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      We seem to be made to suffer. It’s our lot in life.
    


    
      —C-3PO, Star Wars (1977)
    


    
      There has to be more that we can do, a better destiny that we can shape. Another place. Another way. Something!
    


    
      —Octavia Butler, Parable of the Sower (1993)
    


    
      In the technical realm, we repeatedly enter into a series of social contracts, the terms of which are revealed
      only after the signing.
    


    
      —Langdon Winner, The Whale and the Reactor (1989)
    


    
      What we need today, for the sake of the survival of this planet, is long-term vision. Can governments whose very
      survival depends on immediate, extractive, short-term gain provide this? Could it be that democracy, the sacred
      answer to our short-term hopes and prayers, the protector of our individual freedoms and nurturer of our
      avaricious dreams, will turn out to be the endgame for the human race?
    


    
      —Arundhati Roy, Harvard STS Science and Democracy lecture (2010)
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      PREFACE
    


    
      As a social scientist interested in learning how science and technology can serve as a window onto broader
      questions of health, equity, and justice, I have often felt pressured to bracket my personal experiences so as
      not to “taint” my analytic gaze. This, despite the fact that those we might call non–social scientists,
      who practice the “hard” disciplines, are socialized within particular cultural milieus and known to bring their
      personal biographies into the lab.1 I inevitably still struggle to study the social world while caring deeply about what kind of
      world we bring into being, and so I have worked to sharpen an objectivity grounded in self-reflection, one by
      which I take stock of my experiences, assumptions, and commitments so that I can produce a more complete and
      contextualized representation of my research subject.
    


    
      As life would have it, a week before the final revisions of this manuscript were due, my father was rushed to the
      hospital with strokelike symptoms. Having already undertaken the massive task of learning to walk and work again
      after his left side was paralyzed due to a stroke three years ago, here he was again: in a small
      hospital room at Cedars-Sinai, where neurologists were trying to figure out an effective course of treatment.
      This time around there was one crucial difference. After his first stroke, my dad’s employer-based health
      insurance covered the multiple tests, treatment, and physical therapy that allowed for his slow recovery. But
      this time, working in a new and precarious line of work, he was uninsured. So the longer, more substantial, and
      perhaps more effective his treatment turns out to be, the bigger and more burdensome the bill that awaits him
      when he eventually checks out of the hospital.
    


    
      There is little doubt that this and similar firsthand experiences, where I
      have been confronted by the coexistence of abundance and scarcity, form the invisible dark matter that holds
      these pages together. Social principles in this way are the corollary of scientific theories—by putting them
      aside we are choosing not to see important features of how reality takes shape. Like those who investigate dark
      matter itself, our evolving understanding is not an inevitable outcome of simply using particular
      tools.2 Instead, our
      ideas about the relationship between different parts of the universe, our refined assumptions, make it
      possible to detect forces that were completely invisible before. The more we are attentive to our theories and
      principles, the better our research; not only is our capacity for producing data enhanced but hopefully so is our
      ability to revise our assumptions when confronted with the unexpected. A social principle in this way can and
      should share the flexibility of a theorem.
    


    
      This brings us to one of the core themes of this book: in a society of haves and have-nots, the biomedical
      ingenuity that can bring people back from near death has a double edge—one side excising brain embolisms
      from blood vessels where they do not belong, and the other side deepening the fault lines through which our
      current social order distributes suffering and premature death in radically uneven ways. As Jo Phelan and Bruce
      Link put it, “[w]hen we develop the ability to control disease and death, the benefits of this new-found ability
      are distributed according to resources of knowledge, money, power, prestige, and beneficial social
      connections.”3 But does
      this mean biomedical ingenuity must necessarily deepen inequalities? Before undertaking this study, I
      assumed so, in part because I experienced science and medicine primarily as an outsider and was not aware of the
      openings through which innovation and equity could be mutually constructed.
    


    
      My experiences as an “outsider within” tell me we don’t have to put scientific innovation on hold for more
      equitable social relations to first take shape.4 Instead, we are in dire need of bolder visions of innovation that are seeded with a
      commitment to invigorate more equitable social relations alongside the pursuit of regenerative medicine
      and other fields. This necessitates that conditions we already know to foster health and well-being are not taken for granted in the process. Drawing attention to the “shadow
      realities”5 of those who do
      not have access to affordable healthcare will, for example, make it apparent that a more varied people must
      participate in the governance of science, technology, and medicine, fully contributing to the decisions that
      impact their lives and, even more fundamentally, their life chances.
    


    
      As an African American woman of mixed ethnic heritage and someone who specializes in qualitative research methods
      that require a fair amount of interpretation, my precarious location in the academy has heightened my attention
      to this question of how experiences shape knowledge production. I have walked a fine line in the pages to come,
      seeking to represent the social and political struggles over new biotechnologies with commitment to the
      principles of equity and justice I hold dear, and with fairness to my research subjects. Some readers
      may come to question my evenhandedness, wishing I had infused less assessment and interpretation of the stakes of
      these struggles into this work, while others will wonder why I did not come down harder on one side or another.
      To both I acknowledge, the line I walk is more like San Francisco’s Lombard Street. Crisscrossing the landscape
      of scientific empiricism and cultural meaning, my aim is less to strike a perfect balance or arrive at a
      final destination than to introduce those I have met along the way to others whose social worlds they may have
      ignored, dismissed, or misunderstood.
    

  


  
    
      ACRONYMS
    


    
      ART: assisted reproductive technology
    


    
      CGS: Center for Genetics and Society
    


    
      CIRM: California Institute for Regenerative Medicine
    


    
      ELSI: ethical, legal, and social implications
    


    
      FUNDAEC: Fundación para la Aplicación y Enseñanza de las Ciencias (Foundation for the Application and Teaching of
      the Sciences)
    


    
      ICOC: Independent Citizens’ Oversight Committee
    


    
      iPSCs: induced pluripotent stem cells
    


    
      IVF: in vitro fertilization
    


    
      NAAPC: National Association for the Advancement of Preborn Children
    


    
      NYSTEM: New York Stem Cell Science
    


    
      SCI: spinal cord injury
    


    
      SCNT: somatic cell nuclear transfer
    


    
      SCR: stem cell research
    

  


  
    
      INTRODUCTION
    


    
      To the Moon
    


    
      Before we start designing ways to get to the moon, can we just make sure everybody on my block can actually get
      to work?
    


    
      —Patricia Berne, scholar-activist1
    


    
      The fear of imagination in politics comes from the fear of illusion. It is like refusing to use a tool at all
      because it can be misused.
    


    
      —Richard Sennett, Authority2
    


    
      ON FEBRUARY 16, 2007, I sat in a San Francisco Sheraton meeting room waiting for then California
      governor Arnold Schwarzenegger to appear. The governing board of California’s new stem cell agency had scheduled
      a press conference for the governor to announce his approval of a $150 million loan to fund the first round of
      scientific grants to stem cell researchers. This move by the governor was politically significant, according to
      Donna Gerardi Riordan, director of programs at the California Council on Science and Technology, “because it
      occurred one day after President Bush vetoed bipartisan legislation that would have relaxed federal restrictions
      on stem cell research.”3
      The loan was necessary after $3 billion in state bonds that should have been available to fund the agency’s work
      were held up by two lawsuits arguing on pro-life or consumer rights grounds against the California Stem Cell
      Research and Cures Initiative.
    


    
      Having attended a number of the stem cell agency’s public meetings, I was routinely mistaken for a journalist as
      I hurriedly typed my field notes; so on this occasion I was ushered into the front row of the press conference,
      several feet away from the podium. By the time the governor arrived, leaning on a cane on account of a skiing
      accident, the room was abuzz with anticipation. He congenially shook hands with
      about a dozen of the board members and patient advocates standing at attention behind the podium, his limp in
      sync, as it were, with the impairments of those advocates placed front and center in wheelchairs, wearing their
      “Stem Cell Action Network” buttons. As the buzz turned to a hum and the hum gave way to absolute quiet, the
      governor began:
    


    
      These initial grants today are very important because you all know we cannot afford to wait when it comes to
      advancing life-saving science. So today is a day of great hope. We have hope for promise of incredible advances
      in medicine. Hope for the eventual end of suffering from diseases like Alzheimer’s, Parkinson’s, cancer, and MS
      and hope for the people who love someone with one of those terrible diseases. . . . I know a lot of people in
      California and around the world that have diseases like that and can be helped with this important research. This
      is why we are not waiting for anyone to do it for us. We are creating the action right here in California
      [audience applause].
    


    
      I also want to show my deepest gratitude to the scientists and to the doctors who are receiving this money to
      find new therapies and new cures. I just want them to know that I am 100 percent behind you and the people of
      California are 100 percent behind you. We think the world of them. They are opening up possibilities that only a
      few years ago, we would have only imagined. So they are our newest action heroes [audience laughter], and I am
      looking forward to what they can achieve.4
    


    
      Strategically distancing himself from an unpopular U.S. president who had just restricted the work of stem cell
      researchers, the governor effectively invoked the hope and heroics that have animated this new field since the
      isolation of human embryonic stem cells in 1998. But whereas the governor’s comments focused on the heroics of
      scientists, it was the actions of the advocates, policy entrepreneurs, lawyers, and journalists in the room that
      in fact had enabled passage of the stem cell initiative—and the scientists were beholden in many ways to these
      various constituencies and their sometimes competing agendas. This shifting
      relationship between science and society is what People’s Science sets out to explore, revealing those
      struggles, both manifest and veiled, that animate science shaped by public demands.
    


    
      The limits of the old trickle-down relationship between science and society, in which the public was expected to
      patiently wait for the fruits of science to reach it,5 first grew apparent in the wake of the 1945 atomic bomb tests.
      Since then, the controversy over genetically modified organisms that started in the 1970s and continues today;
      the revelations of the Tuskegee syphilis trials; and reports of numerous medical abuses against women, racial and
      ethnic minorities, people with disabilities, indigenous populations,6 and prisoners,7 together reveal the underside of scientific innovation. Greater
      awareness that these are not fringe events carried out by hacks and mad scientists but often take place in
      mainstream institutions, frequently at the direction of the most prominent members of their fields, has fueled a
      growing movement against allowing researchers to govern themselves, in isolation from wider social norms.
    


    
      But what some consider the “contamination” of pure science is not only a bottom-up process of citizens demanding
      more input and regulation.8
      The commercialization of scientific research has also increased exponentially. The federal Bayh-Dole Act was
      passed in 1980 to encourage the more efficient commercialization of research, thereby incentivizing the pursuit
      of profit on the part of researchers. The rapid growth of patent licenses and the widespread development of
      technology transfer offices at public institutions, having a mandate to identify research ideas that could be
      developed into commercial products, raise new concerns about the conflicts of interest that frequently inform
      scientific investigation. In a landmark case that some call the “Brown v. Board of Education for genetic
      science,”9 the U.S. Court
      of Appeals for the Federal Circuit “affirmed the right of Myriad Genetics to patent two genes linked to breast
      cancer [BRCA-1 and -2] overturning a lower court ruling that threatened a key element of the biotech
      business.”10 Critics of
      gene patenting say it creates a monopoly that impedes research “that could lead to better diagnostic treatments”
      and prevents competition, which ultimately forces consumers to pay more and
      limits women’s treatment options. “Tests that cost $300 end up costing $3,000 because of the patent monopoly that
      the company has,” said Lori Andrews, a law professor at Chicago-Kent College of Law.11 By contrast many in the biotech industry are
      relieved by the ruling: Goldman Sachs analyst Isaac Ro said the Myriad ruling lifts a “near-term threat to
      investors,” even as he and others expect the legal fight to continue.12 The life sciences and the burgeoning biotech industry are
      especially vulnerable to conflicts between commercial, medical, and broader social interests, as the application
      of commercial logic to (and commodification of) the human body leads us full circle to the dangerous medical
      practices of World War II—and even prior to that, to American chattel slavery. Together, these ethical and
      commercial concerns have laid to rest the figure of the disinterested and autonomous scientist traversing what
      Vannevar Bush, in a Report to the President, once called the “endless frontier” of knowledge.13
    


    
      But while some observers worry that the cloistered and disinterested ideal has been replaced by self-interested,
      profit-seeking scientist-entrepreneurs,14 evidence suggests that many scientists are taking a longer view. A long list of eminent
      scientists spoke up in support of the American Civil Liberties Union case against the Myriad patents. In less
      litigious contexts, some are going so far as to leverage the far-reaching implications of their work to resonate
      with a broad public mandate of health access and democratic inclusion.15 They are supplanting the trickle-down ideal with a
      participatory ethos, in name if not in practice, in which they engage with nonscientist stakeholders at ever
      earlier stages of the research and development process. Often this engagement is geared toward supportive patient
      advocates who provide the moral imperative for rapid scientific development; but sometimes other constituencies
      manage to get the attention of the scientific establishment.
    


    
      Indeed, the giving or withholding of public approval has grown more direct: in over a dozen U.S. states,
      initiatives to fund or ban stem cell research have come to a popular vote. California’s Stem Cell Research and
      Cures Initiative was one such effort, in which scientists, policy entrepreneurs,
      and patient advocates worked together to achieve unprecedented investment in and insulation for the besieged new
      field. On November 2, 2004, Proposition 71 successfully passed, following a massive “pro-cures” campaign that
      linked investment in the new science with the alleviation of suffering from over eighty diseases. It authorized
      the sale of state bonds in the amount of three billion dollars over ten years, to be managed by a new stem cell
      agency (the California Institute for Regenerative Medicine, or CIRM), which would be protected by an amendment to
      the state constitution that created a “right to research.” The text of the initiative also stipulated that the
      new agency was to be governed by an Independent Citizens’ Oversight Committee (ICOC), the composition of which
      has proven an ongoing locus of struggle over the legitimate parameters of public inclusion and
      representation.16
    


    
      Compared with the old, cloistered model of science, the initiative and its governing structure appear radically
      inclusive: approval is by the voters, funding by taxpayers, and governance by representatives of the public. Yet
      it still does not fully address the concerns and expectations characteristic of the participatory trend in
      science development. Many of the board’s critics point to the economic and institutional conflicts of interest
      that may cloud members’ ability to implement Prop. 71. (One such conflict forced the resignation of a board
      member who held stock options in a company that had applied for a grant from the stem cell agency.) Beyond this,
      however, I suggest that a lack of constructive conflict over the priorities and governance of science
      poses an even more fundamental challenge to a truly participatory initiative such as this. The lack of public
      accountability to, and inclusion of socially subordinate collectives is, in my estimation, more politically
      worrisome and sociologically interesting than is the stain of stock options. Without this deeper accountability,
      proponents of a “right to research” are sacrificing social equity at the altar of scientific expedience.
    


    
      The lack of robust deliberation about how scientific initiatives can and should reflect a wider array of social
      concerns is due in part to the systemic exclusion of those who could articulate concerns about state investment
      in stem cell research from working-class, feminist, disability, or racial
      justice points of view. But these omissions also stem from a fundamental ambiguity about who “the people” of
      participatory science initiatives are and should be. In focusing on how “the people” of a people’s science are
      constructed and contested, I offer a critical understanding of the processes of inclusion and exclusion that
      typically remain hidden in depictions of “the stem cell debate.”
    


