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GILEAD SCIENCES, INC. AND CORNERSTONE THEATER COMPANY

Unlikely corporate-nonprofit partnership harnesses the power of collaborative theater

to improve HIV treatment in the African American community

A case study written by Sylvia Sukop

for the Network of Ensemble Theaters

February 2009
Instead of the conventional formula—arts organization as recipient of corporate charity—this partnership positions art/theater as a valuable community asset capable of reaching highly targeted audiences and touching them in a deeper and more impactful way than traditional education and marketing efforts. In the process, both partners gain a new perspective on what community engagement means while remaining true to their respective missions.
“If I don’t fight this, it’s gonna take me out. So me and God had a conversation. I said, if this is what you want me to do, you have to engulf me in a group of people who will be my support network.”

            —Latasha Booth, Beyond the Diagnosis community participant
“We know that people learn best from other people. To learn how to dance, you don’t watch a PowerPoint. Someone has to take your hand.”

            —Deborah Wafer, Gilead Sciences, Inc.

“To be truly community-engaged in a capitalist society means also understanding how to be engaged with corporations. We don’t live like monks pristinely outside that system. We have to confront this sort of thing.”

            —Michael John Garcés, Cornerstone Theater

Can a scrappy, daring, community-based, non-profit ensemble theater company in downtown

Los Angeles with a staff of 12, join forces with a for-profit biopharmaceutical company with a staff of more than 3,000 and not lose its soul? The answer from participants in an innovative partnership now two years underway is a resounding yes, and their collaboration serves as a potential model for other non-profits in financially challenging times.

Cornerstone Theater Company and Gilead Sciences, Inc. are not necessarily the odd couple that their profiles might at first suggest. Both organizations were founded in the 1980s and have become R&D leaders in their fields, dedicated to addressing unmet needs, one artistically and the other scientifically. They share a profound concern for communities impacted by the HIV/AIDS epidemic, a health crisis disproportionately affecting African Americans. At all stages of HIV/AIDS—from infection with HIV to death with AIDS—blacks (including African Americans) are disproportionately affected compared with members of other races and ethnicities. In 2005, according to the Center for Disease Control’s most recent data available, nearly half of all persons (including children) diagnosed with HIV/AIDS diagnosed were black.

The good news is that a diagnosis of HIV is no longer seen as a death sentence. Today, promising new antiretroviral therapies offer new hope and improved quality of life for people living with HIV/AIDS. But the efficacy of this new generation of drugs depends in part on patients’ “health literacy” and capacity to advocate for themselves—to talk with their doctors, to understand and follow treatment protocols, and to ask questions and demand alternatives when something is not working.  
The pharmaceutical company

“The epidemic is just getting bigger, and when it comes to dying, black people are at the top of the list,” says Deborah Wafer, Gilead’s Senior Project Manager for Community Marketing. 

Wafer grew up in the working-class African American community of Compton, south of Los Angeles, and was the first in her family to graduate from college. As a young nurse practitioner and then a physician’s assistant, she trained at the Martin Luther King Jr./Drew Medical Center “in its heyday,” when this public hospital was founded in response to the 1965 Watts riots. (The hospital was later closed, in 2007.) Her first job after completing her studies was at a center for Sickle Cell Anemia. “I had two brothers who had Sickle Cell Anemia, and each time they got sick we thought they would die,” she recalls. “It was such a relief for my family to learn that was not the case, and I learned how important it was to have knowledge about a disease.”

She then spent a dozen years working in HIV clinical research at UCLA, with women who were HIV-positive and pregnant, at a time when AZT was the only drug available. Not only did it require an onerous, multi-pill treatment regimen, it was also tainted by what Wafer calls the “urban legend that the government was trying to kill black people” with it. 

A new class of combination drug therapies called protease inhibitors came on the market in 1996, dramatically changing the lives and life expectancies of people with AIDS.  The “Lazarus effect,​​“ Wafer calls it, and vividly remembers the miracle of “people getting up out of bed and starting to walk again.” 

 Wafer’s career next took her to a New York-based pharmaceutical company, and ultimately back to California, to Gilead Sciences Inc. headquartered in the Bay Area, which today sells medications to more than half of the HIV patients in the United States.
When Cornerstone, exploring ways of expanding earned income opportunities in order to further its mission, first approached her with the idea of partnering on a series of short plays addressing HIV treatment issues, Wafer was immediately interested. Gilead was eager to reach people “who would not come out to a lecture,” says Wafer, and brochures and PSAs weren’t working. She was clear from the start, however, that the plays should not be a vehicle to promote specific medications, but rather to empower patients in advocating for quality attention and treatment from their providers. Thus the plays’ thematic focus is on treatment, not on drugs per se. Wafer’s main goal is to help patients become more assertive in taking charge of their relationship with their care provider. Her emphatic message: “You are the pilot, and your health care provider is the navigator.”  

