Ability: The State of the Art

By Jessica Barkl
A Montage of Otherness

An actor with a combination of fear and disgust stands in the middle of mall—or is it Grand Central, or some busy university student union?  He holds a sign that says “Buck”.  There is a projection of people walking everywhere.  The actor continues to stand holding his sign that says “Buck”.  Other actors are walking around him, symbiotic with the projection.  A Tom Waites song that sounds like some sort of industrial Bauhaus world plays in the background.  The actor holding the “Buck” sign moves downstage; he never says a word.  Who is he?  Is he asking for money?  Why is he there?  Why does the sign say ‘Buck’?  He is a person with a disability.  No one is paying attention.  He is invisible with his sign that says ‘Buck’.


A woman pushes a TV cart with a projector on it at the cyclorama in a theater.  Another woman focuses a camera connected to the projector on the TV cart at a woman dancing.  A man offstage left has a media server that is hooked up to the projector on the TV cart.  The woman dancing becomes many women and many women with lots of shadows…the image slows…The audience watches the woman dancing toward the projector, her image becomes bigger, yet still slower than the live woman dancing.  The woman pushing the cart has a limp.  When she dances the video camera only follows body parts that are then projected onto the cyclorama.


A family sits down for Thanksgiving dinner.  Half of the family is signing in ASL and half of the family is speaking.  It is never addressed…it is a non-issue.


A group of actors sit in a circle in a small black box.  They all have their scripts in their hands.  They perform a play they wrote that they couldn’t remember because they are people with brain trauma.


A woman with a beard wears a hat.  In the hat is a two-by-four balanced diagonally through the hat.  A camera becomes evident as the woman begins to move the two-by-four and the cyclorama shows a very large ear. 


The same man who held up the sign that said ‘Buck’, is in another show.  He has a golf club.  He works at a hospital.  He is at the hospital ignoring his patient because he is too busy practicing his golf swing.


A group sits in a half circle in chairs on a stage that has a half moon painted white on the floor.  All have down lights upon them.  One person is blind.  One person is deaf.  One person has a British accent and teaches people with severe cognitive disabilities.  One person is a Navajo man who teaches at-risk-Native-youth.  One person is in a motorized wheelchair and speaks through a computer.  They tell their stories.  They are a part of Ping Chong’s UNDESIRABLE ELEMENTS, a docu-drama that focuses on people in the fringes of society.


A man in an almost moon-suit with a tutu jumps on a platform.  There is a camera on the platform.  The camera focuses on his one-foot balancing.

These previous paragraphs are montage of the work I have been privy to and have helped program while being the Managing Director/Programming Assistant for the N4th Theater housed in VSA North Fourth Arts Center.  The performances and companies discussed in this paper are from my experience as a performer, a programmer, a director, and an audience member.  There are a smattering of companies that contain artists with disabilities, which would take a book to discuss. In this paper I shall only discuss what I will attempt to start a conversation of what could be done on minimalist level.  The purpose of this study is to help begin the discussion on how push the theater artists in the world of theater and disability that I know.  The discussions necessary to take those next steps could also be useful in what could be a new movement/style in our regional theater system. 

Quality Control


John Killacky, a film artist, sits in front of a small group.  He has just shown a variety of movies that he says come from his new “tribe”, the disability culture tribe, called “Crip Shots”.  He talks about what quality within disability culture is and why there should be art by people with disabilities:  

“People shared performance work at this conference and not surprisingly, it was wildly uneven. One quadriplegic comic shared her latest sketch.  She was not very good, but no one gave her feedback on how to make her routine stronger. It seemed indelicate to tell a quadriplegic that she was not funny, but if you tell jokes, you have to land the punch lines and she had not. By not engaging in a conversation about her work, we did not take her and her work seriously. “ (speech given at the LEAD conference on disability 2005)

John talked about how he ran the Walker Art Center before his surgery where,  “[He] was told [he] would be in the hospital for three days and have a sore neck for a month.  [He] woke up from surgery, paralyzed from the neck down.” (LEAD conference on disability 2005).  He told audience that after recuperating he went on to run the Yerba Buena Art Center in San Francisco.  He also told the audience about a conference he attended in LA where people with disabilities met to talk about art and work: 

“I came back from the conference newly fortified to continue creating more personal images, as well as finding ways to empower and make opportunities for training, skill building, and critical discourse.  Society underestimates our creative potential, often reading our work through medicalized and infantilized lenses. “ (LEAD conference on disability 2005)