    
      These struggles over the credible parameters of involving people’s bodies and interests in stem cell
      research are fundamentally different from nonscientific political struggles, because the question of what the
      state owes particular groups is intimately connected to biological definitions of what constitutes a
      group in the first place. The coemergence of novel life sciences and new rights claims that “redefine the
      obligations of the state in relation to lives in its care” is what Harvard professor Sheila Jasanoff terms
      bioconstitutionalism.17,18 We see glimpses of
      bioconstitutionalism in the now codified “right to research” brought about by the passage of Prop. 71. But we
      also find it in the pro-cures assertion that it is a right of families to pursue the best course of treatment for
      their loved ones despite the ethical toes such treatment steps on. This relationship between a “right to
      research” in a laboratory and sociopolitical rights in the political arena does not pertain simply to the realm
      of official policy and legislative enactment. Rather, we find it in bioconstitutional moments, where
      struggles over who we are, what we are owed, and what we are responsible for, as both objects and
      subjects of scientific initiatives, are taking place all around us. In California and a growing number of
      jurisdictions, representatives of various constituencies are attempting to codify answers to these
      questions.19 In an even
      greater number of arenas, people have yet to formalize answers but are tinkering with and sometimes brawling over
      the role and interests of the public in conducting controversial science.20
    


    
      A political sociology of science requires that we examine not only courts, legislative sessions, board meetings,
      and ballot boxes but also funding agencies, hospital clinics, and other, more mundane sites where the meaning of
      life and the entitlements owed to the living are negotiated and contested. In this way, the seeming
      exceptionalism of California gives way to an expanded social terrain with a
      common propensity to struggle over boundaries of inclusion. It is upon such fractured ground, and not upon any
      firm authority and hegemony on the part of science or overwhelming trust or consent on the part of
      society, that public engagement with science is taking place. People do not simply “hold” stakes but actively
      construct and calibrate the risks of aligning their interests with scientific initiatives, forming the supple
      social infrastructure of stem cell research and related life sciences—what one racial justice advocate working on
      organizing a coalition to demand greater inclusion for minority health interests in the California stem cell
      initiative called a “house of cards.”21
    


    
      In contrast to the polarizing frames of Right-Left politics, so much of the actual work to advance or oppose
      scientific research is carried out via politically promiscuous bedfellows. We find a pro-choice alliance teaming
      up with the Catholic Church to object to the use of oocytes for research; a sickle cell disease organization
      signing on to a stem cell campaign only to be formally excluded from the initiative’s implementation; and
      conservative activists such as Mel Gibson speaking out against state investment in “unethical experimentation” to
      a predominantly working-class African American community in Watts, Los Angeles, whose local health clinic had
      closed on account of budget cuts. Such novel alliances and collaborations are indicative of the way in which a
      controversial scientific field does not simply fall along old sociopolitical boundaries but redraws them in
      unpredictable ways.22
    


    
      Consider one such foray into this shaky social terrain. In the fall of 2006, Dr. Zach Hall, former National
      Institutes of Health director and president of the new California stem cell agency, found himself in front of an
      unlikely audience. Nearly two years after the historic passage of Proposition 71, Hall was invited by members of
      the Oakland-based Black Wall Street Merchants Association and the Black Board of Trade and Commerce to
      participate in a “two-way dialogue” about the significance of stem cell research for African Americans. The
      ensuing town hall-like forum, with over two hundred physicians, lawyers, clergy, heads of social service
      agencies, and community college and public school administrators in attendance,
      was eventually televised on a local station. Hall fielded questions about whether diseases affecting the African
      American community would be prioritized by stem cell researchers; how small black-owned firms could compete
      against more established companies for grants; and strategies for African American students and scientists to be
      drawn into the stem cell career pipeline.
    


    
      Even as forum attendees expressed a strong interest in the wider social and economic impacts of stem cell
      research, Hall attempted to gently resist these larger public considerations. Presentation slides and luncheon
      plates in place, Hall explained that the official text of the stem cell proposition did not in fact entail the
      social inclusion priorities that attendees raised. He also hinted that it was not realistic for the small staff
      of fifty people at the new stem cell agency to prioritize early-stage research based primarily on its impact on a
      particular population or tackle such deeply entrenched problems as the unequal availability of science education.
      Acknowledging the importance of such endeavors without accepting responsibility for advancing them, he carefully
      tried to hold together the fragile bond symbolized by Prop. 71. He did so by staying as close to the science as
      possible and then astutely drawing participants’ attention to the problematic politicization of science by the
      opponents of stem cell research. After explaining the basics of the field, Hall emphasized the importance of a
      diverse pool of tissue donors to ensure the future applicability of stem cell treatments to African Americans,
      noting that
    


    
      [i]f stem cells are to be useful for all members of our population, we want stem cells that reflect in their
      genetic characteristics all the diversity found in the human population, and the problem with in vitro
      fertilization clinics, as somebody said, it’s a very limited population. They have to be rich, white, and
      infertile. And we need more stem cell lines than that. We need stem cell lines of all sorts, of all sorts of
      people.23
    


    
      In effect, Hall resisted the role of populist scientist being thrust upon him even as he carved out a much more
      biologically circumscribed understanding of how scientists could ensure a science “for the people.” He proffered a kind of inclusion based on the presumed genetic diversity of different
      races, offered as evidence of the agency’s forward-thinking agenda, even as he relied on an older notion of
      biologically based racial differences as the primary basis on which the initiative was prepared to consider the
      inclusion of African Americans.
    


    
      Remaining noncommittal with respect to the various visions of social inclusion offered by the attendees, ideas
      that he promised “to take back to the board,” Hall instead carefully weighed in on the major fault line then
      dominating the stem cell terrain, namely the moral status of embryos. He explained that one of the groups suing
      the new agency called themselves the National Association for the Advancement of Preborn Children (NAAPC),
      inverting the last two letters of the well-known civil rights organization, the National Association for the
      Advancement of Colored People (NAACP). Audience members let out a knowing groan at this appropriation, whereupon
      Hall noted that the NAAPC’s lawsuit was on behalf of an unborn child named “Jane Scott Doe”—the plaintiff’s
      middle name evoking that of Dred Scott, the African American slave who unsuccessfully sued for his freedom in
      1857.24
    


    
      Betting that his audience would find the conflation of American chattel slavery with the use of embryos in
      research disingenuous if not offensive, Hall successfully drew attention away from his noncommittal stance on the
      social inclusion issues raised at the Oakland forum, and toward the machinations of the NAAPC. In focusing on the
      problematic politicization of science on the part of the agency’s adversaries, Hall implicitly cautioned his
      audience that such political contamination would slow the development of cures. In so doing, he never had to say
      that the participants’ demands for a broader social commitment posed a similar threat.
    


    
      When I sat down with the president of the Black Wall Street Merchants Association, Eddie Dillard, to discuss the
      accountability of the fledgling stem cell agency, he was adamant that “if we’re gonna pay, we need to play!” even
      as he hedged about what “playing” in this speculative terrain would actually look like. He and others on the
      front lines of advocating inclusion for racial and ethnic minority, feminist, and disability concerns in publicly sponsored science initiatives seek to challenge the invisible
      interests of the amorphous “public” to which Proposition 71 was pitched, though they do not necessarily have a
      full-blown alternative to propose. Even so, they appear to understand that accountability cannot be achieved in
      an afternoon dialogue or a onetime Q&A session but only via an ongoing and fully institutionalized means of
      ensuring that in the case of stem cell research, social goals, and not only biomedical goals, are addressed. In
      the words of one of the more outspoken racial justice health activists, Joseph Tayag, ethnoracial minorities
      “need to be at the table, not just on the table” of stem cell research.25
    


    
      This Oakland forum, in which participants sought to actively construct, not simply “hold,” specific stakes in
      stem cell research, exemplifies the new contract between science and society that is being negotiated in
      California and elsewhere. Confronted with the complexity of implementing an initiative like Proposition 71, its
      architects are faced with the fragility of their pact with the public. Amid the great diversity of the
      electorate, whose interests should take precedence? Through what channels should they be heard? By what standards
      should science be held responsible? In short, now that the science “for the people” rhetoric had achieved its
      purpose, winning onetime approval at the ballot box, how would consent be maintained? How would accountability be
      enacted and, in time, contested?
    


    
      These and more questions not only animated the Oakland stem cell forum but are part of a larger process of
      political experimentation in which the parameters of social inclusion in science are being redrawn. The issues
      raised and dodged at the Oakland luncheon, in terms of which scientists and various publics typically negotiate
      the broader stakes of scientific investment, have figured in public debate in over a dozen states that have used
      electoral and legislative processes to fund or ban stem cell science. At the same time, the United States lags
      far behind the participatory mechanisms well underway outside of the country: “science shops,” in which
      researchers collaborate with citizens; “science courts,” in which laypeople pass judgment on scientific
      controversies; “citizen boards” to assess technological risks.26 In all these efforts,
      scientific norms still tend to outweigh wider social norms in terms of quality control and with respect to
      measuring success. Examining what gives these hybrid political-scientific experiments legitimacy and staying
      power—whether the authority of science, populist exuberance, or as I argue, the strategic fabrication and
      mobilization of a particular kind of consenting public—is one of the tasks set forth in this book.
    


    
      To the Moon?
    


    
      In 1998, University of Wisconsin developmental biologist James Thomson announced that his lab had managed to
      isolate and culture human embryonic stem cells from the inner lining of a human embryo, a feat achieved until
      then only in animals.27
      Soon after, frenzy ensued. As one commentator predicted, “the stage was set for a raging battle in which
      scientists, politicians, religious leaders, doctors, and patients would find themselves unwilling
      soldiers.”28 For many
      opponents of the technique, the potential benefits of such research were offset by the ethics of sacrificing what
      they regarded as a potential person in the process. For many who believe that human life begins at conception,
      the cost of using this technique was too high. Supporters of stem cell research, by contrast, weighed the
      possibility of relieving human suffering against such considerations. For them, the status of an eight-day-old
      embryo (blastocyst) was qualitatively less certain than that of living, breathing human beings who could benefit
      from regenerative medicine.
    


    
      The issue of potentiality—potential humans and potential cures—pulls at both ends of the stem cell debate,
      impacting those not only in the research laboratory but in the political arena as well. The divergent hopes and
      fears surrounding the tools we use for both scientific and political experiments remind us how “the politics of
      biotechnology serves as a theater for observing democratic politics in motion.”29 Owing in large part to the technical advances of Thomson
      and colleagues, stem cell research has grown to be a wedge issue that both the political Right and Left use to
      cast the other side as enemies of life. Depending on how exactly one frames Thomson’s achievement, the new field
      reflects mankind’s ingenuity—or its fall from grace.
    


    
      So when on August 10, 2001, President George W. Bush announced that National
      Institutes of Health grants could be used for research only on existing stem cell lines, numbering in the dozens,
      and that research producing new stem cell lines after that date would be ineligible for federal support—and would
      be illegal if done with federal dollars—sparks flew. Stem cell researchers and their supporters turned to the
      state initiative process, in which the electorate votes directly on a proposed law, as a political tool to push
      back restrictions against these controversial scientific techniques. The actual goal of California’s Proposition
      71 was to insulate the science of stem cell research from impinging political values, not to enhance public
      participation in the process—this despite the science “for the people” framing of the issue.
    


    
      The pro–stem cell movement that was energized soon after Bush announced his restrictions climaxed on November 2,
      2004, with the passage of Prop. 71 in California. But despite an extremely well funded campaign that flew in the
      face of federal limitations, not everyone was buying what they dubbed “21st century snake oil.”30 As longtime disability rights and
      racial justice activist Patricia Berne asked rhetorically, “Before we start designing ways to get to the moon,
      can we just make sure everybody on my block can actually get to work?” This and similar queries challenged both
      the funding and research priorities of the initiative and questioned in whose interests both were being advanced.
      In the estimation of Berne and others, stem cell research is akin to jet-setting to the moon while people’s basic
      needs are going unmet.
    


    
      Indeed, the massive state investment came at a time when a swelling state budget deficit had reached $16
      billion31; the state had
      one of the highest housing foreclosure rates in the nation; over 20 percent of the population had no health
      insurance32; and the income
      gap was growing rapidly.33
      The socioeconomic disparities that such figures illustrate, however, were strategically overshadowed by advocates
      who linked stem cell investment to the pioneering ethos of the state:
    


    
      We created the fifth largest economy in the world, with a gross state product of more than $1 trillion, while
      holding sacred our commitment to the stewardship of the land and its natural
      resources. We are quick to embrace new ideas and new citizens. Californians are dynamic, adaptable, and always
      focused on the future. Our state is the birthplace of the Mars Rover, the Digital Age and the Biotechnology
      Revolution.34
    


    
      When, in 2001, President Bush restricted the use of stem cell lines in research that many posited as the future
      of medicine, it thus followed that California would offer itself as the place to resist his backward pull. In
      this vigorous reassertion of its futurist predilections, and against the backdrop of state economic crises,
      Californians made a high-stakes gamble: Prop. 71 passed while at the same time a ballot measure to extend basic
      healthcare coverage to the majority of its working classes who were then un- or underinsured (Proposition 72) was
      rejected. Indeed, proponents of the new field drew upon a ready futurist idiom that, by definition, obscures
      features of the present that systematically prevent health and wealth gains from “trickling down” to the masses.
    


    
      Instead, California took a place among national governments as colleague and competitor. In fact, as one policy
      report indicates,
    


    
      even the federal support for stem cell research [was] dwarfed by the $295 million a year guaranteed by
      Proposition 71. In 2003, the National Institutes of Health awarded $24.8 million to researchers over the entire
      nation for embryonic stem cell research. . . . Proposition 71 created a source of grants that is nothing less
      than another NIH. . . . The United Kingdom, Singapore, Israel, and South Korea are often referred to as countries
      most supportive of stem cell research, but none have committed resources comparable to those promised in
      Proposition 71.35
    


    
      Not surprisingly, then, the International Stem Cell Forum, a multilateral collaboration of seventeen entities
      that was set up in 2003, soon invited the nascent California Institute for Regenerative Medicine to join its
      ranks. In response, CIRM president Zach Hall exulted that the “inclusion of the state of California, along with
      national research organizations, demonstrates international recognition of the
      important role of CIRM in stem cell research.”36 Inducted alongside the Chinese Academy of Sciences and the University of Milan,
      California’s stem cell agency established the state as an autonomous regulatory arena that was not wholly bound
      by the restrictive science policies of the federal government.
    


    
      Lest this appear to be a story of Californian exceptionalism—cowboy science riding into the sunset of medicine’s
      frontier—the electorate’s investment in stem cell research is better seen as a byproduct of a broader pattern of
      the privatization of social goods, such as healthcare and education. Even before the passage of Prop. 71, almost
      all states offered tax breaks for the biotechnology industry, notably, to offset the financial losses endemic to
      this sector.37 Nurturing
      the market and boosting scientific enterprise become two sides of the same shiny coin, as more and more of that
      enterprise relies on the private sector to translate basic knowledge into clinical goods. But what are the
      practical consequences in the context of stem cell research investment of boosting corporate welfare while the
      social safety net for the majority of people grows weaker? Stanford law professor Henry Greely and colleagues
      explain that
    


    
      Any new [stem cell] therapies would presumably be commercialized, and at that point market forces will play a
      large role in determining winners and losers. Sellers of new therapies will tend to benefit, and those who pay
      for them and those who sell current therapies that might be replaced would tend to lose. . . . There has been
      increasing awareness of the fact that many existing beneficial healthcare interventions are often not made
      equally available to all members of society. If new stem cell–based therapies require significant out-of-pocket
      spending, those with more discretionary dollars will be better positioned to benefit. . . . If in passing
      Proposition 71, voters envisioned distribution of new therapies according to medical need, rather than economic
      status, such unequal redistribution would be incongruent with their motivation.38
    


    
      But in prioritizing scientific expedience over social equity, proponents of
      Prop. 71 discount the relationship between their exuberance and the creation of Greely’s stem cell “losers.”
    