With extensive experience in clinical health care, research, and education (including, with Pfizer, a period training community health workers in Uganda), Wafer has often observed in people who have been diagnosed a resignation to negative circumstances. “Suffering is a norm for some people. They think, ‘This is as good as it gets.’ Or they may feel they did something wrong and now they are being punished.” This way of thinking can have grave health consequences, as patients give up hope and lose motivation in seeking the best treatments available. 

Knowledge, in such cases, truly is power. Learning more about the disease and treatment options—including the simple fact that options exist—can be transformative for HIV patients. “And we know that people learn best from other people,” says Wafer. “To learn how to dance, you don’t watch a PowerPoint. Someone has to take your hand.”

Most people will only take the hand of someone they can trust, and many African American patients do not trust their doctors, a fact borne out by research into health disparities related to differences in race, income, and education. Patients are more likely to trust, listen to, and learn from their own peers.

The theater company

Peer-to-peer engagement has been at the heart of Cornerstone Theater Company’s creative process since its founding in 1986. Cornerstone values “the artist in everyone” and, from start to finish on every project, strives to combine the artistry of professionals with that of community collaborators—people of many ages, cultures, and levels of theatrical experience​. Plays are developed through “story circles,” intimate gatherings of community members who have experienced firsthand the issues being explored, for open and uncensored discussions facilitated by theater company members. Their stories are then distilled and shaped into scripts, with composite characters based on real people, then further refined in rehearsals and ultimately presented before an audience with the help of non-professional actors drawn from those same communities. The process is organic, unpredictable, challenging, and deeply personal. It demands honesty, trust, and patience on the part of all participants, and the resources to support its creative unfolding over time.

In addition to its many community partners, Cornerstone is made up of 14 ensemble members and a dozen staff members, and its award-winning artistic director Michael John Garcés serves in both capacities. Among the many hats he wears, Garcés oversees the collaboration with Gilead, which was initiated in 2007 for the purpose of creating and presenting three plays under the umbrella title Beyond the Diagnosis, aimed at addressing HIV treatment issues in the black community.

“Gilead was responding to studies in the field showing that people of color were far less likely to challenge their doctors, compared with their white counterparts who are more proactive,” explains Garcés. Cornerstone’s long history of grassroots engagement with the African American community combined with an empowering creative methodology based on peer-to-peer storytelling provided the perfect answer to Gilead’s need to reach out more directly to individual African Americans affected by HIV—a seamless dovetailing of shared audiences and messages. Initial story circles were conducted in Los Angeles, and later in Detroit, Michigan; Houston, Texas; Jackson, Mississippi; and Baltimore, Maryland. Productions were planned for those same cities, along with a number of national AIDS conferences. (For complete production history, see sidebar.) 
According to Garcés, the partnership is not unlike that of theater and producer, though it’s a collaboration that ultimately goes much deeper than that. Pronounced differences between the two entities—from their annual revenues and numbers of staff, to their missions and organizational cultures—naturally raised concerns at the beginning of the project, but those concerns soon melted away. It became clear to the members of Cornerstone that their artistic freedom would remain intact, and that the areas where Gilead was to play a more hands-on role would prove helpful—including recruiting participants through a network of AIDS Service Organizations and providing each participant a modest stipend, identifying and contracting with local venues, arranging for logistics related to the story circles and performances, and ultimately marketing the performances in each city. 

“This project still feels very ‘Cornerstone,” says Garcés, “No different from any other production. We would not do the plays outside this context.” Cornerstone’s playwrights, as always, own their own plays. And although finished scripts are shared with Gilead and passed through its legal department, the focus of the corporation’s content interventions is primarily to avoid references to either Gilead’s own or its competitors’ medications (e.g., the color of pills) and their side effects (e.g., hair

loss).

In an era of shrinking resources, partnering with Gilead around shared goals has helped to support—without constraining—Cornerstone’s artistic purpose and methodology and its ongoing outreach to diverse communities. Taking the idea a step further, Garcés believes that “to be truly community-engaged in a capitalist society means also understanding how to be engaged with corporations. We don’t live like monks pristinely outside that system. We have to confront this sort of thing.” 