John Killacky got me thinking about the companies that I have worked with who have people with disabilities in them.  Would I be impressed with this work if I had just happened upon it?  I couldn’t readily answer that question because I knew too much about the people in the companies and their stories, which clouded my histrionic sensibility about “good” theater and “good” dramaturgy.  I knew that I liked the work enough to continue watching it, but as the Managing Director of the theater they performed in, how could I help with some so-called “Quality Control”, and is there such a thing as “Quality Control” within disability culture?  I also continue to wonder:  is there a place for theater created by the Disability Culture, and could it ever be viewed as “professional” enough to be added to the repertoire of our regional theater system and our ensemble theater system?

The Law 


What is professional?  What is multi-ability?  Is a multi-ability company something that an average theatergoer would be willing to see?  Why multi-ability?  Well…for that matter, why should there be companies of African-Americans, Asian Americans, etc., etc.  Disability culture is as defined as those other racial groups and arguably people with disabilities are the most discriminated group in the United States.  The ADA (Americans with Disabilities Act) is 10 years old.  Title III of this Act states: 

“Public accommodations must comply with basic nondiscrimination requirements that prohibit exclusion, segregation, and unequal treatment. They also must comply with specific requirements related to architectural standards for new and altered buildings; reasonable modifications to policies, practices, and procedures; effective communication with people with hearing, vision, or speech disabilities; and other access requirements. Additionally, public accommodations must remove barriers in existing buildings where it is easy to do so without much difficulty or expense, given the public accommodation's resources.”

This law is still not followed by most facilities and theaters that continue, after ten years, to rely on the loophole of “undue burden”, stated later in the text of the law.  What most theaters don’t realize is that they are perpetuating discrimination.  Without providing access to performances or performing, the theater community continues to be esoteric to yet another community of marginalized people.  This separation is only just one example of audience development that is not maximized.  Millions of expendable income exists in the disability community, but they will not waste it on something that isn’t accessible to them…who would?  

One thing that became clear to me as I began this research is that without access there can be no discussion of professionalism within theater companies with people with disabilities.  There is no vocabulary because there have not been enough opportunities for companies that exist to be challenged by critics and professionals in the public sector, because they are not visible in that sector.  The first step in discussing this group is to give them access.  After that there can be a discussion of the quality of the work.  Below is a long excerpt from the speech John Killacky gave at the 2005 LEAD conference.  I have left it in its long form because I believe John Killacky better summarizes and is better qualified to summarize the issues facing the disability community and the facts of those issues that surround them:
“Fifteen years ago, ADA legislation defined access as a civil right and the law.  Because of your work, organizations are now beginning to understand accessibility as an organizational asset...to be thoroughly inclusive not because they have to, but because it is the right thing to do…There are 54 million disabled adults and children in this country, accounting for 20% of the population.  Our aggregate income tops $1 trillion.  This includes $220 billion in discretionary income…Let’s also look at demographic trends.  There are 36 million people age 65 and over in this country, accounting for just over 12% of the total population.  Seventy seven million Baby Boomers will start turning 65 in 2011.  By 2030 the older population will grow to 71.5 million, representing 20% of the U. S. population…Add together the increasing number of seniors and people with disabilities, and factor into the equation their spending power plus the importance of ticket sales and fundraising.  The sum is clear:  accessibility equals smart business…All change happens from the fringes.  Think about political, social, or aesthetic movements in our lifetime.  Civil rights, woman’s rights, gay and lesbian rights, and 

AIDS activism gave rise to new cultural forms.  The avant-garde continues to challenge norms, expectations, definitions, and perceptions of art for future generations…Disability activism has had a huge impact. Accommodations originally designed to serve people with disabilities have enormously improved the quality of programs for the broader public, even if they may not be aware of the origin…Skateboarders and parents with strollers relish ramps and curb cuts. Closed captioning allows us to watch the news while exercising on treadmills and stationary bicycles…Seniors gobble up assistive listening devices at theaters. Electronic devises to monitor elder health and well being abound.  Children understand dimensionality better with tactile models of sculpture…Power doors make it easier leaving the grocery store. Screen reading software and computerized speech synthesizers make our computers even friendlier. Penguin and 

