opportunity to thrive and shine. 
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APPENDIX A. RECRUITMENT EMAIL 

Dear (advocacy group/organization): 

I am conducting a research study on how writing groups improve health literacy for persons with 

disabilities.  As you are an organization who works directly with persons with disabilities, you 

are in an ideal position to pass this information on to members, so as to provide valuable first-

hand information from their own perspectives. 

I will be holding an eight-week, weekly writing group to capture their thoughts and perspectives 

on health literacy and the Arts. The writing group will take place on Thursday evenings from 

5:00pm until 6:30pm.  Participants can bring something that they are already writing to work on 

at the group, or the writing group facilitator can provide them with writing prompts that will help 

you. Weekly writing group sessions may be audio and/or video recorded and writing artifacts 

will be collected. Also, included during the writing group is a survey and a reflective interview 

for each participant. Their responses to the survey and interview, as well as their written works, 

will be kept confidential. Each participant will be assigned a pseudonym to help ensure that 

personal identifiers are not revealed during the analysis and write up of findings. 

All participants will be asked to attend as many writing group sessions as possible, participate in 

any surveys/interviews with the writing group facilitator, and actively participate in the group by 

writing during the writing group sessions.  At the completion of the writing group, participants 

will receive a $20 gift card for participating in this research study. Participants may leave the 

research project at any time, however, and will receive the $20 gift card compensation regardless 

of length/type of participation in the research study. 

Thank you for forwarding this along to those in your group.  If you have any questions, please do 

not hesitate to contact me 

Thank you-

Aimee M. Levesque 

Principal Investigator 

University at Buffalo 
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APPENDIX B. HEALTH INFORMATION QUESTIONNNAIRE FOR RESEARCH 

PARTICIPANTS 

1. Name (pseudonym): _____________________ 

2. Are you…? (circle one) Male Female 

3. How old are you?  _____________ 

4. Do you have a disability?  If so, what is it? _____________________________________ 

5. Have you ever used the Internet to find health information? YES NO 

If circled NO, skip to question 7. If you circled YES, have you…. (please circle YES or 

NO for each question) 

 Looked online for diet or nutrition information? 

YES NO 

 Looked online for exercise or fitness information? 

YES NO 

 Looked online for information on medicine (prescription or over-the-counter)?  

YES NO 

 Looked online for information on an illness or disease? 

YES NO 

 Looked online for information on a specific doctor or health center? 

YES NO 

 Visited a website such as WebMD or Yahoo Health? 

YES NO 

 Found health information on Facebook or Twitter? 

YES NO 

 Watched an Internet video (like on YouTube) about health? 

YES NO 

 Asked a medical question on Facebook or Twitter? 

YES NO 

 Searched for your symptoms using a search engine (like Google or Bing)? 

YES NO 

 Used a chatroom or messageboard to ask a health-related question? 

YES NO 
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______________________________________________________________________________ 

______________________________________________________________________________ 

______________________________________________________________________________ 

6. Do you trust the health information you found online? 

YES NO 

7. Do you make your own medical appointments? YES NO 

8. Do you read health magazines (like Fitness, Prevention) online? YES NO 

9. Have you ever shared health-related images or videos on social media sites (like 

Facebook, Twitter)? YES NO 

10. Have you ever purchased a health-related item (like food, exercise machine) after seeing 

a commercial or an informercial on television? YES NO 

11. Do you belong to any health websites that you pay to join (like Weight Watchers, Jenny 

Craig)? YES NO 

12. Have you ever tracked your diet, exercise, or nutrition using an online journal (like 

FitDay, MyFitnessPal)? YES NO 

13. Have you ever read a blog about a health topic? YES NO 

14. Have you ever written a blog on a health topic? YES NO 

15. Do you belong to a gym or recreation program? YES NO 

16. When you go to the doctor, do you understand what he/she tells you about your physical 

and emotional health? YES NO 

17. Have you ever been confused about your health after a visit to the doctor? 

YES NO 

18. Have you ever had difficulty understanding a specific illness or condition? 

YES NO 

19. Have you ever had trouble taking medication because you didn’t understand the 

directions on the bottle? 

YES NO 

20. Have you ever gone to a medical visit, been told information, but forgot most or all of the 

information you were told by the time you got home? YES NO 

Is there anything else you would like to share? ________________________________________ 
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APPENDIX C. EXIT INTERVIEW QUESTIONS – WRITING GROUP PARTICIPANTS 

1. What were the best parts of your writing group experience? Why? 

2. What were the worst parts of your writing group experience? Why? 

3. Do you feel as though you know more or about the same about health now than you did 

when you first joined the writing group?  Why? 

4. Do you feel that writing group helped to increase or decrease your own personal 

empowerment? Why? 

5. Do you feel that writing helps you to express your opinions?  Why or why not? 

6. Is there anything else you would like to share with me about your writing group 

experience? 
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