    
      While California elites were disproportionately represented at the polls,39 it is important to realize that the lopsided investment in
      speculative versus basic healthcare was not fully class-specific, in large part owing to the effective packaging
      of Californian exceptionalism by the “Yes on 71” campaign. Rather than being invited to judge the proposed $3
      billion investment within the context of socioeconomic disparities and the state’s budget crisis, voters were
      offered a “prepackaged problematic” that cast the Bush administration’s stem cell restrictions as constituting
      the real threat to Californians.40 The autonomy sought by the state and the private sector was mirrored in the rhetoric of stem
      cell advocates, whose pursuit of biomedical cures drew upon the quintessentially American ideal of private
      self-determination. As Prop. 71 architect Robert Klein was often heard saying,
    


    
      [The federal research restrictions] are really extraordinarily burdensome and represent a radical intervention of
      government in the right of a family member to access for the future the best care for their child, their parent,
      or their spouse. . . . So [Bush’s policy] is highly disconnected from the American tradition, the American
      experience.41
    


    
      Through such statements, voters’ attention was successfully redirected from the socioeconomic barriers that have
      prevented most people from accessing “the best care” for their loved ones (and well before Bush’s stem cell
      restrictions), even to the point where a bill to explicitly facilitate greater healthcare coverage was voted down
      in the same election cycle. Likewise, it was a desire to insulate science rather than throw open the
      field’s doors to the multitudes that drove proponents of stem cell research to create a new “right to research”
      in the state constitution.42 To do so, they effectively appropriated the political framing of their
      opponents—specifically, the Catholic Church and other “family values” organizations—arguing that families had a
      fundamental right to seek new and effective medical care for their loved ones. The official slogan of the umbrella stem cell advocacy organization Americans for Cures is “Pro Families,
      Pro Cures.” Enabled by their resource-rich campaign, the proponents’ messaging saturated the media-driven debate
      and ensured their effective use of the state initiative process, California’s “fourth branch of government,” as a
      tool to protect controversial stem cell techniques.
    


    
      Beyond Biomedical Consumption
    


    
      The challenges associated with including a heterogeneous citizenry, or demos, in the development of
      controversial life sciences rest in part on the fact that people’s bodies, or bios, are implicated in
      the process. The use of human cells—tissue necessary for reproduction (embryos) and heredity (gametes)—further
      complicates the usual model of developing science and technology, in which people are positioned as future
      consumers of biomedical goods. Instead, stem cell research employs human tissue in the production of
      biomedical goods, without fully conceding the political and economic impact of such utilization. For this reason,
      the quandary of “peopling” stem cell research involves both the participation of the demos and
      the recruitment of suitable bios as tissue donors and test subjects.
    


    
      In our post–World War II context of science development, people who donate tissue for research are subjected to
      elaborate ethical protocols, while any rights or interests they may wish to assert in the growing tissue economy
      remain largely untenable, according to the apolitical framework of bioethics itself.43 Human tissue is absolutely essential for stem
      cell research, so the challenges presented by a multitudinous demos asserting interests beyond access to
      biomedical goods potentially slow the development of biotechnology, as illustrated by the Oakland forum.
      Proponents of rapid scientific development have thus had to try to derive ways by which to include people as bios
      in ethical experimentation while holding the demos at bay.44
    


    
      The double evocation of both of these words—that a heterogeneous citizenry (demos) needs to demonstrate
      its civic potential through direct action, boycotts, and petitions, and that people’s bodies (bios) are shaped by complex personal and collective biographies—points us to the
      tensions that bubble beneath the surface of participatory rhetoric. This is not simply about the rhetorically
      slick packaging of an initiative but also about how the “black box” of participation is assembled and contested
      through competing claims to who the demos and bios of stem cell research are and should be. For Zach Hall, it was
      mainly about ensuring that tissue donors represented the genetic diversity of the populous, but for many at the
      Oakland forum it was about who would benefit from the work contracts and educational investments that grew out of
      the grant distribution process. After all, safeguarding the autonomy of California stem cell research would
      require building new facilities separate from those in which federal grant money would be used, among the many
      other tentacles of the initiative. Too often, this larger social context is overshadowed by a narrow focus on the
      speedy production of biomedical goods.
    


    
      The assertion of rights and responsibilities narrowly tied to individuals’ “fleshy, corporeal existence” is what
      has come to be known as biological citizenship.45 For example, women who have a heightened genetic risk of breast cancer have organized
      around this shared biological experience to enhance their treatment options. Much of the analysis of biological
      citizenship tends to focus on social collectives “beyond the state,”46 which also tend to include a more elite strata of people who
      have the resources and influence to organize around their shared interests. Within the pages that follow,
      however, we find greater ambivalence and at times pushback against this biological definition of citizenship than
      is evident in neighboring arenas.47 Benefits from biological citizenship are not equally available to all social
      strata—potentially exacerbating inequalities, as it relies so heavily on a notion of depoliticized consumption
      and market optimism. The “biotechnical embrace”48 that is welcomed by stem cell supporters who desperately seek breakthrough treatments
      may amount to a deadly constriction of opportunity for subordinate socioeconomic groups who have a different
      relationship to science, medicine, and the market. For people who are un- or under-insured, for example,
      advocating for novel medical goods when access to basic health screening and
      existing treatments is out of reach is in effect an invitation to a roulette game in which, it seems, their
      number is never called. So for many impoverished people, ethnoracial minorities, and people with disabilities,
      all of whom have been historically exploited or neglected by scientists and doctors, excitement over touted
      “scientific breakthroughs” may generate skepticism regarding the potential of regenerative medicine to address
      their well-being.
    


    
      In bringing the resistance of subordinate social groups into view in a way that the literature on “biological
      citizenship” has tended not to do, I suggest that thinking “beyond the state” grows more problematic as many
      elite nonstate actors manipulate the state apparatus to protect their interests.49 As sociologist Patricia Hill Collins explains, just as
      subordinate classes gained access to full political citizenship and laid claim to public entitlements, they were
      “increasingly abandoned by individuals and groups with power. . . . In this context, ‘public’ became reconfigured
      as anything of poor quality, marked by a lack of control and of privacy. The public sphere becomes a curiously
      confined yet visible location that increases the value of private services and [of] privacy itself.”50 Hill Collins’s insights push us to
      recenter the state as a vital terrain of power and knowledge wherein state authority and oversight are
      experienced differently across social classes, while many in the pro–stem cell movement use a new state agency to
      obtain freedom from broader government oversight.51
    


    
      Indeed, the question of the relative centrality that the state should have is one of the main points of
      contention among advocates on all sides. Proponents of stem cell research, while initially using the ballot
      initiative process to institutionalize this public science-making venture, actually structured the proposition so
      as to limit both the California and the federal governments’ ability to interfere with the science.
      Opponents and critics of the initiative, for their part, have sought to enhance the authority of the state to
      intervene with respect to the initiative’s implementation. In limiting the legislature’s authority, the
      architects of the initiative also strategically constrained the ability of social groups to impact the
      implementation of Prop. 71. With the California state constitution now amended
      to support the “right to conduct stem cell research,”52 those implementing the initiative were afforded a legal
      fortress from which to exclude their ideological and procedural critics.
    


    
      While we find some evidence that people are attempting to push back against systemic exclusion,53 it is important to note that we
      don’t usually find fully formed collectives engaging with or opposing the initiative, but more tentative
      alliances, forged within a context of scientific uncertainty and social insecurity.54 By examining intragroup debates about what
      actually constitutes “disability interests,” “women’s interests,” and “ethnoracial minority interests,” we
      necessarily find that collective responses to scientific initiatives are in flux.55 Before a cohesive platform or slate of demands
      has been articulated as the feminist or the racial justice alternative to Big Science, we find
      more open-ended contests over the issue of stem cell research, usually with a greater variety of alternatives at
      play. But taking note of this instability is not meant to be purely an academic exercise in social deconstruction
      for deconstruction’s sake. Rather, it is the first step in reconstructing a social architecture in which people
      actively struggle over both the outcome and the process of stem cell research, so that we can ultimately imagine
      better, more just, and more inclusive alternatives. Examining the process of peopling a people’s science, along
      with all the exclusions and censorship of intra-group heterogeneity that often entails, will hopefully help us
      construct more socially robust futures.
    


    
      People’s Science, then, is not a romantic rendezvous with populist ideals, nor a resigned arranged
      marriage with politics as usual, but a somber yet hopeful blind date in which we search for clues about what lies
      beneath the slick packaging of “the people.” Beneath the seeming win by the “Yes on 71” campaign, I take you
      beyond election politics to the bioconstitutional moments before and after that campaign, revealing episodic
      struggles over the use of human bodies and the rights owed to human beings that do not always become codified,
      precisely because many collectives lack the necessary power to influence the governing apparatus. This encourages
      us to seek out not only “ethical” formulae to manage science, which all too often preoccupy those involved in
      stem cell governance, but more politically inclusive and socially just
      practices that force us to grapple not just with what is ethically right but with what rights people are
      owed.
    


    
      Investigating the Initiative
    


    
      To investigate how social groups attempt to shape and intervene in the development of stem cell research in the
      midst of immense uncertainty about the fruits—bitter and sweet—of that research, I conducted a multisited
      ethnography of the California Stem Cell Research and Cures Initiative from August 2005 to August 2007, across
      three main sites: biomedical, regulatory, and civic. Through a formal affiliation with the state stem cell agency
      as part of its first cohort of “training fellows,” I participated in meetings, conferences, retreats, academic
      courses, and legislative and legal hearings. The CIRM (California Institute for Regenerative Medicine) training
      program was created to draw young scientists in relevant scientific fields across the state into the emergent
      stem cell field. As the only social scientist, I was expected to research some aspect of the “ethical, legal, and
      social implications” (ELSI) of the field and required to take a four-month-long bioengineering course as well as
      an ELSI course; meet with other fellows in a monthly journal club for nine months; and provide regular updates of
      my research activities to the state agency over this entire period. During these activities, I was able to
      observe the way in which the agency’s goals were clarified, as well as how socially dispersed actors (scientists,
      bureaucrats, lawyers, bioethicists, venture capitalists, politicians, patient advocates) coalesced around the
      shared goal of legitimizing the initiative in the face of two lawsuits and a proliferation of critical news
      stories.56 I also analyzed
      Prop. 71 campaign finance documents, CIRM press releases, and transcripts of those committee meetings I was
      unable to attend, in order to compare the backstage and front-stage dynamics of implementing the initiative.
    


    
      The legal battles that served to delay the agency’s ability to access money from the sale of state bonds had the
      fortunate side effect of allowing for a more protracted postelection battle of ideas. So while CIRM was
      forced to justify its legitimacy in a court of law, CIRM officials also had to
      make their case in the court of public opinion. During this postelection interval (November 2004 to March 2007),
      CIRM was unable to begin the business of handing out grants to researchers and institutions, as its explicit
      mandate requires.57 The
      institutional insecurity produced by the postelection lawsuits, in conjunction with media skepticism, allowed me
      to observe the struggle over legitimacy in a more elaborated form. It was within this window that a number of
      public policy organizations, watchdog groups, journalists, and academic critics became even more outspoken about
      the ethics of research, the lack of oversight and accountability for Prop. 71, and the conflicts of interest
      plaguing the new agency. I also trained my attention on those civic groups, advocates, and organizations that
      were actively contesting or defending the parameters of inclusion in the initiative. This included examining four
      groundbreaking forums, including the Oakland forum described earlier, and to a lesser extent analyzing virtual
      debates occurring on key advocates’ blogs and websites.
    


    
      During this intensely stressful period for CIRM, I sought to temper my exposure to the growing public critique of
      the stem cell agency, and of Big Science more generally, by witnessing the firsthand experiences of families
      whose chronically ill children could potentially be helped by one of the most efficacious, yet still risky, stem
      cell therapies available to date: umbilical cord blood transfusions. I interviewed patient families, physicians,
      and other medical staff who utilized, or provided medical services at, an urban teaching hospital, which I refer
      to as the Garvey Research Complex. Here we find a cord blood banking and stem cell transplant program and a
      regional sickle cell clinic, as well as a number of other clinical and research departments.58 At Garvey I shadowed the head
      physician in the sickle cell clinic and also attended medical rounds, observed patients who came for clinic
      visits, and took note of discussions between physicians, nurses, and social workers that included references to
      the medical and social histories of patients. I was given access to cord blood program enrollees and observed the
      process by which families collect and store blood for possible use in a stem cell transplant. Outside of Garvey,
      I observed patients and health professionals in a number of settings: home
      visits with patient families; sickle cell community gatherings; community-based talks by scientists working on
      stem cell transplantation. In addition to on-site interviews and home visits with clinic patients, I conducted
      remote telephone interviews with families who had banked umbilical cord blood from an unaffected sibling at
      Garvey’s tissue bank for use in a stem cell transfusion. In all, I spoke with a purposive sample of sixty-three
      people who were actively engaged in advocating for, implementing, or critiquing the initiative in the biomedical,
      regulatory, and civic arenas.
    


    
      Possessed of a keener understanding of the experiences of people living with illnesses potentially treatable by
      stem cells, I grew necessarily more empathic toward the rhetoric of urgency and hope that pervades discussion of
      stem cell research in the public domain. But I also became more attuned to the disjunction between the official
      representatives of suffering (for example, researchers or disease organizations seeking grants) and the diverse
      meanings that illness has in the lives of those on whose behalf Prop. 71 was passed.
    


    
      Throughout my fieldwork, I added materials to a mixed archive I was accumulating of documents and media: campaign
      commercials, news articles, advocacy and stem cell policy blogs, opinion and exit poll data, patient newsletters,
      and research consent forms. My purpose in doing so was to examine how the specific themes that emerged during
      participant observation and interviews related to the mundane bureaucratic infrastructure involved in stem cell
      research as well as the wider ideological debate surrounding it.
    


    
      Sankofa Science in Action
    


    
      In ancient Roman mythology, Janus is a god of beginnings and transitions, two-faced because he looks towards the
      past and the present at the same time. In the classic text Science in Action (1987) sociologist Bruno
      Latour mobilizes the Janus metaphor to distinguish between “ready made science” and “science in the making,”
      which we can simplify further as the tension between what scientists say science is and what they
      actually do in the day-to-day production of scientific facts. “This is
      what makes the study of the past of technoscience so difficult and unrewarding,” Latour writes. “You have to hang
      onto the words of the right face of Janus—now barely audible—and ignore the clamours of the left
      side.”59 When I was first
      introduced to the Janus metaphor, I was struck by how much the Roman figure resonated with the traditional
      Ghanaian (Akan) symbol of the Sankofa bird, which looks back over its shoulder to retrieve an egg perched on its
      back. Here too is a creature who is being pulled towards the past and the future, expressed by the Sankofa
      proverb, “Se wo were fi na wosan kofa a yenkyi,” which means, “It is not wrong to return and take what
      you have forgotten.” The implication is that learning from the past will help us build the future.60
    


    
      But why all this talk of symbols, metaphors, and proverbs as we embark on a discussion of science and politics?
      Stem cell research is a forward-looking endeavor par excellence, promising a new kind of medicine that restores
      our ill bodies to their healthy state, and California’s Prop. 71, we are told, is the vehicle that will move us
      swiftly to a future in which these chronic illnesses that plague our families and communities will be a thing of
      the past. It is an endeavor with built-in claims and aspirations about what lies ahead and what lies behind
      us—-precisely the kind of thing for which both Janus and Sankofa were crafted to illuminate.
    