Simon and Schuster are introducing a new bigger format to allow larger type and more space between the lines to make books more appealing to aging readers…Earlier, the conference discussed universal design’s intention to make products, communications, and the built environment usable by as many people as possible.  Given the demographics, this is not only the right thing to do, but also prudent.  A recent article in The New York Times estimated that 25% of all American households care for a frail friend or relative.  Universal design concepts make it easier for all of us…While arts organizations have made progress with accommodations, artists also have to embrace accessibility as an asset. Signed performances and assisted listening devices are commonplace in theaters, yet it is still a radical notion to have audio description available for all art forms.  Many visual artists, choreographers, and composers are opposed to this kind of interpretation, fearing it will take something away from their work…   However, these very same artists have been grappling with how to reach new and broader audiences.  How many of us would appreciate an audio described tour of contemporary art that could help us understand different ways of looking at challenging work?  This is only a notch harder than the celebrity–voiced tours many museums offer for their blockbuster shows already.” (John Killacky speech given at the LEAD conference on disability 2005)


VSA North Fourth Art Center, also called VSA arts of New Mexico has been in existence since 1981. It began as a visual arts program, serving adults with developmental disabilities.  In 1999, the organization expanded their program to include performing arts.  When I started working for them they were in the final architectural stages of a re-model on their old Bingo/Department store building to have a black-box theater and a gallery with universal design as is primary design philosophy.  Funding was largely contributed from the state of New Mexico to provide a state-of-the-art theater and gallery for people of all abilities.  In 2006, the theater and gallery opened and has been programming with a commitment to social awareness, multiculturalism, and disability awareness.  I will not be so bold as to admit that we are perfect at what we do, but we are trying to build a dialogue and a precedent for providing for all abilities.


The learning curve for all things accessibility is almost obscene.  The knowledge and technical prowess demanded for CART technology, open captioning, audio description, amplified hearing through an FM, infrared, or loop system, and reconfiguring with an ADA approved egress for the booth, the seating and the set, is a full-time job unto itself.  The two-person staff that I work in (myself and the technical director) have our hands full, but we’re consistent and passionate enough about this learning curve, that it’s becoming easier.  I think this learning curve and the cost for this equipment (which is also obscene) is what deters the average programming house to avoid accessibility.  But…it’s the law, and at some point these programming houses are going to have to become acquainted with this law and champion it, because it shouldn’t be about the law.  It should be about providing opportunities for art making and art viewing.  

I met Petra Kuppers in 2005, when she was traveling through New Mexico with her performance company, which was performing very Andrew 

Goldsworthy-esque ephemeral sculptures in accessible spaces and nature centers.  She met with a group of us to discuss Disability Culture, of which is her scholarly expertise, written in her book entitled Disability and Contemporary Performance.  Petra Kuppers has lived in England, Germany, and the United States, and has an almost international affiliation with Disability Culture.  This international affiliation was especially interesting to me when she told me that Disability Culture is considered a minority group in both Germany and England, which makes people in the disability community want to admit that they have a disability to receive all the benefits available to them.  This also translated to a higher tolerance for Disability Culture and art making.  She did admit that there is still a long way to travel before Disability Culture will be in the mainstream, but her observations and expertise are an interesting insight to what is different and possible in the disability sector of performance:
“…the disabled artists’ strategies discussed in these pages show an awareness of the effects of actions that are ‘en passant’, minor, that do not necessarily grab the center stage but that tweak at conventions.  Ways of telling become important: nuances inflect familiar stories, allow new perspectives on different forms of embodiment to emerge.  The performance is the reiteration of the seemingly familiar in a bracketed, framed format; a conscious placement of one’s body into the visible, tangible scene of a show…creating a different rhythm, the performances I investigate in this study often insert their difference as a matter of formal elements, rather than new, or ‘positive’ images.  They question ways of doing, ways of knowing, as time slows or space expands.  ‘Authenticity’ is not the object of these performances: the emphasis is on the new created in the encounter, not on a presentation of an essential self, or a fullness of disclosure.”  (Kuppers, 2)


Once a programming house has the learning curve of accessibility equipment down they can begin the exploration of what could become the next major movement in theater.  Artists with disabilities have to naturally think of their work in a post-modern way:  they have to think “outside the box” to create work because their experience is different, and disabilities are not something that have been explored in a professional way for very long.  Disability Culture history is long, but the visibility of Disability Culture is only just scratching the surface (especially since most theaters cannot provide a space in which many people with disabilities can work).  The structure of the theater pieces that I have seen have universal themes, but come from a refreshing perspective and are new to the professional theater world.  I’m excited to see the possibilities of this work on a bigger scale that isn’t affected by, “Oh, isn’t it nice that those people can perform.”    