He gives much credit for the success of the Cornerstone-Gilead project to the leadership of Deborah Wafer, whose grasp of the complexities of both the medical/scientific issues and the political/community issues has been crucial to the smooth functioning of the relationship. 

The stories

Thirty-year-old Latasha Booth was diagnosed with HIV at age 22. Born and raised in Eastpointe, MI, outside Detroit, she is “out” about her status and works with the HIV speakers’ bureau, Positive Perspectives. Booth is one of more than 100 community members from five different cities who have participated thus far in Beyond the Diagnosis. While comfortable speaking in public, she had no real acting experience when she first became involved in the project and had serious doubts about being cast in a play. “But I stuck my neck out and said I would try out,” she recalls. “I almost hit the floor when they told me I would have a starring role!”

In addition to performing the role of Helen in the play Head Trip by Sigrid Gilmer, Booth joined in the Detroit-area story circles that contributed to the plays’ creation. “Everyone in that circle was directly or indirectly affected by HIV,” she recalls, and she felt at home among them, although they had never met before. But going from that to performing was “thrilling,” she says—“not just telling my story but a compilation of other people’s stories.” 

For purposes of this initial phase of their collaboration, Cornerstone and Gilead have prioritized, within a focus on the African American community, a sub-focus on women’s stories. Booth agrees that more HIV prevention efforts need to be focused on women, pointing to epidemiological reports that show the greatest increase in new HIV infection among women of color. She also believes that, “when it comes to education and awareness, women are more open to receiving information.” She values theater’s capacity to educate audiences while entertaining them, and was pleased to see a large turnout of women at several Beyond the Diagnosis performances, including in the Detroit community, where “women outnumbered men two to one.” Going forward, Cornerstone and Gilead have decided to introduce new male characters since, in Wafer’s words, “HIV is ultimately a male-driven disease.”

Remarkably, Booth asserts that “HIV was probably the best thing that ever happened to me. Before, I was lost, I didn’t know why I was here. I really didn’t like who I was. And after I was diagnosed I really didn’t like who I was.” Feeling a combination of denial, fear, shame and confusion, she became deeply withdrawn. “I wouldn’t even let my family talk to me,” she recalls. The low point came with her hospitalization for dehydration. “If I don’t fight this,” she realized, “it’s gonna take me out. So me and God had a conversation. I said, if this is what you want me to do, you have to engulf me in a group of people who will be my support network.” Today she is grateful for an extensive and close-knit network that now also includes her theater colleagues, who have become like family to her. 

The Cornerstone-Gilead collaboration makes sense to Booth. “When we are all focused on the same thing, it doesn’t matter what branch we come from. Beautiful things can happen as a result of cooperation, and this unusual marriage should be a stepping stone to more efforts like this.”

Beyond philanthropy and sponsorship

Self-described “old timer” Peter Howard is a founding member of Cornerstone Theater Company. Since 1986, the actor and playwright has performed in, written or otherwise collaborated on scores of productions in Los Angeles and around the country. He is energized by Cornerstone’s work outside the “theatrical elite” and sees theater as a springboard for tackling difficult subjects in community with others. 

Like Garcés, Howard perceives the move toward innovative partnerships as part of an ongoing process of meeting the company’s changing needs by being open to new opportunities. “Evolution and change are why I am most interested in the Gilead collaboration,” he explains. “As a mid-size theater we are now large enough that we are no longer babies in the field, but small enough that we are not burdened with a giant physical or staff structure. We’re free to experiment out here in the R&D wing of the theater-making movement—and that includes trying out ideas around corporate and nonprofit partnership. We’re moving beyond philanthropy and beyond sponsorship, into the realm of asking whether the corporate and the nonprofit mission statements can be met simultaneously.” 

At the start, “we had many questions for Gilead,” says Howard. “We wanted to be aware of the corporate ‘impulse’ here. What was their goal, the main problem they were trying to address? I came to believe that, for Gilead, it was to nurture open and honest communication between HIV patients and those who write their prescriptions.”

As writer of one of the three plays in Beyond the Diagnosis, Howard emphasizes that the plays had no preconceived structure and the creative team was under “no hardline aesthetic dictate.” Using Cornerstone’s signature methodology of gathering community members in story circles, the three playwrights (Gilmer, Howard, and Page Leong) first listened to dozens of individual stories in the company’s home city of Los Angeles, then conducted in-depth follow-up interviews with several participants, weaving their words into each of the plays. Because they are based on true stories, the plays are marked by an authenticity of character and voice, and a sometimes disarming honesty, making them very real and very accessible to members of the public and giving them a unique power to touch people on a deeply personal level. 