    
      But unlike Latour, who follows scientists around the lab to see firsthand how they make facts by assembling the
      right kind of social networks with people and things, our foray into the world of stem cell research is much less
      about this traditional site of science-making, the lab. For that reason, I suggest we draw upon a new-old
      metaphor to help us conceptualize the bioconstitutional struggles that have emerged around this controversial
      field, to account for the fact that what scientists say and do is not the only, or even primary, site of
      tension and contradiction. The Sankofa bird, with its implicit challenge to the dominant cultural motif of
      Western knowledge-production, its integration rather than transcendence of history, and its incorporation of the
      egg—so central to stem cell research—provides an alternative symbolic framework to begin this inquiry. In
      contrast to a “people’s science” that is fashioned around the interests of the
      social elite, a Sankofa-inspired approach to science critically engages histories of domination and subordination
      in order to produce knowledge that is committed to not simply biomedical consumption (as the epitome of
      capitalist freedom) but an ongoing process (not end point) of social liberation.
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      Janus
    


    
      Looking backward and forward through the idiom of Sankofa, we can attend to the fact that what may bring healing
      and longevity for some may threaten the rights and dignity of others, in part because of the historically
      mediated relationship different groups have with scientific experimentation and biomedicine. If we ignore this
      history, we are fashioning a future with in-built inequities.
    


    
      Consider the struggle between medical and social models of disease as articulated by deaf activists who do not
      want to be “cured” by stem cell research. This pushes us to think critically about how the line separating
      diversity and defect is drawn. Only by digging deeper into this tension can we appreciate how the imagination of
      the liberal citizen finds its foil in the relations of care and dependence that are often pejoratively assigned
      to the lives of ill and disabled people. This includes even the way our “very language and imagery of
      citizenship” equates independence with the able-bodied: “We speak of upright and upstanding citizens, we stand to attention to the playing of the national anthem. The good citizen is embodied
      as male, white, active, fit and able, in complete contrast to the unvalued ‘inactive’ disabled Other.”61 Stem cell advocates, for example,
      not only express a compassionate desire to alleviate the suffering of those experiencing illnesses and
      impairments; many also link future cures to an imagined freedom that we all presumably seek from caring and
      paying for the ill and impaired in our midst.62 In this way, regenerative medicine is imbued with the moral authority to unburden family
      members, society, and most crucially, the state from the burdens of care. The struggle between stem cell
      advocates and deaf cultural activists is bioconstitutional, as the biological and political statuses of
      bodies are contested as either tragically defective, and so requiring a cure, or triumphantly diverse, thus
      requiring protection of their self-determination.
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      Sankofa Bird
    


    
      But typically only one of these framings makes it on the official record. The “default public” of science is, not
      surprisingly, those who are cheering on innovation but having little tolerance for Sankofa-like questions that
      urge us to examine how our vision of the future impacts social groups differently. Despite important inroads on
      the part of the disability rights movement, stem cell proponents who make up the pro-cures movement are the
      legitimate constituency of this field. These patient advocates work to
      alleviate the suffering of impaired and diseased individuals and in so doing constitute the dominant demos of
      state-sponsored science—a demos that is conceived of as a collection of ill bodies seeking biomedical goods. This
      flies in the face of decades-long disability activism that sought, in part, to counter the prevailing approach to
      people experiencing illness or impairment as always needing to be fixed—an approach that pushes us to address the
      way that social disorder is perpetuated through the allocation of resources and normalization of stigma
      directed at vari-abled individuals. The monopolization of the public domain by patient advocates who do not tend
      to incorporate this social history into their vision of the future compels us to consider how scientific advances
      may lead, at once, to political retreats, in often unintended ways.
    


    
      This uncertainty about how developments in stem cell science are impacting the social landscape—including the
      exercise of power, accessibility of biomedical goods, and cultural associations between disability and civic
      agency, to name but a few—is why it is so vital that we not only take historical precedents seriously but also
      develop “technologies of humility,”63 which, I suggest, is not so much about submission as it is agility. The hubris that Latour
      links to “ready made science” is nowhere better exemplified than in Nobel Prize-winning geneticist James Watson’s
      statement that if “we [scientists] don’t play God, then who will?”64 This, I submit, is a kind of false security. On the surface it
      seems to lend authority to new fields like stem cell research that are attempting to establish their legitimacy
      and actualize their promise. But the underside of security is captivity—fixing things in place at the very moment
      when we seek to transcend the bounds of medicine. In many advocates’ hyped-up rhetoric we find a lack of agility
      in being able to deal with the pitfalls, the unintended consequences, and the differential impacts that
      innovation necessarily produces. In cultivating greater flexibility to deal with the unexpected—like the Sankofa
      bird twisted back upon itself—we need a more humble approach to science-making that takes the time to incorporate
      our many social histories into a just and equitable vision of the future.
    

  


  
    
      CHAPTER ONE
    


    
      LOCATING BIOLOGICAL CITIZENSHIP
    


    
      Stem cell advocacy is not a political movement. It is a consumer movement! If you ask people on the street if
      they support this, they do, not because it is a public health issue, but because it’s a personal health issue.
    


    
      —Bernard Siegel, stem cell advocate1
    


    
      Our parks are closing. Our education budget is being slashed. Our infrastructure goes unrepaired. Cops are being
      laid off. Our university students’ tuition is shooting through the roof. Kids are being thrown off Medicaid.
      . . . But the CIRM keeps borrowing from the impecunious to pay for its fat salaries and luxurious buildings.
    


    
      —Wesley J. Smith, consumer advocate2
    


    
      “LOCATION, LOCATION, LOCATION!” is the enduring indicator of value with respect to prime real
      estate; but in a nongeographical sense, it serves to signal social worth as well. Where, on an individual level,
      one is “located” within crosscutting social hierarchies—for example, whether one is a Hollywood executive with a
      bevy of top medical specialists on speed dial versus a drugstore clerk who turns to the ER for medical care, and
      then only with the most unbearable maladies—can be a matter of life or death.
    


    
      Our position in the social world gives us a particular vantage point with respect to everything from the new
      organic supermarket moving into our neighborhood to the latest scientific innovation that promises to regenerate
      our relative’s stroke-induced paralysis. For the executive, the new supermarket is perhaps one more welcomed
      option; for the clerk, such neighborhood revitalization likely means her rent will increase, forcing her to move out. There is little wonder then that residents in a growing number of
      transitional neighborhoods throughout the country have attempted to protest the construction of Whole Foods
      Market stores as a visible symbol of their impending displacement, rightly inferring the inverse relationship
      between more healthful food options on their doorstep and their ability to keep up with rising property rates. In
      our enthusiasm for expanding healthful food options as part of serving the collective good, we neglect the larger
      social context in which goods are brought to market. Even analysts who might otherwise critically attend to these
      dynamics can be swept up in the promise of regeneration. Sociologist Loïc Wacquant points out this
    


    
      troublesome trend in recent studies of gentrification, whereby the takeover of working-class districts by middle-
      and upper-class residents and activities is increasingly presented wholesale as a collective good. . . . By
      focusing narrowly on the practices and aspirations of the gentrifiers through rose-tinted conceptual glasses, to
      the near-complete neglect of the fate of the occupants pushed aside and out by urban redevelopment, this
      scholarship parrots the reigning business and government rhetoric that equates the revamping of the neoliberal
      metropolis as the coming of a social eden of diversity, energy and opportunity.3
    


    
      The broader social context is one in which the individualistic logic of free choice is rather costly for those
      who cannot afford all the upgrades taking place in the public domain. Returning to the issue of regeneration in
      the biomedical context, one young Filipino American man who lost part of his lung to tuberculosis observed that
    


    
      the promise of therapeutic treatments derived from stem cell research gives individuals like me a hope for
      normalcy. Yet, as an immigrant from a low-income family, I can’t stop from cringing at the thought that the
      low-income and marginalized communities of the state still have no explicit guarantee of access to the promised
      “cures” of Prop. 71—much less to adequate health care in general.4
    


    
      Another man born with cerebral palsy asked whether “as a Black, disabled
      activist living on SSI [Social Security Insurance], would this proposition reach my people and other people of
      color who are wheelchair users because of police brutality? . . . With $3 billion going toward this research, how
      much will go toward social programs, health care, and the run-down hospitals in our cities?”5
    


    
      By contrast, in the epigraph to this chapter, stem cell advocate Bernard Siegel asserts that proponents of this
      research are part of a “consumer movement” for more and better choices in treating currently incurable
      illnesses—a “personal health” as opposed to public health issue. In isolation, who would object to the
      amelioration of sickness via more effective therapies? But despite numerous physical and symbolic attempts to
      erect walls, build gates, pave private ways, and create social closures so as to separate “us” from “them,” our
      life chances and well-being are not simply “personal” but interconnected. We cannot afford to examine any
      campaign for public underwriting of stem cell research as a movement to produce biomedical goods without locating
      it within broader systems of power, inequality, and the collective good. The relationship between our social
      positions and the positions we take on the question of stem cell investment is reinforced by how much power we do
      or do not have to pull the levers of influence in response to our concerns and interests.6 That is, the higher our position in
      the social landscape, the more the objective world (institutions, policies, laws, and so on) reflects what we
      hold most dear. So, despite occasional delays, the Whole Foods Market eventually moves into the neighborhood, and
      residents unable to afford the higher cost of living must eventually move out.
    


    
      In one of the most organized community campaigns to first resist, then engage, the supermarket company, residents
      of Jamaica Plain, Massachusetts, joined together in a “Whose Foods? Campaign,” asking the company to sign on to a
      Good Neighbor Agreement and donate 1 percent of its annual revenue from the local store to fund “local
      anti-displacement organizing . . . and the creation and/or preservation of local affordable housing” for the
      duration of the store’s twenty-year lease. In demanding “a small slice of the pie,” the Whose Foods? Campaign is
      akin to the efforts of those seeking to establish a mutual relationship between
      biotech companies that benefit from CIRM (California Institute for Regenerative Medicine) grants and California
      residents unable to afford future stem cell therapies.7 By requiring that royalties be paid to the state, the
      exacerbation of existing inequities can be partially mitigated.
    


    
      The Unfolding of Proposition 71
    


    
      The political experiment that is Proposition 71, in which new technologies in the public domain provide the
      scaffolding for scientific experiments, is not simply encapsulated in the ballot measure in which citizens cast a
      vote for or against public investment in stem cell research. The experiment is actually ongoing, conducted in
      local and episodic8 public
      engagement exercises that attempt to bring together the “right” kind of publics, as imagined by loyal enthusiasts
      of the science, to determine the ethical and procedural rights and wrongs of the initiative. Rather than
      contributing to the creation of some underlying social consensus, such engagement is better understood as a
      series of credibility struggles that are performative and eventful,9 especially when the veneer of populism cracks in the face of the
      “wrong” kind of audience participation.
    


    
      To identify the civic stakes involved in the California initiative, I take you behind the scenes of three forums
      in which the “right” public was painstakingly assembled and participation enacted. Then I examine a fourth case,
      in which the “wrong” kind of public was at the stem cell governing table, and I discuss the negative backlash
      that ensued revealing the fragility of such participatory arrangements. I draw upon Herbert Gottweis’s
      examination of public participation in the European Union to suggest that California’s effort to act on behalf of
      the common good is necessarily a treacherous undertaking when who counts as common and what counts as good are
      themselves contested.10 In
      these participatory episodes, we see how advances in the life sciences are giving rise to new demands and new
      rights claims—though they are not wholly new, because of how social elites have come to conflate “what is good”
      with unfettered access to biomedical goods.
    


    
      Using bioconstitutionalism as a framework by which to understand the
      relationship between biological and political experiments, California’s novel “right to research,” codified in
      Prop. 71, must be situated within a civic context that values particular kinds of publics that are, first and
      foremost, wholly committed to the swift, no-holds-barred advancement of stem cell research. Paradoxically,
      despite the populist packaging of the initiative, many stem cell enthusiasts view regulations that aim to ensure
      that future stem cell therapies are affordable as an attack on their personal right to access therapies as soon
      as possible, because of how such impositions may disincentivize the biotech industry from moving research from
      “bench to bedside.”
    


    
      Even so, despite what might seem like obvious class-based differences in the expectations people have with
      respect to scientific innovation, collectives that might give voice to these competing concerns do not come
      ready-made. Rather, in the bioconstitutional struggles to follow, we see how the people who argue on behalf of a
      stem cell consumer movement or social justice movement come together through a process of participatory
      fashioning, which occasionally breaks down. Even those civic spaces that are created, within which to critique or
      challenge the initiative, require work to generate sufficient interest in the “goods” of stem cell research;
      otherwise, why would we want fair access through redistribution policies, such as higher state royalties for
      biotech companies that use CIRM grants? All stakeholders—both avid stem cell supporters and antagonists—are
      defined through a process of knitting people’s existing interests and concerns to the promise of this new field.
    


    
      The point of this discussion is not to adjudicate the relative authenticity of participation, deciding when and
      where the “real” public is present and what the “real” interests of “the people” are. For many observers, the
      exclusion of undesired publics started when the proposition’s architect, Robert Klein, crafted what California’s
      Little Hoover Commission called an “insider’s club” by writing in exemptions to the state’s open meeting laws,
      guaranteeing that university administrators who were eligible for CIRM grants would also serve on the agency’s
      governing board, among other procedural arrangements that could fuel conflicts
      of interest. While such ruses contribute to the overall context of organizational insulation, focusing on them
      places undue emphasis on procedural questions of transparency and openness rather than asking how particular
      publics and interests gain currency (or as social theorists call it, “hegemony”) in the first place. How did the
      architects of the initiative create a populist veneer through actually avoiding (rather than
      institutionalizing) conflict with subordinate groups, in a context that is technically open but in practice
      closed?
    


    
      The Politics of Proximity
    


    
      On an organizational level, the question of where to locate the stem cell agency (CIRM) was one of the first
      crucial issues in the practical orchestration of civic participation. Choosing a location, both geographically
      and in the broader network of organizations, involves considerations of how best to communicate institutional
      identity, to cultivate legitimacy, to generate resources, and to align oneself with the right sort of publics.
      Whom or what an organization is close to shapes how it is perceived and what kinds of constituencies have access
      to it or are excluded. Whereas news reports typically cover medical breakthroughs by taking the public inside
      laboratories, interviewing scientists and reporting their novel scientific discoveries and techniques, the social
      domains that scientists themselves rely upon for material support (for example, grants) and symbolic resources
      (such as legitimacy) often remain hidden. These less visible venues, where nonscientists often join the debate,
      are a central feature of what social analysts call the “new government of life.”11
    


    
      If, as one patient advocate observed, California is “the stem cell state,” then the question of where to locate
      the headquarters of the stem cell agency comes down to a matter of designating the “capital” of the initiative.
      At first glance this decision may seem to be a mundane bureaucratic exercise like any other, but as we will see,
      the debate over the location of the headquarters was infused with hopes and anxieties about access to stem cell
      research and the exercise of other forms of symbolic (status and prestige), social (networks), and economic
      capital. These other assets facilitate or block structures of oversight, webs of accountability, and economic and scientific exchanges in ways that can generate growth or bring
      about stagnation in a fledgling agency. Focusing on bricks and mortar, breaking ground, and building walls serves
      (especially for me as a sociologist, trained to think in terms of social construction) as a window
      through which to explore how power is made, exercised, and consolidated through seemingly “public participation.”
      The material construction of the stem cell headquarters and the social construction of public participation in
      stem cell research go hand in hand.
    