“Disabled performers are often aware of the knowledges that have been erected around them: tragic, poor, helpless, heroic, struggling, etc.  In the laboratory of the performance situation, these knowledges can be re-examined and questioned again and again…the disabled performer in contemporary art signals a historical moment where a culture is examining its bodies, sorts and counts its differences, allocates new quarters, and reinvents itself.  Performance is a place where cultural uncertainties can find expression – the unknown is framed by the conventions of the stage or the gazing scenario…The disabled performer likewise is a sign of her times: a point in modernity when extraordinary bodies have a currency as lifestyle accessories, when any shock or alienation value is eroded by the ubiquity of difference that is consumed and repackaged.  Traditional framings that keep life and art apart assert themselves in different form in this post-modern world: as art enters life, its power to hold meaning diminishes, and transmutates in forms that elude concepts such as agency, strategy, political impact and social responsibility.”  (Kuppers, 3)

Ping Chong’s UNDESIRABLE ELEMENTS: ALBUQUERQUE


I met Ping Chong in 2002 when I was assigned to be his assistant director for Obon: Tales of Rain and Moonlight, his second installment of ghost stories told through the medium of puppetry.  I only knew Ping Chong’s name and the fact that he was the keynote speaker at my graduation from undergrad.  I did some research on him and found him to be an inspiration, to say the least.  He was the first successful theater artist that I had the pleasure of knowing who was able to cross the lines of art forms, and also within those art forms challenge the structure and still manage to always have a social context to his work.  When I got to know him through the arduous storyboarding process of Obon, I was also impressed by how laid back and kind he was.  Later, as the Managing Director in Albuquerque, NM, I remembered his passion for social context and his commitment to absolute excellence, and I wrote an NEA grant to bring him to Albuquerque to highlight disability.  I thought that this would be the first step of thrusting the issues of disability into the professional arena in Albuquerque.  With Ping Chong’s documentary style through his Undesirable Elements/Secret History series, I believed that the stories of these individuals could allow the audience to step away from their infantilized views of people with disabilities, and be able to make them human and take them out of the margins.  


Gathering a motley crew of different disabilities proved to be a bit harder because there were limitations on who we could actually use.  Although at my fingertips I had a plethora of different abilities, they were mostly cognitive.  Ping’s piece required that the performers be able to read and be consistent on clapping and saying words with the other company members.  He describes it as a spoken opera.  This, of course, took most of the adults with cognitive disabilities out of the running because most cannot read and they cannot be understood easily.  We ended up with one deaf performer, one blind performer, a woman with cerebral palsy who speaks through a computer, a woman who teaches adults with cognitive disabilities, and a man who teaches Native-American youth who have mental health issues.  We also had to provide three support performers, one to sit with the woman with cerebral palsy and turn the script pages for her, another to speak the ASL of the deaf performer, and also an ASL interpreter for every performance communicating the other performers’ spoken lines.  

The other challenge I had in gathering performers was that we wanted to make this indigenous to Albuquerque, to have enough of the minority groups represented in the cast, as to make it accessible to the Albuquerque viewing audience.  We wanted the performers to be mirrors of the people the audience saw everyday in Albuquerque, so that they could more easily connect with the stories.  The woman with cerebral palsy is the child of two Mexican Nationals, of which the father was an illegal alien for many years (a common occurrence in any Southwestern city).  The woman who taught people with cognitive disabilities is the daughter of two visual artists (another common occurrence in the Southwest).  The man who taught Native American youth with mental disabilities is a Navajo (the largest Native American group in New Mexico and Albuquerque).  The blind man is Hispanic, and the deaf woman is a visual artist.  The deaf woman also taught in our visual arts program for adults with disabilities.  So…through this we had one Native American, one Hispanic, one Mexican, and two white women – this was as close to the minority majority state and city that I lived in that I could get.