The three plays were then presented in a staged-reading format in other cities, usually for one performance only. Local community members in each city were invited to participate in story circles so that their stories, too, are reflected in the performance; some were also cast as actors, ensuring that local audiences would see themselves represented on stage, not just professional actors from outside the community. In this way, two of the plays remained constant from city to city, and one was extensively rewritten to reflect what was heard in each new community’s story circle.

Staged readings were a departure from Cornerstone’s standard practice of doing more elaborately realized physical productions in communities. “Readings are a way to keep time commitments reasonable for community members,” Howard explains, “but they also have the advantage of keeping focus on the words and stories that are being told.”  
How were the cities chosen? Cornerstone and Gilead jointly developed a set of criteria for deciding where to present the plays, targeting not just big cities but also smaller ones like Jackson where the epidemic is raging. Wafer has personally attended every show and she remembers how, following the performance in Jackson, “They wanted to talk all night long!” In selecting venues, the partners have sought out spaces with resonance and appeal for African American audiences and have been careful to avoid the kinds of big hotels and conference centers where Gilead’s corporate events typically take place. “So, for example, instead of a Marriott Hotel, we’d go to Lucy Florence,” Wafer says, referring to the Leimert Park coffee house where the Los Angeles story circles were held.

In addition to communities grappling with HIV/AIDS, conferences have been an important venue for Beyond the Diagnosis, giving the project national visibility. In 2008, performances took place at both the National Minority AIDS Council’s annual HIV Prevention Leadership Summit, in Detroit, and at the United States Conference on AIDS, in Fort Lauderdale.  

At each performance, the printed playbill includes a list of local and national resources for HIV/AIDS education, prevention and treatment. A facilitated dialogue before and after each of the three pieces gives audience members a chance to interact directly with the plays’ creators and performers, and local health care providers are on hand to answer medical questions that may come up. “The structure and content of the facilitated dialogue has been as carefully conceived with Gilead’s input as the plays themselves, and has evolved with each new city,” adds Howard. 
Gilead and Cornerstone’s unusual, and unusually successful, partnership has begun to attract the attention of other theater innovators, critics and educators around the country. “The linkage of community-based, issue-oriented art making with international pharmaceutical profit making is the result of some highly sophisticated and mature organizations and individuals,” comments Robert H. Leonard, director of the Virginia Tech MFA program in Theater Arts. The partners are now discussing development of a multi-media curriculum and best-practices toolkit to serve as a resource to other organizations in the arts, healthcare, nonprofit and business communities that might wish to use this work as a model. They are also exploring how to make the plays culturally appropriate for a broader audience, including the possibility of adding new stories and translating the plays into Spanish. 

Conclusion

Despite significant advances in antiretroviral drug therapies, the battle against HIV/AIDS is far from over, and community health advocates in both the for-profit and nonprofit sectors continue to seek innovative ways to strengthen prevention and treatment of the disease. In teaming up to create and present a moving series of short, intimate plays based on stories of real people living with HIV, Gilead Sciences, Inc. and Cornerstone Theater Company have harnessed the transformative power of collaborative grassroots theater to achieve their shared goal of saving lives by empowering patients to become more assertive in their relationships with health care providers. 

Instead of the conventional formula—arts organization as recipient of corporate charity—this partnership positions art/theater as a valuable community asset capable of reaching highly targeted (in this case, African American) audiences and touching them in a deeper and more impactful way than traditional education and marketing efforts. In the process, both partners gain a new perspective on what community engagement means while remaining true to their respective missions.

Sylvia Sukop is a Los Angeles-based independent journalist and a consultant to nonprofit philanthropic and cultural organizations.

PRODUCTION HISTORY

As of this writing, Beyond the Diagnosis has been presented in six cities across the country. It premiered at The Watts Labor Community Action Committee in Los Angeles in November 2007, followed by two performances in Detroit at the Charles H. Wright Museum of African American History (in December 2007 and once more as part of the National Minority AIDS Council’s annual HIV Prevention Leadership Summit, in June 2008); in Houston at the Ensemble Theater in January 2008; in Fort Lauderdale at the United States Conference on AIDS (September 2008); in Jackson, MS  at the historic Alamo Theater (September 2008); and in Baltimore, MD at CenterStage (October 2008).  Additional cities will be announced in 2009.
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