    
      Leading up to the final vote of the Independent Citizens’ Oversight Committee in Fresno on May 6, 2005, which was
      in favor of San Francisco’s bid to serve as headquarters of the stem cell agency, tensions had been growing in a
      series of public meetings held up and down the state. Candidate cities had incorporated all manner of enticement
      in their application packages in a quest to come out the favorite—everything from, in one account, “free upscale
      office space, furniture, utilities, business and recreational services, . . . parking, [and] security” to a
      grander array of perks such as “occasional private jet use.”12 Among fifteen cities originally in the running, Sacramento, San
      Diego, San Francisco, and Los Angeles made the short list, the last disqualified late in the process.13
    


    
      In part, one might say that from the perspective of the candidate cities, the decision over the headquarters was
      an issue of branding: bidders used the reputation of their cities to assert distinction in one sphere or
      another. Thus, a vote for San Diego, since the city was ranked first in the country as a regional biotech
      hub,14 was for a more
      science-centric approach to the initiative; a vote for Sacramento—the state capital, where any group
      seeking to influence the legislature has an office—was for a more politics-centric approach. A vote for
      San Francisco—a liberal, cosmopolitan refuge with the most international flights to Asia—was for a global
      economics–centric approach to the initiative. San Francisco sought first and foremost to position the new
      agency as an international player, on a par with other national stem cell initiatives and with sufficient
      autonomy vis-à-vis the regulatory state apparatus to fund the most cutting-edge science.
    


    
      In practice, of course, all of the above qualities are important and also
      interconnected, so the decision was more about what the stem cell field should value most. The competing
      answers to this question were animated by the relative importance of research sophistication, traditional
      legislative governance, and global prowess in the agency’s mission. The stem cell agency is now situated in an
      upscale office complex across from AT&T Park, where the San Francisco Giants play, reminding us how this
      early vying over siting the headquarters was part of a larger social field infused with existing power relations.
      In characterizing social action, social analysts regularly draw upon the metaphor of a field, wherein
      people compete over symbolic, social, and economic capital within predetermined parameters and according to
      prescribed rules.15 In
      recent examinations of public participation, analysts also point to the way in which the rules of the game—“the
      way in which a problem or issue can and should be legitimately framed and publicly handled—are themselves the
      subject of political deliberation and struggle.”16
    


    
      In explaining the rationale behind the final decision, CIRM board member Jean Fontana explained how the decision
      was a reflection of the members’ vision of the institute not as a place that “robotically process[ed] grant
      applications” (that is, not one that was science-centric) but as one “providing national or international
      leadership with respect to cutting-edge thinking about how to defeat these diseases.”17 Robert Klein, architect of Proposition 71 and
      then chair of the CIRM, explained that “This is to lead the world. It is to lead the nation, and those resources
      [referring to the free conference facilities provided by San Francisco] are vital to it.”18 He goes on to depict San Francisco
      as the most cosmopolitan of the options, whose facilities could house thousands of people “from all over the
      world”; a site so liberal and supportive of stem cell research that even top members of the religious community
      formally supported the city’s bid. He envisioned the institute, based in San Francisco, as sufficiently open to
      the international stem cell community and sufficiently insulated against critics of the new agency. “Authors of
      the initiative, wary of government interference, made CIRM’s funding virtually independent from state government
      . . . California responded by creating a safe harbor, free of political
      influence, for scientists to conduct such research. The political climate has since reversed”19 since the Obama administration
      loosened restrictions on the stem cell field.
    


    
      Criticizing the final choice, then California state senator Deborah Ortiz spoke on behalf of Sacramento’s bid,
      saying a vote for Sacramento was a vote for “the voice of the people of California.” Basing the agency
      headquarters in the state capital, she argued, would encourage a “participatory process” whereby advocates could
      engage with the agency and “debate this great dream.” Other Sacramento supporters touted the advantage of their
      site in terms of its home to “ethnic chambers of commerce” who had signed letters to support the city’s bid. José
      Perez, publisher of Latino Journal, explained that the “Latino community in California is huge. It’s
      like eleven million people, 33-plus percent. If we take a look at the governing body right here, the question is,
      does it look like that? . . . and interestingly where there’s greatest isolation for Latinos is actually in the
      Bay Area. It’s in San Francisco.”20 He urged the selection of Sacramento as a place symbolizing greater solidarity with the
      state’s largest ethnoracial minority.
    


    
      Notably, Robert Klein did not engage with the interests of racial-ethnic minorities and those arguing to
      prioritize access for interest groups who sought to “debate this great dream” throughout the implementation of
      the initiative. In fact, Klein implicitly structured the initiative, and successfully sought to influence the
      decision over the headquarters location, with the aim of creating distance from politicians and interest
      groups. California’s new constitutional amendment, which Klein called a “legal sanctuary” in one interview,
      served as a shelter against those who might further politicize this already controversial science.21 And for its part, the agency from
      its inception aligned its own mission with those interested in insulating the initiative from traditional
      interest-group politics (represented by Sacramento) in favor of greater international networking and competition
      (represented by San Francisco), because the latter promised to fast-track scientific breakthroughs and biomedical
      treatments. At least, this was the hope in locating the agency there.
    


    
      As with other capital ventures, investment in an autonomous stem cell capital
      was a highly speculative one.22 Crucial to the process, then, was the cultivation of stakeholders. The extensive process
      whereby the original fifteen cities mobilized local chambers of commerce, mayors, city councils, religious
      organizations, and all types of local advocacy groups and constituencies in support of each respective
      application is itself instructive. This labor of amassing widespread endorsements extended the agency’s eventual
      reach far beyond what it would presumably have been if a simple top-down decision had been made about where to
      locate the headquarters. Proponents of each city bid cultivated interest in the headquarters contest among
      constituents who, prior to the process, were likely uninterested in the theretofore speculative science of stem
      cell research. But through this elaborate procedure of gathering stakeholders’ written endorsements, an array of
      social, economic, and political concerns was knit to the headquarters siting decision, and a “people’s science”
      began to be fabricated in the process.23
    


    
      Despite the elaborate staging of public participation, there is no way to ignore that the CIRM chairman, Robert
      Klein, supported the San Francisco bid that eventually won. Even before the passage of Proposition 71, critics
      began pointing out Klein’s conflicts of interest, suggesting that the qualifications for chairperson curiously
      overlapped with his professional background.24 News report after news report called it “not very surprising” that Governor
      Schwarzenegger and three other elected officials (as per Prop. 71 rules) nominated Klein for the position,
      observing that the so-called stem cell czar had bankrolled and masterminded the initiative.25 More sympathetic accounts noted how
      the diagnosis of his son with Type II diabetes, the death of his father due to heart disease, and his
      mother-in-law’s diagnosis of Alzheimer’s had all served to spur Klein to action. Through whichever lens one views
      the seeming inevitability of Klein’s chairmanship, Parkinson’s patient advocate Amy Comstock’s praise that
      “throughout his career, and most recently as chairman of the Proposition 71 campaign, Mr. Klein has demonstrated
      an understanding of the politics of science”26 would seem to hold.
    


    
      Following Prop. 71’s passage, not only did Klein’s leadership come under
      increasing scrutiny, but so did the relative independence of the Independent Citizens’ Oversight Committee
      (ICOC). More astute observers realized that the autonomy of the board was first and foremost in relation to state
      oversight. A number of local news outlets began picking up on the exceptionalism of the agency, noting that the
      text of Proposition 71 explicitly exempted the agency from open meeting laws applicable to all other state
      agencies, allowed it to self-monitor its members’ conflicts of interest, and prevented the legislature from
      amending it for three years, and then only with a near-impossible two-thirds majority. One especially provocative
      editorial questioned the demographic composition of the ICOC, noting that most “are white, male, university
      officials. . . . the institute’s oversight committee needs to be racially diverse, well represented by women and
      committed to the highest standards of ethical science and public accountability. The last thing we need is a
      committee of clones.”27
    


    
      Eventually, the heightened scrutiny forced Klein to resign from the presidency of the stem cell lobbying group
      Americans for Cures Foundation, in part because the group was advocating against a state bill (SB 1565) which
      would ensure that treatments developed using CIRM grants would be affordable for uninsured Californians. The
      organization urged its members to call their legislators to vote against the bill because, among other reasons,
      it would “discourage private industry from developing therapies and cures,”28 and it then went on to publish a personal attack against
      the state legislator who sponsored the bill.29 According to the organization, “The main problem with SB 1565 [is that it] introduces
      restrictions that will keep entrepreneurs, private investors and big companies from developing CIRM-based
      discoveries.”30
    


    
      Although Klein resigned as president of Americans for Cures, he remained on its board, while continuing in his
      position as chairman of CIRM. In another context, at a biotech industry conference on March 13, 2007, on a panel
      focused on corporate perspectives, Klein addressed the audience saying, “our primary mission is to advance
      therapies. . . . this whole issue of preferential pricing and state benefit has to be modulated against this
      primary mission. We have to consider how we’re doing in terms of capitalist markets.”31 While I return to a fuller discussion of affordable healthcare in Chapter
      6, for now it is important to note that while many stem cell enthusiasts voice support for affordable
      healthcare for all, CIRM leadership and their strident supporters, who approach this issue as constituting an
      all-or-nothing battle, view SB 1565 as a dangerous obstacle to the swift development of stem cell
      therapies.32
    


    
      Those advocating for greater accountability and less insulation on the part of CIRM, routinely looking for
      connections between personal biography and stem cell policy, highlight Klein’s background as a real estate mogul
      who made millions building affordable housing projects throughout California. As with the creation of Prop. 71 in
      response to Bush’s stem cell restrictions, when Nixon ended public housing subsidies in the 1970s Klein and his
      business partner persuaded the legislature to “stage an end-run around the federal restrictions” by creating the
      California Housing Finance Agency using low-interest bonds.33 At the same time, Klein came up with “new development-financing
      strategies in which market-rate units are included in subsidized projects to generate returns healthy enough to
      finance the whole deal.”34
      In fact, the sale of one of Klein’s housing projects helped finance the Prop. 71 campaign.35 As with his potential conflict of
      interest as head of CIRM and president of Americans for Cures, Klein’s work on housing finance required him to
      avoid using any money from the California Housing Finance Agency in his private real estate deals. A crucial
      difference between Klein’s public housing advocacy and his stem cell advocacy, however, is that with the latter
      he “went straight to the voters in order to avoid having to deal with Sacramento legislative
      politics.”36 There is
      little wonder then that he did not support Sacramento’s bid to serve as CIRM headquarters.
    


    
      Drawing a direct parallel between Klein’s two passions, urban redevelopment and cellular regeneration, chairman
      of Citizens for Responsible Government and libertarian blogger Wayne Lusvardi argued that “[s]tate-funded stem
      cell research is based on the same model as state-sponsored real-estate redevelopment”:
    


    
      One of its key elements is the creation of the psychology of a race for new biotechnology and the elimination of
      blight. The psychology of the redevelopment model and state funded stem cell
      research goes like this: If you don’t build a new mall, or a stem cell research center, some other neighboring
      city, or state, will build it and other economies will thrive and yours will not. Just as in land redevelopment,
      the mission of stem cell research is to “eliminate blight.” Biological blight is defined as “diseases resulting
      in sudden conspicuous wilting and dying of parts, especially young, growing tissues” caused by “a causative
      agent” that results in blight (e.g., cancer, heart disease, paralysis). In land redevelopment, “blight” is
      defined as “something that impairs growth or impedes progress and prosperity.”37
    


    
      In the history of urban redevelopment, efforts to revitalize the deteriorating inner city were typically carried
      out in the name of the working poor, but in practice it displaced families, concentrating them in smaller, more
      populated areas and thereby cutting them off from economic growth.38 Some critics of Prop. 71 voice a parallel concern: that state
      investment in tackling “biological blight,” without measures like SB 1565 ensuring that all Californians will be
      able to afford future treatments, promises to deepen existing health disparities. And in the decision to create
      both geographical and political distance between the stem cell agency and traditional legislative oversight,
      thereby protecting the intellectual property of the private biotech sector from overly demanding state royalty
      demands, the initiative implicitly catered to its “private” public and its “patient” public over other potential
      stakeholders. In what follows, I’ll describe two other civic forums that followed on the heels of the “stem cell
      capital” decision, which demonstrate the competing values that animate this social field.
    


    
      The Politics of Equity
    


    
      On October 14, 2006, a group of social justice advocates, progressive policy analysts, and academics participated
      in a conference entitled “Toward Fair Cures: Integrating the Benefits of Diversity in the California Stem Cell
      Research Act.” The stated purpose of the event was to “increase the understanding of the economic and medical
      potential of stem cell research among historically underserved minority
      communities and ensure that California’s stem cell research efforts serve our state’s diverse
      community.”39 The event was
      held at Children’s Hospital Oakland Research Institute (CHORI), the former site of Merritt College—which the
      institute’s president, Dr. Bertram Lubin, often reminded visitors was home to the Black Panther Party and their
      community health clinics.40
      In his introductory remarks, Lubin took note of the location’s history as a way of conveying CHORI’s ongoing
      public mission as well as the broad goals of the event.
    


    
      As with the CIRM headquarters siting, this effort to increase the application of diversity to the stem cell
      initiative was not simply about bringing the right people to the table to discuss the issues. Rather, it required
      a small group of people who were already invested in the initiative to “people it” with stakeholders. Following
      Lubin’s remarks, UC Berkeley chancellor Robert Birgeneau (UC Berkeley’s Science, Technology, and Society Center
      was a cosponsor of the conference), CIRM president Zach Hall, and Greenlining Institute executive director John
      Gamboa set the stage for a discussion about social justice and stem cell science; Birgeneau strategically
      attempted to defuse an “us versus them” approach to the issues:
    


    
      One of the members of the ICOC who is a president of a biotech company said in the middle of the [ICOC]
      proceedings that “diversity underlies everything that we do.” So there is no [question] that the stem cell
      oversight committee understands the importance of issues we’re going to talk about today. And overwhelmingly
      members of the ICOC are committed to these ideals. . . . It’s clear we need to address the issues of ethnic and
      economic diversity of our state in the implementation of Proposition 71 . . . to determine funding for scientific
      research priorities to benefit the most needy in our society and, finally, we need to make sure the scientists
      and entrepreneurs in this field represent the state’s diversity.41
    


    
      But if the ICOC was already “overwhelmingly. . . . committed to these ideals,” why was there a need for such a
      conference? Indeed, among those gathered, there were competing understandings
      about the relative commitment of the agency to diverse inclusion as well as to what that might mean in practice.
      Although Birgeneau offered a staunch public endorsement of the Toward Fair Cures mission, this was only after he
      engaged in some hands-on, behind-the-scenes reframing of the agenda as a prerequisite for his support for the
      conference. One of the main conference organizers I talked with following the event explained that Chancellor
      Birgeneau required that organizers change the original subtitle of the conference from “Addressing the Lack
      of Diversity in Stem Cell Research” to “Integrating the Benefits of Diversity in the California
      Stem Cell Research Act” (my emphasis). As a major sponsor of the conference, the chancellor’s office was adamant
      that the conference not be perceived as confrontational. While the chancellor’s public comments express a
      commitment to “incorporating community participation and input in the governance of stem cell research in the
      very beginning,”42 in
      practice the revised framing undermines an assertion of minorities’ “rights” to be purposefully included in the
      initiative in the way that it sidesteps historical exclusion and subordination (that is, “lack of diversity”).
    


    
      In marked contrast, the Greenlining Institute’s John Gamboa spoke about diverse inclusion as a political right
      accorded to California’s ethnoracial minorities:
    


    
      Eighty percent today of all the households in California and for the next decade are households of color. Those
      are the households that are going to be paying the price of the bonds for the stem cell research. And those are
      the households that should benefit in all aspects of the benefits of this groundbreaking research. Those
      households should share in the jobs. They should share in the contracts. They should share in the research on it.
      The illnesses that affect that population are also included in the research of this stem cell
      movement.43
    


    
      Joseph Tayag, then a health policy program manager at the Greenlining Institute, elaborated on this point,
      proposing that historically marginalized populations need to “be taken off the table (i.e., in clinical
      trials) and brought to the table.”44 This juxtaposition captures the tension between serving
      people’s needs (when they are on the table) and engaging people’s interests (when they
      are at the table), paternalism being embedded in the former and political empowerment associated with
      the latter.
    