As the assistant director/stage manager I had many interesting learning curves that were necessary to surmount in order to let this piece be successful.  Amanda, the deaf woman, did not want to have an ASL interpreter in the rehearsal hall because she didn’t want to appear “special”, so we devised a way that I could type the notes that Ping was giving via the instant messaging system on our computers.  Larry, the blind man, had to have his script in Braille, and I learned that it took two hours to emboss, three hours to put into the two four-inch binders because all the pages had to be hand-punched, and that the Braille embosser that I had purchased for the theater didn’t recognize many punctuation marks and would put a gobbledygook symbol before the word of letter that had punctuation which was always disconcerting to Larry when trying to rehearse.  What exacerbated this process of building his script is that we had five drafts of the script and, therefore, I had to make five different versions of his script, totaling twenty-five hours of prep just on Larry’s script.  Tonya, the woman with cerebral palsy, needs a caregiver to provide personal care for her: drinking water, eating, and the restroom, in addition to needing someone to program her computer to time her lines correctly, which was a complicated process.  Also, one of the two support people ended up having to provide for Tonya in case her computer failed and turn the pages of her script.  All of these learning curves were necessary and this piece would not have happened without being willing to learn and champion those learning curves.  


Ollie Reed is a man that I have had the pleasure of getting to know in my time in New Mexico.  He has always written wonderful preview articles about the work in the theater I manager, but he rarely sees the performances.  

“Chong and Zatz did a masterful job of painting each person's story into the larger picture, so that John told us not only about his own life but also the long struggle for American Indian rights.

From Lorenzo, we heard about the childhood spider bite that led to his blindness but also learned about the prejudice that preys on most blind people.

Signing fluently, Hilleque revealed, via an interpreter who gave voice to her hands, not only her own story but also the history of education for deaf people in this country.

And none of it was stiff or dry. None of it felt like a lecture.

Instead, it was prose poetry, punctuated by the rhythmic clapping of the cast's hands, by the way they repeated key dates in unison.

It was poetry driven by Lorenzo's beautiful singing voice, John's mesmerizing Navajo songs and the joyous abandon of Rivera's wheelchair dance.

It was poetry that filled your heart at one moment and tore it out the next. It made you feel small next to the strong, brave, able people on stage.

I laughed because there was humor threaded among the hardship and the hurdles. I clapped to the beat of Rivera's dance because I couldn't help myself.

And at one point, wrapped in the charitable darkness, I wiped away a tear rolling down my left cheek. “  (“These Exiles Find Their Own Strong, Able Voice”, Ollie Reed, Albuquerque Tribune, October 20, 2006)

In this particular review he mentioned that he was torn between a baseball game and going to the theater.  He decided to take on chance on this piece and he told me later that he wouldn’t give up that experience for the world.  He thought that after that night of theater his life was irrevocably changed in a good way.  That he understood what goes on in the mind of a Mexican woman with cerebral palsy, whom he wouldn’t try to engage in conversation in the first place because he would have assumed that she couldn’t communicate.  Ping Chong also said this to me after he met Tonya.  He said that he knew that she could because I told him, but even after he saw her, he was unsure.  Without telling the stories of people with disabilities, it’s impossible to not infantilize them.  Another step in the process of accessibility and theater is to hear the stories.  The stories of people with disabilities are remote to the layperson at this point, and the first step in art making for the theater, is to tell a good story.  When the stories are introduced to the mainstream, an acceptance can happen.  However, this acceptance will take years.  

Disability: A Non-issue?

Ain Gordon’s Epic Family Epic, which the N4th Theater presented in November 2007, was a theater piece originally produced at Dance Theatre Workshop in 1988, after years of Ain learning how to utilize ASL in his performances.  He didn’t like the use of ASL interpreters off to the side of the stage because it didn’t seem integrated.  He would tell the ASL interpreters to show up in costume and then later he asked them to show up and learn some blocking.  Finally, he decided to create a surreal piece about conversations over Thanksgiving dinner where some of the family members are deaf or persons with low hearing, and that’s just the way it was.  It was a non-issue.  I found that this piece didn’t tell the stories of people with disabilities, but it was successful in making deaf people exposed to the public in such a way that it wasn’t “special”, which is another step in the process toward having this group and their stories told.  Exposure is definitely a necessary step in the process towards putting Disability Culture in the mainstream, and Epic Family Epic succeeds in doing just that, even though Ain Gordon isn’t particularly in the “mainstream” theater world.  

There have been many television programs and movies that have dealt with disability.  Usually, the joke is that if a well-respected actor plays a person with a disability, they will win an Oscar.  Television has done a better job of exposing people with disabilities as just people: examples include Life Goes On, South Park, Oz, Carnival, and Malcolm in the Middle.  The television program Family Guy is doing an excellent job at exposing the characteristics of Disability Culture, especially the unique rhythm of disability humor.  In one episode, Joe, a character in a wheelchair has joined his group of friends in a costume contest as the A-Team.  This group decided that they didn’t want to give up their costumes so they go around and start pretending that they are the A-Team.  Most of the vignettes are fast-paced as the group imposes upon innocent bystanders who don’t want them to help them.  The Disability humor is touched upon when the team is loading up for a rescue mission—the whole group piles into the van, and then Joe gets on the chair lift at the back of the van, which takes ten times as long as everyone else.  But no one comments because it’s not an inconvenience - just how it is.  Family Guy makes fun of the character Joe, but he is never “special”, he is just one of the guys.  When live theater is ready to allow people with disabilities to just be “one of the guys”, then the true art of perspective and separation can begin and their stories can live more in the world of what the audience can emote from their perspective as opposed to “…oh, isn’t it nice that they put someone with a disability on stage…”

Equilibrium Theater Company – The Minimalist Mission

The Dream: After the theater is accessible, after there has been audience development with the audience in the community with a theater that is accessible, and after there as been some discussion and exposure to artists with disabilities, a good artistic director should find a way to tell the stories of people with disabilities with at least one production in their season.  

The theater I work for is accessible to both audience members and performers; we present a festival every year focusing on disability and social context, and we have done this for the past two years.  One production included people with disabilities in a non-issue setting.  So…from the dream, it should now be time to put the work into season planning – the playwrights with disabilities into season planning.  My organization is not quite there, yet, but they do have the building blocks for this in place and want to enhance the veneer of professionalism for this company or create an entirely new company that will include more disabilities.  We currently produce two shows a year with our resident companies for artists with disabilities.  We have a dance company and a theater company, but they are in their infancy in regards to professionalism, but it’s obvious from their growth that it’s time to begin deciding how we can further their training and thrust them into the mainstream or at least the fringe world.

Equilibrium Theater Company is a multi-ability company that is in residence at the theater I run in Albuquerque, NM.  The people with disabilities in this company include people with Down syndrome, brain trauma, Cerebral Palsy, seizure disorders, and other unidentified cognitive disabilities.  Many of the actors in this company have been performing with it since conception in 2001, and have worked with various mediums such as puppetry, masks, comedy, film noir, and circus.  They live almost invisible lives to the everyday person.  They are often called “kids” and “retards”.  Is what they do theater?  Is it professional?

I have seen four of the productions that Equilibrium has created in the time that I have worked at the N4th Theater.  The first show I saw was based on freak-show performers in the Depression, an obvious topic to explore their difference and a way to explore their own history in the United States.  In second show they wrote, performed and toured a piece that dealt with putting on masks for the rest of the world and the feeling that they are a portion of some people’s nightmares.  The third year they tackled their first comedy, which was a satire on the medical industry and how they are treated within it. Their play for this touring year they have begun work on is a film noir piece that deals with themes of invisibility.  They have also given themselves the added challenge of each actor taking on more than one character.

In the middle of the year that they were touring their medical comedy they also worked on two scenes from Suzan-Lori Parks’ 365 Days/365 Plays: Week 33.  This was the first time that they worked on a play that they did not write themselves and the first time that they worked on two shows in one touring year.  What was evident in this play was how the company could take a piece that was already written and interpret it into their aesthetic in a way that was very different from the other companies that were performing with them.  The reviewer who came to this piece did what reviewers usually do for companies with disabilities – he infantilized it and decided that [“…they were not a professional company,” but “…wasn’t it nice that they were there?...”]  As a theater artist who has worked in LORT theaters and contemporary art centers, I looked at the work Equilibrium did in this piece as touching, interesting, fresh and worthy of criticism that the other more “professional” companies received.  It was not the “typical” interpretation, it maximized the aesthetic of the company, which includes disability advocacy, but is a perspective of the world from the outsider from the “shut in” – which is a perspective that is, from my work as a literary person, rarely, if ever seen.

In the four years that I have witnessed the growth of this company, it has been inspiring to see them want to take on the challenges of different styles that are common in the mainstream theater world, but uncommon to their world.  The spin that they take on satires and film noir are stimulating to the structure of those styles and subsequently stimulating because the look is innovative to audience members that are conditioned to seeing it from a limited, tried-and-true perspective. 