    
      But it is worth bearing in mind that engaging with the interests of stakeholders is no straightforward process,
      as we observed in the headquarters siting debate. Rather, over an eight-month period, Tayag conducted focus
      groups, made presentations and phone calls, and sent e-mails to convince the organizations in the Greenlining
      coalition to attend the Toward Fair Cures conference. He experienced more than a little hesitation, especially
      among religious organizations who expressed wariness about the use of embryos in stem cell research. As with the
      managing of the various city headquarters bids, it required that Tayag actively people this “people’s science”
      with stakeholders who were, in some cases, reluctant to hold a stake.
    


    
      Much of the Toward Fair Cures conference was geared toward addressing two main questions: How could the stem cell
      arena benefit from including historically marginalized groups? And how would equity in the stem cell arena relate
      to broader questions of justice? The first issue was addressed to those we might call “stem cell insiders,” or
      those already convinced of this scientific field’s promise. The second was addressed to stem cell outsiders—those
      who had yet to be convinced that they should care about this initiative. The perspective of the latter group was
      expressed by Sujatha Jesudason, policy analyst for the Center for Genetics and Society, who observed that “all
      technology has power relations embedded in [it], [is] developed to benefit specific populations and [is] made
      available to specific populations.”45 She went on to offer a telling observation: “[I]f we were to go to minority communities and
      women’s communities and ask them how to spend $3–6 billion, it’s unlikely that they would say, ‘On stem cell
      research.’” Her larger point was that “however diverse participants at the conference appear, it was still an
      insulated space that remains disconnected to broader platforms for social justice.”46 But, again, insulation from interest groups and
      advocates who might slow the speedy pursuit of stem cell treatments was precisely what the architects of the
      initiative had in mind.
    


    
      Selling It
    


    
      The “right” kind of public, those who wholeheartedly endorsed the pursuit of cures by any means necessary, and to
      whom the stem cell agency offered an open, even revolving, door, was exemplified by Americans for Cures. With the
      stem cell agency chairman Robert Klein as its former president, and serving as an umbrella group for a long list
      of patient advocacy organizations that were mobilized first in the struggle for passage of Prop. 71 and
      thereafter for its protection from the likes of SB 1565 and other “assaults,” the organization considered itself
      to be on the front lines of the stem cell battle. On April 12–13, 2008, it hosted a “State of Stem Cell Advocacy”
      conference at the University of California San Francisco’s Mission Bay Campus Community Center to regroup, share
      best practices, and bolster supporters from multistate legislative actions akin to Prop. 71.
    


    
      One of the first speakers, executive director of the Parkinson’s Action Network, Amy Comstock, asked
      rhetorically, “What are we advocating for? Better treatments, cures, and research opportunities without the
      interference of politicians.” Bernard Siegel, founder and executive director of the Genetics Policy Institute,
      compared foes of stem cell research “to people throwing thumb tacks on the road as an ambulance is passing by.”
      Remaining speakers offered a number of strategies for advocates to use in garnering support for their cause.
      Communications consultant Steve Allen urged participants to “persuade, don’t educate,” adding that “you don’t
      want people to think, believe me.”47 Emphasizing the importance of storytelling, he explained how it was important not simply to
      focus on one’s own experience but to “talk about all the people that you represent.”48
    


    
      Conversations during breaks typically started with people making some mention of their “disease affiliation.”
      After hesitating a few times when the pertinent question was posed to me, and noting the barely hidden suspicion
      on the faces of other participants—as if to say, “Then what other motive brings you here?”—I soon found myself
      noting, to others’ reassurance, my work with sickle cell patients. In Steve Allen’s closing comments, he cited
      Human Genome Project director Francis Collins as observing that “everyone has
      five genetic predispositions that if activated would give us some type of chronic condition”; accordingly, Allen
      noted, stem cell research is “relevant to everyone.” If such predispositions bind us in an imagined community of
      potential illness, then refusing to express solidarity in the pursuit of potential cures was a kind of civic
      defection based in the ignorance of one’s own inherent biological defects. Or so seemed to be the affective
      context of the conference, glimpses of which I caught in the suspicious looks generated by my delayed response to
      the question of disease affiliation.
    


    
      In a candid afternoon discussion of the behind-the-scenes process of constructing effective framing and
      messaging, Paul Mandabach, Proposition 71 campaign director, remarked that “although California was in the
      biggest budget deficit in its history and bonds had never been used for medical research,” the ballot measure had
      passed. He described the process of filming dozens of disease victims and scientists for campaign commercials:
      his team eventually selected Irving Weissman (cancer researcher at Stanford University); twin brothers, one with
      cerebral palsy and one without; and two Michael J. Fox ads. Opinion research consultant Richard Maullin noted
      that the campaign had surveyed people about “what they understood about stem cells already,” and eight out of ten
      people related to the diseases and conditions that stem cell research (SCR) promised to treat—which led to a
      “cures” framing of the value of SCR. Dozens of prototype commercials were written, some of which were translated
      into spots; then, in the course of a “rigorous testing procedure,” audiences were shown candidate spots to see
      which ones scored the best and were rated highest in terms of credibility, persuasiveness, and interest, among
      other factors.
    


    
      In the Q&A following this panel on “messaging and polling,” Klein also explained how the name of the
      Independent Citizens’ Oversight Committee had been chosen: after research showed that people were concerned about
      accountability, the word “oversight” was included. Working with a team of five lawyers and through a careful
      process of revision, Klein had drafted over two hundred versions of the ballot
      measure during an eight-month process. Thus early on it was decided that the words “embryo” and “human cloning”
      should be eliminated in favor of the less controversial “blastocyst” and “therapeutic cloning.”
    


    
      A final way in which the initiative had sold its populist image was via the representative structure of its
      governing board. The ten diseases that were granted seats on the board, so to speak, are in no way underfunded or
      “orphan” diseases neglected by the pharmaceutical industry. Rather, they are all “Big Pharma” diseases that are
      already the subjects of highly capitalized foci of therapeutic development. As the communications director for
      the University of California San Francisco’s HIV/AIDS program, Jeff Sheehy, observed to me in his role as the
      stem cell agency’s HIV/AIDS disease advocate at the time, his participation on the stem cell board was rather
      ironic, given that his (disease) community is not really invested in stem cell cures:
    


    
      Sheehy: For a lot of us [in the HIV/AIDS community], we’re not really thinking “cure.” . . . Are we talking about
      something that’s going to have any impact on the forty million people in this world living with this disease?
      . . . So we’re not thinking about going on and trying this hypothetical cure, something that’s going to be
      expensive, that’s only going to be available to a few rich people. I mean, we’re a community that spans the globe
      . . . none of us are really thinking, “Save me.” We’re all on the Titanic together, and there are no
      life boats!
    


    
      RB: So how would you compare your decades of experience doing HIV/AIDS advocacy with [the work of] those
      advocating for stem cell research?
    


    
      Sheehy: [Stem cell research advocacy] seems like a really top-down movement. . . . I’m the only person at the
      [committee] table making less than $100,000 a year . . .
    


    
      RB: Do you know how the board got structured?
    


    
      Sheehy: It’s all [Robert] Klein . . .
    


    
      RB: Do you know how the ten Independent Citizens’ Oversight Committee disease
      seats were chosen?
    


    
      Sheehy: I don’t. But I cannot help but believe that there’s a political calculus that went into it. I mean, I
      can’t say for sure because I wasn’t involved . . . [but] I mean, why were they calling me? Why were you trying to
      get HIV people to sign up? Because that’s a very powerful, very active community. So it’s obviously a
      constituency they were hoping would take them to . . . that 50 percent [of the popular vote] or up. It certainly
      wasn’t [a drum] we were beating—we weren’t demanding stem cell research. We were demanding drugs for Africa
      [laughs ironically]. We were demanding funding [for] the Global Fund. So that’s where our heads were at. . . . We
      were like, fully fund the AIDS drug assistance program, so people in South Carolina don’t die because they don’t
      have access to the medications because they’re not poor enough for Medicaid or because Medicaid is not funded in
      their state to pay for their drugs, you know. . . . That’s where we were. We have drugs that can stop people from
      dying. So we were not concerned with the . . . promises of stem cell research.49
    


    
      In short, the representation of ailments with powerful constituencies on the governing board was directly tied to
      the larger populist packaging of the initiative, even when the particular conditions themselves were already
      receiving investment money for research or when stem cell research was not likely to play a significant role in
      their alleviation in the foreseeable future.
    


    
      Honing the right messaging and including powerful stakeholders were facilitated by an unprecedented budget for a
      state campaign, and even more so for a ballot measure: according to my tabulations of campaign finances, the “No
      on 71” campaign budget ($624,000) was less than 3 percent of the “Yes on 71” budget ($34,000,000).50 The latter was able to harness all
      the levers of symbolic power, including television and radio ($14,000,000), drawing upon the expertise of
      consultants ($1,300,000) and saturating public discourse with its pro-cures
      message through petitions ($2,700,000) and other campaign literature and
      paraphernalia amounting to $3,000,000.51 The cost of just one of the “Yes on 71” television ads exceeded the entire combined campaign
      budget of the “No on 71” organizations.
    


    
      Then, paralleling the efforts of Toward Fair Cures organizers to garner support from their coalition members, the
      moderator for the final session of the State of Stem Cell Advocacy conference asked panelists whether they “had
      any problems with your organization supporting Prop. 71?” Siri Vaeth Dunn, mother of a thirteen-year-old daughter
      with cystic fibrosis who is “hooked up to machines,” said that she “was stunned [that] at the CF Foundation board
      meeting [organizational support for Prop.71] was not a slam-dunk.”52 She described the foundation as a “fund-raising powerhouse” and
      noted that there was a fear among board members of losing donors “because of a knee-jerk reaction against embryo
      research.”53 Jeannie
      Fontana, executive director for patient advocacy at the Burnham Institute for Medical Research, noted a similar
      struggle with the ALS Association board of trustees: “The majority of trustees thought that maybe stem cells
      might be beneficial, but they did not want to risk going against the President [Bush] and the NIH [by supporting
      Prop.71], which might limit future ALS funding.”54 She noted that at an emotionally charged meeting, there was a neck-and-neck vote in
      which the organization decided to support Prop. 71 even though there were some very religious board members who
      voted no.
    


    
      People’s Violin
    


    
      What happens when someone attempts to broaden the stem cell agency’s accountability from the inside out, beyond
      patients who are already devoted to the goal of stem cell cures? Before her resignation as the diabetes disease
      advocate on the ICOC, Phyllis Preciado, a physician who served a predominantly working-class immigrant population
      in California’s Central Valley, had gained the reputation of being, as it were, the “people’s violin” insofar as
      she often recounted the hardships of her constituency. I first learned about
      Preciado in a conversation with San Francisco Chronicle science reporter Carl Hall55:
    


    
      Hall: She seemed to sort of have that one-string violin. You know, “What about Fresno? What about the Central
      Valley poor people?” . . . It was kind of an eyeball-rolling moment the few times she brought it up [at the board
      meetings]. I’m not sure I’m being fair to her. She may have had a point: “What about these people with diabetes
      in Bakersfield?”
    


    
      RB: Do you recall how her comments compared to the Parkinson’s person or the heart disease person and how they
      would advocate for their [disease constituency]? Was she more vocal?
    


    
      Hall: I kind of thought so, perhaps; I don’t want to sound unfair. I think she was sincere and everything; I
      mean, she is a medical doctor, I’m not. So, it’s not like she is a stupid person; I never thought that. I just
      thought that her timing was a little off. And yeah, I mean, there are people who, [when] you give a citizen a
      microphone. . . . These social concerns become more of a show, then become a diversion or an annoyance. And then
      eyeballs start to roll a bit again. And people are like, “Okay, here comes the speech about the Fresno diabetics
      again.”
    


    
      Even for Hall, whose reporting on the ICOC and on Robert Klein was critical on a number of counts, Phyllis
      Preciado’s references to Fresno could be interpreted as a “diversion” and “annoyance.” Other disease advocates
      who spoke on behalf of their constituencies rarely if ever did so with reference to class or race demographics
      but rather through a strictly medical lens; whereas Preciado spoke of her desire to
    


    
      bring it back down to the people. So when we talked about grants and all those things, I would talk about, “Well,
      isn’t it important also to spend some time educating our community about what is Prop. 71—what is stem cell
      research? And isn’t it important to hold meetings where we actually educate our communities about . . . stem
      cell research?” So I became a broken record.56
    


    
      Like the organizers of the Toward Fair Cures conference, Preciado was attentive
      to the fact that those on whose behalf she served were not currently stakeholders in the process. If the board
      was to genuinely serve them, she felt it needed to invest in educating the community. When I asked her how her
      request to invest in a community education program was received, she responded that while some board members may
      have been supportive, “it takes time and money to do that. And their focus with [respect to] the money is to, you
      know, do the research.” In an increasingly impassioned tone, she explained that
    


    
      [t]heir response to me was always, “Oh, let the newspaper [educate the community about the stem cell
      initiative]”—you know, which is such bull. If you look at all the monies we put into research . . . how much of
      that really, truly reaches our people? And usually the people who are benefiting are white—usually. So the
      disparities amongst the different ethnicities—it just enrages me that we’re allowing it. And, you know, all these
      monies that are going into this program—how many brown and black people do you see really benefiting? . . . Don’t
      get me started! I’m so upset by this.
    


    
      Preciado described her work “in the trenches” when she oversaw a “care for the poor program,” with patients who
      were typically uninsured and undocumented. As she recounted: “And so here I am trying to use my voice here, and
      it gets misinterpreted because of my being aggressive, which in a man would be assertive. Because I’m a female,
      I’m Latina, and it’s a battle. It’s a battle that I fight. . . . They hire you, but they want you to keep your
      mouth shut about other things.” When I asked her if she could recall any specific conversations or moments that
      illustrate her “tokenization” as one of the only racial-ethnic minority board members, who, she believed, were
      not expected to actively try to shape the ICOC agenda, she described a particular meeting in Fresno at which one
      of the stem cell agency staff members scolded her for not showing up at a previous meeting that finally included
      an explicit discussion of community education. Responding to the contradiction between board and staff members’
      simultaneous exasperation and expectation with her community advocacy, this was
      the point at which Preciado made up her mind to resign. She explained to me, “That’s not my job. My job is to
      bring it out. But [the stem cell agency’s] job is to do it.”57
    


    
      Fed up with rubber-stamping the board’s decisions without being able to substantively shape the goals and
      resources of the agency, she was frustrated with how little had come from her participation: “What have they
      done? They’ve done absolutely nothing. I would always say, ‘Why don’t we have educational forums? Why don’t we go
      into the schools? Why don’t we go to where the people are? Why don’t we go to the community clinics?’ Do you
      think that they’re gonna give any money to community clinics? No.” Much of the impatience Robert Klein and other
      board members appear to have had with Phyllis Preciado seems to have stemmed from her having introduced broader
      socioeconomic factors into the board’s deliberations, thereby refusing to advocate solely through the lens of
      “her disease,” diabetes.
    