Within the disability community there is quite a bit of discrimination against people with developmental disabilities.  The organization I work for changed its name six years ago from Very Special Arts to the acronym VSA (which now stands for Vision, Strength and Artistic Ability, which no one remembers).  The switch was brought on by the complaints from the disability community that they did not want to be associated with the word “special” because the connotation was that they had a developmental disability, and not every person with a disability has developmental disabilities or cognitive disabilities.  This is an example of the levels of status within the disability community, which, again, could take a book to discuss, so I won’t go into it except to say that if any group of people with disabilities is more marginalized than the other, it is the developmental disability community.   It is for this reason that I am continually inspired by Equilibrium Theater Company’s ability to overcome any preconceived notion of what it is that they can and cannot do as theater artists just because they have a developmental disability.  It is also this admiration that leads me to having a desire to finding answers to how to make their stories known and how to make their company more professional – if that’s even possible.  What is the quality control of disability, and more importantly, what rules change in that quality control when approaching work by people with developmental disabilities?  

Interact Theatre Company/Tutti Ensemble

Fifty-seven members of a theater company are crowded onto the small proscenium stage at Mixed Blood Theatre Company, in Minneapolis, MN, taking their bow at the end of their piece Between the Worlds, which is a co-production between Interact Theater Company and Tutti Ensemble – organizations that serve people with disabilities, especially people with developmental disabilities.  I drove up to see their performance from Albuquerque, NM, because I was interested in an organization that marketed themselves as a professional theater company for people with disabilities, largely populated by people with developmental disabilities.

Jeanne Calvit, a professional actress, founded Interact Theatre Company in Minneapolis, MN, which is a multi-ability company much like Equilibrium Theater Company, that I saw as an audience member in August 2007 and December 2007.  They market themselves as professionals – the first company with multi-abilities in theater in the United States to do so.

Pat Rix, a playwright and composer, in Adelaide, Australia, founded Tutti Ensemble in 1997.  The organization serves people with cognitive disabilities and was modeled after Interact to create a place for creating and telling the stories of artists with developmental disabilities, mostly through music.  

I had heard about the performance and the collaboration in August 2007, and I wanted to see how the international groups worked together, and how polished a theater piece could become between groups of actors with developmental disabilities, especially a very large group.  

The piece used the structure of West Side Story to tell the story of a love relationship between a “norm” and a “crip”.  It grew out of a story that Jeanne heard from an artist that went to Pat’s program that had an “invisible” disability (probably a mental health issue), that was in a relationship with a woman who had no disabilities.  This relationship was extremely stressful for this man, and he told Jeanne that he sometimes felt that the love relationships between people with disabilities were not visible or allowed in theater or the media, and subsequently he had no identity as to how to continue or let this relationship grow.  He truly felt that he lived between the worlds because he looked as though he was “normal” and everyone expected him to act “normal”, but he knew better and people that he knew within the disability world added to this frustration because they felt that he could never be in a relationship with someone “normal”.  The play, ultimately, was not particularly my cup of tea in terms of genre, but the production was polished and professional.  It could in no way be criticized as Community Theater and “…oh, isn’t it nice that they put those people on stage…”  There was a review of the version that was performed in Adelaide by the music critic from The Adelaide Review:

“In November I had the distinct pleasure of witnessing Tutti’s repeat performance of their newest work, Between the Worlds, written by Pat Rix with Jeanne Calvit. As with Circles in the 2004 High Beam Festival, Rix takes universal themes and accords them a vital, raw intensity by placing them in the context of disability culture.   Transferring the story of Romeo and Juliet into the context of disability culture provides unique opportunities to relate issues of insider-outsider, individual choice and the full panoply of human emotions. Her new work moved me greatly and indicated that Tutti is at the artistic forefront in contemporary music theatre.

Between the Worlds moves Tutti in a new direction by placing the theatrical and musical focus on the contribution of individual performers, as distinct from the ensemble work Tutti has done in the past. The risks involved were not small, as none of the performers (apart from supporting musicians Zoë Barry and Philip  Griffin) possess professional training. Yet it was a stunning success. I think one can put the reason down to the journey of self-discovery the members of Tutti make in the process: finding their own voice on stage and giving voice to their own self expression. In the hands of a skilled writer and with strong direction this has made for powerful theatre which deals with the gristle of human emotion. As such Between the Worlds leaves an indelible mark.

I was particularly impressed with Rix’s integration of theatrical and musical elements. There is ample strength in both sides, in the direct power of her script and the inspirational qualities of her music. A genuine union is achieved between the two elements. The work is powerfully paced and has excellent flow and succinctness. I truly hope it can be presented again, to further demonstrate to audiences what can be done with disabled artists and such limited resources. Besides Rix there are few writers or composers whom I am aware of that are producing work like this. To have collaborated in this new work with Jeanne Calvit of Interact Theater, Minneapolis, makes it even more innovatory. Tutti’s work is groundbreaking and thoroughly deserves the support of continued grant funding.”  (Graham Strahle, December 21, 2005)


After seeing the production, Jeanne Calvit took time to discuss the intricacies to developing work for artists with developmental disabilities, brain trauma, and mental health issues.  She said that it takes more time and that you have to approach the work with the same respect that you approach any work in professional theater.  The exciting difference is that you write the work for the ability in mind and in that way you capitalize on the character of the actor you are writing for.  If the actor has a down syndrome, she said that you often have to give them physical parts and shy away from too many lines because their tongues grow throughout their lives and it becomes harder and harder to understand them.  She also said that you have to mix disabilities because it is impossible to create a focused training environment that is only adults with developmental disabilities because they will marginalize themselves into an infantilized state because there is no exposure of another way of being.  Jeanne also mentioned the importance of continuing to expose the companies to professional artists that they do not see regularly, because most people with disabilities become complacent with the people that train them in their day habilitation programs.  The key to her was surrounding the artists with disabilities with professionals in the day-to-day programs and new professionals on special projects.  She said that Between the Worlds was the first time that her company actually sounded professional in music because Pat Rix was new to them and they “stepped up their game”.  I am taking the information of more time, more rehearsal, a more diverse company, and more professionals home with me to Albuquerque to experiment – the next step in achieving stories for the mainstream.

Legislation/Lobbying

My organization plans on starting a new company with more abilities much like Interact, in order to achieve an environment that is more focused on professionalism, per Jeanne’s advice.  Now…what could stop us from doing this: funding.  Pure and simple, funding.  In Minneapolis there is funding for brain trauma, mental health and developmental disabilities.  In New Mexico there is funding for developmental disabilities.  I find this quite frightening because it is a fact that every human being is “temporarily-abled”.  One car crash, one freak operation, one accident or just plain getting older can disable a person, and what are the options in New Mexico?  Nothing is the answer.


As with all governmental structures, New Mexico is chock full of fun little “red-tapisms,” and it seems as though the lack of funding for the two arenas of disability that we would like to add to our art center are going to need some lobbying and some legislation before we can truly begin to work on this company in full force.  We have some start up funds, but it will not be enough to sustain the experimentation process.  


The next necessary step, or maybe even the first for my organization after accessibility, exposure, and non-issue, is legislation – funding to create these stories or funding to allow for the time that will be necessary to experiment with the structure for disability and its ultimate way to tell its stories.  Without a recognition that this is a job for a person with a disability from the “powers that be,” brain trauma and mental illness will not become a part of our multi-ability company, and our group with developmental disabilities will have a hard time taking the next step in becoming professional and available to the mainstream.

Conclusions


In an attempt to be honest, I have to say that after this study and my immersion with disability culture, I am left with more questions than answers.  I know how to approach answering the questions, and I have recognized the roadblocks, but what I haven’t answered and I can’t answer honestly is whether or not it is possible for Disability Culture to ever truly be accepted in the mainstream.  All I can do is hope that the stories that “challenge social certainties” can be heard:

“Languages, cultures and societies are relatively fixed systems, based on underlying if shifting understanding of basic difference and identity.  For many thinkers, the other holds a fascination because it challenges and plays with the criteria for ‘being human’ that act as gatekeepers of the rational…disabled performers use the strategies of embodying the outsider to challenge social certainties.  They employ the mythical and psychological energy of transgression and taboo as means that threaten to destroy the spiderweb of rational conventions…I want to investigate the meeting of human and other in another un-human place, deep under the sea…” (Kuppers, 70-71)

Kuppers, Petra.  Disability and Contemporary Performance.  New York.  2004.
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