    
      Scholars describe a novel form of claims-making based on “biological citizenship,”58 which is tied to advances in biomedicine and as a
      result of which citizens make demands upon the state for biomedical goods in a distinctly apolitical,
      market-oriented context. In that context, the “right to consume” even controversial therapies requires protection
      from what are described as “interest-group politics,” including social justice concerns that might slow or thwart
      the quest for cures. Reciprocally, these biological citizens are expected to take responsibility for their own
      health as a matter of civic duty. But as legal scholar Dorothy Roberts points out in Fatal Invention,
      while much that passes for civic empowerment is more akin to consumerism, “it is a new form of citizenship that
      threatens to replace active, collective engagement to create a better society with providing information to the
      biotech industry and consuming its goods and services.”59
    


    
      In Phyllis Preciado’s experience as a diabetes advocate seeking to link the medical plight of her constituency
      with their socioeconomic marginalization, we see the potential for the increasing power of biological citizenship
      to displace social citizenship claims. Indeed, biological citizenship is more or less available and
      appealing to different social strata insofar as it rests heavily on a notion of
      depoliticized medical consumption. Through its “participatory” structure, the California stem cell agency
      privileges disease advocates who expressly assert “rights” as a matter of consumer freedom, which goes hand in
      hand with the “right to research” codified in the California constitution through Prop. 71. However, both
      “rights” place few demands on the state to ensure that all of its citizens have access to the fruits of a $3
      billion public investment. Stem cell research is part of a new “government of life,”60 wherein people increasingly make claims upon the
      state that are related directly to their biological well-being and health in an effort to extend and enhance
      their biological lives. Those, like Phyllis Preciado, who might resist a strictly biologized and depoliticized
      rendering of their grievances and interests struggle to link their constituency’s medical plight, and related
      biological citizenship, with social and political citizenship.
    


    
      Those who question the forward march of deregulated research and market-based biomedicine are too readily
      categorized as enemies of scientific progress. Thus, bioethicist and SRC proponent Arthur Caplan portrays SCR
      opponents as a “bizarre alliance of antiabortion religious zealots and technophobic neoconservatives along with a
      smattering of scientifically befuddled anti-biotech progressives [who are] pushing hard to ensure that the Senate
      accords more moral concern to cloned embryos in dishes than it does to kids who can’t walk and grandmothers who
      can’t hold a fork or breathe.”61 But when we disaggregate Caplan’s naysayers and attend to the different ways in which people
      are attempting to stretch the parameters of participation in this field, we observe that the rules by which the
      new “government of life” is being constructed serve a rather narrow “biomedical good.” In bringing subordinate
      social groups into view in a way that patient advocates and the literature on biological citizenship do not tend
      to do, I suggest that the political insulation that Prop. 71 exemplifies is deeply problematic. Insofar as
      biological citizenship claims presume an autonomous individual working on his or her body in a more or less
      private arena free of state regulation, we need to give more concerted attention to how socioeconomic privilege
      necessarily informs this consumptive framework.
    


    
      The ICOC’s attention to the bioethics of stem cell research at the same time
      that it ignores the sociopolitical dimensions of this investment is part of a larger shortcoming involving the
      way bioethics ignores “social issues from being recognized or treated as ethical.”62 The institutional posture toward subordinate
      social groups is one that conceives of “difference” as something to be either celebrated (as in “integrating
      diversity”) or suppressed because it could fuel distrust on the part of those groups. These approaches are two
      sides of a discourse inherent in American bioethics63 in which sociocultural group difference, rather than the stratifying practices of
      powerful institutions, remains the focus of intervention.64
    


    
      Phyllis Preciado, like many at the Toward Fair Cures conference, attempted to highlight this provincialism, as
      when microbiologist and legal scholar Pilar Ossorio asked for more focus on the “trustworthiness of institutions”
      rather than on the distrust of minority patients. But Preciado, as someone seeking to raise the possibility of
      engaging subordinate classes as interested parties in the implementation of Prop. 71, was poorly received:
      ignored when not simply derided. I suggest here that CIRM and others who give political nods to minority health
      needs without intending to redistribute the state’s resources so as to address those needs fail to appreciate
      that “issues of redistribution are inseparable from questions of dignitas.”65 To celebrate diversity without engaging the
      broader concerns of subordinate social groups is invariably in the best interests only of the “inclusive”
      institution involved, and maybe of those token “diversity entrepreneurs” who are willing to rubber-stamp the
      institution’s agenda without vigorous engagement and critique.
    


    
      The Parameters of Debate
    


    
      In the language of the sociology of science, we might be tempted to conclude that “cellular and civic
      potentiality are coemerging”: that the large investment in stem cell research is animating new forms of activism
      and resistance. But in fact, I offer evidence that investment in cellular potentiality can have an inverse
      relationship to civic debate, which gets prematurely closed off in the singular pursuit of biomedical goods.
      While I empathize with the siege mentality of many stem cell supporters who
      have had to look over their shoulders in fear of attacks from those who oppose research on religious grounds,
      this defensiveness has turned into an offensive against any and all proposals and critiques that are
      perceived as slowing the onward march of science. Yet for the sake of the science itself, this narrow view of
      what is in the best interest of the common good must be reopened for consideration.
    


    
      Indeed, the price of the stem cell movement’s insulation has become increasingly costly as the stem cell agency
      attempts to convince the public of its relevance as the initial ten-year funding cycle comes to a close. In an
      eighty-eight-page report, California’s Little Hoover Commission suggested that Proposition 71 was already “a
      relic of another era” in the wake of Obama’s election and his reversal of stem cell restrictions—which also
      raised questions, it said, “of whether the current level of [the state stem cell agency’s] insulation still is
      needed.”66 The
      defensiveness of the agency, it said, is not relevant in the newly supportive research context. Even so,
      consummate stem cell advocate and vice president of public policy at Americans for Cures, Don Reed, expressed his
      deep frustration with and opposition to the commission’s recommendations to restructure the agency. “I know
      nothing about real estate, except I think houses cost too much,” he wrote. “So, based on the fact that I have a
      complaint, (justified or not) should I be put in charge of making a new law on how to run the housing
      market?”67 Reed is a former
      teacher with a knack for drawing illustrative parallels; his query brings us back to “location, location,
      location” and the question of what kinds of participants can and should influence the direction of a state
      investment in science that is of potential importance to a socially stratified public.
    


    
      Drawing upon Reed’s housing analogy, what if his and so many millions of Americans’ concerns about the housing
      market had actually been prioritized in the regulation of the banking industry in the years leading up to the
      2008 economic collapse? Would not Americans’ worries about affordability have tempered the blind pursuit of
      profits—akin to the quest for cures? Indeed, the trickle-down model is no more likely to apply in a biomedical
      context than in an economic one.
    


    
      Of course, we can agree with Reed that technical expertise is necessary for
      sound decision-making: “[N]ot everyone is equally well positioned to formulate meaningful questions about science
      in a given policy context,” as Sheila Jasanoff writes. But even she argues that technical expertise is not the
      only, or perhaps even the primary, requisite for participation in such ethically fraught domains as stem cell
      research. Consider the example of a behavioral geneticist who “may be far less capable of assessing the health
      effects of silicone gel breast implants than the scientifically untrained woman who actually wears them in her
      body.”68 From Don Reed’s
      perspective, such a woman should not be in charge of making a new law to regulate the plastic surgery industry.
      And, of course, no one person should be entrusted with devising regulations for an industry that impacts
      so many different people. But this applies as well to the partial perspective of a geneticist or a surgeon who
      may lack important experiential expertise: robust decision-making requires a range of knowledge,
      including that derived from the experiences of those who may be helped or harmed by a given innovation.
    


    
      I suspect that considering how much Reed and other stem cell advocates participate in the proceedings of the stem
      cell agency and share their own experiences caring for ill or impaired relatives at every opportunity for “public
      comment,” their objection is not with participation in the abstract. Indeed, they praise the large size of the
      twenty-nine-member board, because they support the idea that a diversity of perspectives, as they define it, is
      required in such a weighty undertaking.69 Rather, they oppose participation by those who might slow or stop the rapid development of
      cures. Given the heated opposition of those who want to completely halt stem cell research, such a litmus test
      for participation may be understandable. After all, those who oppose the field outright are looking not to
      participate in stem cell research decisions but to shut down SCR altogether. But in policing the gates of this
      social field in order to bar its most avid opponents, stem cell “true believers”70 suppress thoughtful deliberation about how state
      investment in the field may impact people differently depending on their location in our social world.
    

  


  
    
      CHAPTER TWO
    


    
      WHOSE BODY POLITIC?
    


    
      We consider such research an appalling waste of money. . . . Do they really think we are damaged and deficient
      people who are simply a biological mistake?
    


    
      —Paddy Ladd, Deaf activist1
    


    
      From this perspective seeing the bright side of being handicapped is like praising the virtues of extreme
      poverty. To be sure there are many individuals who rise out of its inherently degrading states. But we perhaps
      most realistically should see it as the major origin of asocial behavior.
    


    
      —James Watson, geneticist and Nobel Laureate2
    


    
      ON MARCH 12, 2008, the California Institute for Regenerative Medicine hosted one in a series of
      research spotlights on various conditions that are potentially treatable using stem cell therapies. On this
      particular day, at the Crest Theater in Sacramento, attendees gathered for a “Spotlight on Deafness,” featuring
      Dr. Ebenezer Yamoah from the University of California–Davis School of Medicine. California Institute for
      Regenerative Medicine (CIRM) board member Dr. Claire Pomeroy introduced Yamoah, who was awarded a seed grant from
      the California stem cell agency in its first round of research grants, “with the goal of using stem cells to
      restore inner ear cells . . . the ones used to hear sounds and appreciate speech.” In his presentation, Yamoah
      spoke with infectious enthusiasm about a technique his team was developing to regenerate tiny hair cells that are
      crucial for hearing. Unlike the cochlear implant widely used today, Yamoah’s biological implant would preserve
      the structure and function of the sensory cells of the inner ear. In his words,
      “The ultimate goal is to make sure we can actually grow these cells, inject them into the inner ear, and hope
      they will incorporate themselves into the temporal bone and into sites where hair cells are lost.”3
    


    
      Pointing to one of his slides, he explained that “10 percent of the population has hearing loss caused by genetic
      defects, infections (meningitis and rubella), drug-induced, acoustic trauma, or age-induced” causes. As is
      typical at many of CIRM’s public presentations, Dr. Yamoah embedded a deeply moral imperative to invest in stem
      cell cures throughout his technical explanations, noting that hearing loss has both a “psychological and [a]
      financial impact” and then describing the social implications of a deaf cure, invoking these words of
      Helen Keller’s: “[B]lindness cuts us off from things, but deafness cuts us off from people.” Yamoah continued by
      saying, “Human intercourse is truly defined by our ability to communicate through sound.”4 Through such seemingly well-meaning
      sentiments as this, Yamoah and others investing in a cure for deafness disregard the thriving Deaf world, in
      which people are not “cut off” from people but rather commune with each other through their shared experience of
      deafness. The value placed by the Deaf community on social intercourse via signing is so high that deaf parents
      have used in vitro fertilization to ensure that their children would be born deaf and thus more fully integrated
      into their social world.5
      So some members of the signing community contest the underlying assumptions of Yamoah and other stem cell
      researchers. “Scientists are patronizing the deaf by assuming they need ‘curing.’ . . . It’s hearing people who
      have a problem with hearing loss, not deaf people.”6 For Lori Fuller and others active in contesting stem cell research, deafness is not
      impairment but an identity, and a marginalized one at that, requiring protection, recognition, and
      cultivation.
    


    
      CIRM’s “Spotlight on Deafness” thus not only ignores the self-definition of many in the Deaf world but may also
      pose a serious threat by making available very few outlets for debate or challenge. The stem cell agency’s
      disease “spotlights” occur within highly circumscribed parameters of participation in which researchers and
      patient advocates define a range of conditions from deafness to diabetes within
      a strict medical model of disease. This medicalized approach reinforces dominant norms that place a premium on
      the “species-typical” body,7 assuming the inherent desirability of hearing, walking, and seeing, for example. The
      medicalization of such functions also blurs the distinction between people suffering from painful and
      debilitating illness and those with sensory and mobility conditions that deviate from the norm. In their efforts
      to reconstitute the human body in novel (but normative) ways, proponents of stem cell research potentially
      marginalize those who do not conceive of their bodily condition as a defect but rather as part of human
      diversity. For this reason, it is important to distinguish between the well-meaning motivations of stem cell
      proponents and the ill effects of their advocacy. Consider three examples of how the meaning and experience of
      disability are contested.
    


    
      Deaf Crusaders and Scientific Causalities
    


    
      “Deaf Group Attacks Stem Cell Researcher for His Work on the Cure for Deafness.” So announced a news headline on
      the popular blog of Deaf activist Mike X, who goes on to report that
    


    
      [a]rrests were made against a small group of Deaf people who attacked a stem cell researcher for his work on
      finding a cure for hearing loss. The attack took place at the researcher’s home where he sustained multiple
      injuries. He was treated at a nearby hospital and released. The attack occurred while he was home alone. Graffiti
      was spray painted on the living room walls and elsewhere in the victim’s house with words like “Audism is wrong”
      and “Deaf babies do not need your help,” along with several epithets. The group, based on the graffiti, named
      themselves . . . “Deaf Crusaders.”8
    


    
      It turns out that Deaf Crusaders, and their alleged attack, were both fictitious—a provocation on the part of
      Mike X to generate discussion among his readers about the impact and meaning of stem cell research for the Deaf
      community. Those who responded point to precedents in other areas of science (attacks on researchers who
      experiment on animals, for example) and growing outrage by many in the Deaf
      world who view research seeking a “cure” for deafness as a form of eugenics. Although the ensuing conversation
      among Mike X and his readers did not express complete solidarity with the motivations or tactics of the
      Crusaders, neither did most of the participants align themselves with stem cell research and its pro-cures
      agenda. Amidst their ambivalence, however, respondents did tend to agree that a real confrontation between
      disability rights activists and stem cell supporters was just a matter of time.
    


    
      Prognostications aside, it is interesting to consider how the fictional conflict scenario reproduced above
      contrasts with the relative dormancy of the struggle between, on the one side, researchers and patient advocates
      who are part of a growing stem cell movement,9 and on the other, disability activists who view such research as an attack upon their right
      to exist and thrive as differently abled individuals and communities. This conflict bubbles beneath the surface
      of the prepackaged “stem cell debate,” with few channels for disability-based critics to contest the norms and
      logics of regenerative medicine. It forces us to look directly into (appropriating Latour) the Janus-face of
      technoscientific innovation: What may bring healing and longevity for some may threaten the rights and
      dignity of others.
    


    
      In examining this conflict, we observe the very meaning of “illness” and “suffering” actively contested by those
      who assert pride and contentment around their physical condition, challenging as they do the “able-ism” of those
      who would lump all physical conditions that deviate from the norm as inherently defective. Here we also find
      patient advocates, often parents with children or other loved ones impaired by an accident or affected by an
      illness, who go on to devote much of their time and energy raising money, lobbying politicians, testifying in
      front of various audiences, and now actively advancing stem cell research through all of these
      channels.10 While there is
      considerable overlap in the kinds of conditions that affect those on both sides of this struggle, disability
      activists tend to underemphasize any inherent burden or pain associated with their physical condition, pointing
      instead to social exclusion, cultural stigma, or lack of access to existing quality-of-life and treatment options as the primary problems to be overcome. By contrast, stem cell advocates tend
      to overemphasize the inherent biological basis of a condition, highlighting the need for greater economic
      investment and political support for research to speed the discovery of novel treatments and cures. These
      competing approaches are routinely distinguished as the social model versus medical model of
      disability and disease, respectively.11
    


    
      Stem Cell Battles
    


    
      One of California’s most charismatic stem cell advocates, Don Reed, who was first galvanized into action when his
      son, Roman Reed, experienced a high school football accident that left him paralyzed, is now arguably the most
      well-known lay advocate for stem cell research. On the drive to meet with Don Reed in his Fremont, California,
      home, I passed through glistening suburban neighborhoods and eventually crossed a quaint bridge and drove down an
      old main street that had an uncanny resemblance to a Wild West Hollywood set.12 In a sense, the setting mirrored the pioneering ethos of
      the stem cell advocates who actively campaigned for and now energetically defended Proposition 71—making the
      drive to meet Reed an exercise in geopolitical metaphor. I could think of no better place for the quintessential
      pro-cures cowboy to call home.
    


    
      In many ways, Don Reed epitomizes stem cell advocacy in his weaving together of the drudge work involved in being
      a lobbyist with the inspirational poetics entailed in representing a sacred cause. He has spent the majority of
      his waking hours over the last ten years thinking, talking, and writing about finding a cure for spinal cord
      injury following his son’s accident. He has enlisted thousands of people and raised millions of dollars, until
      finally he was able to get the Roman Reed Spinal Cord Injury Research Act passed by the California state
      legislature, which allocated funds for a research program at the University of California–Irvine, also named
      after Roman.13 By his
      account, these efforts have been absolutely grueling, though his round-the-clock advocacy is not unlike that of
      other patient advocates who take on this kind of work in the wake of a relative’s accident or diagnosis: starting
      organizations, lobbying government officials, and partnering with researchers in order to advance their quest for a cure. To sustain the labor and sacrifice needed, there is a strong
      need for visionary discourse and a hopeful imagination, which Reed has mastered. Transporting me from his dining
      room table to ancient Egypt, Reed embeds his son’s experience within a very long history of human injury,
      masterfully co-opting the “right to life” discourse of his opponents in the process: “The first mention of
      spinal-cord injury paralysis is on the walls of pictograms of an Egyptian tomb. And it said roughly, of paralyzed
      soldiers, ‘deny them water, let them die, there is nothing that can be done.’ And now for the first time, there
      may be something we can do.”14
    


    
      The coupling of the grueling pragmatism that is characteristic of Reed’s everyday lobbying with the ardent
      hopefulness that is characteristic of the “Yes on 71” campaign is evident in the work of a number of stem cell
      advocates. But Reed’s unfaltering commitment to biomedical cures, like that of many of his allies, rests upon a
      propensity to conceive of any critique of Prop. 71 as originating with “the enemy” and to depict everyone
      experiencing illness or disability as potential beneficiaries of stem cell cures. As he writes on his blog, “Stem
      Cell Battles”: “We are America’s millions: patients, family, and friends. We support research to bring cures, to
      empty the wheelchairs everywhere.”15 As with Dr. Yamoah’s presumption that deaf people are cut off from the social world, Reed’s
      well-meaning vision makes no allowance for what is well documented in social science literature, which is that
      many “vari-abled” individuals do not view their conditions through the same prism as able-bodied individuals do.
      Consider the provocative words of disability scholar and activist Gregor Wolbring, who prefers crawling to
      artificial legs, wheelchairs, and walking, from an essay (addressed to those he calls his
      “non-afflicted” readers) entitled “Confined to Your Legs”:
    


    
      I did not view my body as deficient and did not see artificial legs as a sensible solution to my primary problem:
      dealing with a world that saw me first and foremost in terms of my defects, and accorded me so little respect or
      human dignity that I was not even allowed to choose how I wanted to move around. . . . The medical model creates the illusion of choice because it internalizes the belief that disabled
      people are subnormal, and offers science and technology as the solution to that subnormality.16
    


    
      But Reed and other devoted parents—as so many are who battle on the front lines of stem cell research—do not on
      the surface view loved ones, on whose behalf they labor, disparagingly. Nor does Reed necessarily see the
      struggle for disability rights as opposed to his quest for cures:
    


    
      RB: How do you see that social model, of changing society as opposed to changing our bodies and fixing our
      bodies, which is how [the disability rights perspective] frames it? How do you see that competing—
    


    
      Reed [interjecting]: I feel it is a parallel track. Basically, if I understand correctly, you’re talking about
      the issue of access. ’Cause when we go out to try and get backup for this, sometimes people that have been
      paralyzed for many years, just could not bear the thought of a cure existing, and it would just frighten
      them—when you’re hanging on by your fingernails, you don’t welcome earthquakes, even if they’re good
      ones.17
    


    
      In this way, many stem cell advocates support the need for disabled people to have greater access to
      quality-of-life resources; while at the same time, he and others actively construct and guard the representation
      of their loved ones’ experiences as constituting a species of “personal agony.”18 Despite the fact that Roman Reed appears to live an
      extremely full life—serving as a planning commissioner for the city of Fremont, for example—it is rare for stem
      cell advocates to celebrate such accomplishments in their public statements about those on whose behalf they
      work. In describing to me why some people with disabilities refused to sign the “Yes on 71” petition, for
      example, Don Reed passionately replied,
    


    
      If you cannot move, your life is so changed. Even I—I see my son all the time, I see what he goes through—but
      even I cannot really fully understand the agony. Try sometimes to just sit still, and not move when you want to move. Imagine having to call somebody to move you. Or try this. Take a pen, and
      try to pick it up using your wrist. That’s what my son has to do if he wants to write something. Every single
      thing is so hard. So you adjust, and over years, you come to learn this very narrow avenue of opportunity that
      you can do what you have to do, but only just barely. And then have somebody say, “Oh, by the way, there’s a
      possibility that you could be completely, a hundred percent cured.” That’s insanity to that mind-set.19
    


    
      The empathy that Don Reed expresses and his attempts to persuade listeners rest in part on seeing his son’s life
      as defined by the inability of his body to carry out daily tasks in a “normal” and pain-free manner.
    


    
      The dichotomization of rational versus irrational responses to illness and disability is a related aspect of this
      quest for cures. For Reed, the experience of being confined to a wheelchair rationally leads one to support
      SCR.20 When I challenged
      him with the idea that many disabled people reject the representation of their lives as defined by perpetual
      agony and may in fact feel offended by his quest for cures, he referred to this as a kind of false
      consciousness-cum-“wheelchair rage”:
    


    
      One of my friends went into an independent-living center in Berkeley and said, “We’d like to talk to you about
      possibly supporting this bill [Prop. 71],” and this guy in his power wheelchair rams her in the shins and says,
      “You so-and-so, don’t you think I’m just as good as you, just as I am?” And the woman [who was soliciting his
      support] said, “Hey! My son is a quadriplegic.” And he said, “No! Get out!” So to me the only answer is, we have
      to be sure that people who are stuck paralyzed now, and have a chronic disease—which is huge numbers—get all the
      help they possibly can, that they need now. But at the same time, cure is a part.21
    


    
      Reed’s depiction of Prop. 71 opponents as irrational in their rejection and reproach corresponds to feminist
      disability theorist and activist Liz Crow’s assessment that disabled peoples’ knowledge is “frequently derided as emotional and therefore lacking validity.”22 It is not coincidental that both Reed and the
      Prop. 71 petitioner in his story above are well-meaning parents of people “stuck” in wheelchairs—and this kinship
      bond both motivates and narrows their field of struggle. Disability activist Gregor Wolbring, in turn, reframes
      the paternalism of patient advocates in these terms:
    


    
      The functionality of technologies like the wheelchair is frequently demeaned in expressions like “confined to a
      wheelchair.” . . . No one would use the phrase “confined to natural legs,” though in reality people with legs are
      confined to them, while I can leave my wheelchair when I choose to do so. Nor is the act of driving a car
      portrayed as “confinement”—instead it is a cultural symbol of empowerment, urban gridlock and stultifying
      commutes notwithstanding. So the problem is not that technological dependence violates societal norms—modernity
      is built upon this dependence. The problem is the norms themselves.23
    


    
      Indeed, the image of a man liberated from his wheelchair routinely animates stem cell politics. Don Reed places a
      wheelchair at the top of his blog, atop a quotation that exults in the promise of stem cell research to “empty
      wheelchairs everywhere”; similarly, a South Korean postage stamp depicts a person “liberated” from a wheelchair
      and reunited with a loved one through the power of stem cell research. We see how regenerating the spinal cord
      can further normalize the image of the upright citizen despite decades of legislation and
      consciousness-raising on the part of disability activists. Thus, developments in the life sciences may not only
      constitute new kinds of political rights but also potentially erode the gains that, in this
      case, disability activists have won.
    


    
      In truth, the challenge of paralysis is as much social as it is physical, revealing the irreducible tangle
      between our biological bodies and the many layers of our social environment. Thus, Don Reed routinely reveals
      intimate details about Roman’s everyday experience with spinal cord injury in his public statements, commenting
      at a stem cell agency board meeting, for example, that “[Roman] had to be picked up and cared for several times. He had to be cared for—he’s not here, so I can say this—like an infant in many
      ways. Here’s this gigantic noble man, has to go through hell as part of his daily life.”24 Don Reed’s infantilization of his adult son is
      part of his rhetorical strategy in the quest for cures, but it has grave consequences for those whose own quest
      to be fully respected “as they are” is made all the more difficult by Reed’s constant recapitulation of the
      “tragedy” of disability. Researchers studying the impact of disability on family life have challenged the
      “burdened” family image, finding “a significant number of parents actually report[ing] numerous benefits and
      positive outcomes for their families associated with raising a child with disabilities.”25 This body of work reports that variations in this
      experience are not random but typically patterned by income, age, racial or ethnic status, and gender, among
      other factors.26 Working
      within an able-ist paradigm, patient advocates like Reed tend to ignore or downplay this vast and socially
      structured variation in experiences, normalizing the tragedy of the so-called fallen outdoorsmen—society defining
      people primarily through their actions, their “doing,” rather than their “being.”27 The same sense of tragedy does not tend to
      characterize those who are born with an impairment: it attaches least to those with a chronic and
      “invisible” illness (whether congenital or acquired) and most to those who experience an accident that takes away
      their ability to move or sense in the same way that they once did.28
    


    
      Interestingly enough, Don Reed’s town of Fremont, California, is also home to a large Deaf community, because the
      California School for the Deaf is located there. Historically, Deaf schools have been the primary site for the
      cultivation of Deaf community, identity, and empowerment. The Deaf community, in turn, is among the most active
      in the disability rights movement, often eschewing the label of “disabled” altogether in favor of seeking
      recognition as an oppressed minority, with its own language and genealogy.29 Deaf activists, alongside other variabled people who embrace
      disability identity in order to signal the ways in which they are not inherently disabled, but rather
      made to appear disabled by an unjust social system, actively oppose biotechnologies that offer fetal
      deselection and regenerative “cures.” But just as Fremont’s vibrant Deaf
      community was largely invisible in my ride through town, in a way that the history of Wild West frontier life was
      not, so too are disability politics obscured beneath the elaborately constructed frontier image and positioning
      of stem cell research.
    


    
      Charitable Scripts and Tragic Crips
    


    
      To move us beyond the “stem cell battles” as they are conventionally construed and examine the latent struggle
      between stem cell research and the disability movement, I met with one of the most outspoken disability rights
      activists in the San Francisco Bay Area, Patricia “Patty” Berne. At the time, she worked at the Center for
      Genetics and Society (CGS), an organization that promotes the responsible use and regulation of new
      biotechnologies. CGS’s staffers took a very active role against Prop. 71 and, once it passed, attempted to shape
      its implementation so as to ensure greater oversight of the science and greater accountability with respect to
      issues of public participation and socioeconomic justice.
    


    
      Born with muscular dystrophy in the early 1970s to a Haitian father and Japanese mother in San Francisco, Patty
      Berne described her coming of age in a context of social segregation and multiple forms of discrimination. But as
      we sat in one of CGS’s modest conference rooms on the seventh floor of its downtown Oakland offices, she admitted
      that she was actually quite fortunate to be brought up in a relatively liberal environment. Not only was her
      junior high school integrated, “mixed-race and mixed-ability,” but at fourteen years old she began working
      part-time at one of the first independent-living facilities in the country, which she considers to have been a
      positive experience, “because I generated my own income, which was entertaining for me, and it was amazing for me
      to work at this place where there were adults with disabilities—that I was not seen in some sort of charity
      framing, in a rehab framing, in any kind of patronizing way.”30 With the sounds of bustling Oakland traffic whistling through
      the partially opened office window, along with intermittent rings from Patty’s cell phone that interrupt the
      interview, I am reminded that Berne’s full life defies the “tragedy” framing that too often characterizes
      well-meaning patient advocacy. In our conversation Berne goes on to recall the
      oppressive underside of altruism as a poster child for the Jerry Lewis Telethon, a fund-raising program for
      children with muscular dystrophy. Importantly for this discussion of the role of science, medicine, and
      technology in expanding or limiting human agency, she contrasts her own life desires with the charitable
      “scripts” that she was expected to follow:
    


    
      Berne: The Jerry Lewis Telethon framing was that I would die and live, like, a low quality of life until that
      point. And [wryly] that wasn’t very helpful. Luckily I didn’t really hold that as very accurate—there was a lot
      of lying basically that was involved in the telethon. . . . The charity would get kids with disabilities to go on
      the telethon and say, like, “Hi, I’m a cute little five-year-old, and I would like to walk, and if you give
      money, they can do research so I can walk.” And they would prompt me [with] lines to say and I would say them—I
      remember being little, you know, and they were, like, “What do you want to do most in the world?” And I’d say, “I
      want to ride a motorcycle . . . I want to move fast.”
    


    
      RB: And what did they tell you to say?
    


    
      Berne: That I want to walk. And I’m, like, No—and I would argue, I would say, “But I don’t want to walk; I want
      to ride a motorcycle.” . . . I wasn’t down with the messaging they were trying to develop. Still, they don’t
      offer models. A charity framing doesn’t offer models for how to live a happy, productive life as a person with a
      disability.31
    


    
      Berne’s rejection of the charitable script mirrors the resistance many in the disability rights movement express
      toward the promises of stem cell research. Berne’s comments also reveal the ways in which her life desires exceed
      those expected of people assigned to the “handicapped” category, even when well-meaning patient advocates working
      to “cure” her physical condition must, in the process, ensnare her in that diminished status in order to speak
      and work on her behalf.32
      Berne and other disability activists’ resistance to categories that locate “defects” in their bodies rather than
      in society illustrate philosopher of science Ian Hacking’s assertion that
      “making up people changes the space of possibilities for personhood. . . . Hence if new modes of description come
      into being, new possibilities for action come into being.”33 For Berne, the oppressiveness of the “handicapped” label and
      the low expectations it imposes was learned through everyday encounters:
    


    
      When I started going to junior high, I realized the extent to which disability was seen as not just marginalized,
      but like a condition worse than death. . . . People would say these really off-the-wall things to me. And I
      really learned, kind of being around nondisabled kids, how the world perceived me—you know, as “less than.” . . .
      There was just a lot of surprise that I had any kind of social graces. There was surprise that I had academic
      [skills].34
    


    
      The ingrained prejudice Berne experienced from peers as a young person, coupled with her exposure to
      organizations run by and for people with disabilities, was critical in leading her to become active in the
      growing Bay Area disability rights movement, which eventually led her to join the staff of the Center for
      Genetics and Society. Her work at CGS involved engaging with disability rights organizations with respect to the
      effects of new reproductive and genetics technologies—which had extremely personal implications for Patty Berne,
      because her own condition, infantile progressive spinal muscular atrophy, is caused by a single gene on
      chromosome 5; conditions with such clearly defined causes are the target of genetic tests that allow expectant
      parents to use preimplantation genetic diagnosis to deselect affected embryos or abort them upon learning that a
      fetus is affected by a particular condition. These practices are precisely what many disability activists
      consider to be a form of high-tech eugenics, in that people who have a condition that places them outside the
      species-typical range of physical variability are labeled defective, and their social value is diminished.
    


    
      As I learned more about Berne’s specific job description at CGS and how it involved reaching out to existing
      disability organizations to raise awareness about the harmful potential of many new biotechnologies, I thought to
      ask her about how she conceives the difference between the organizations she
      works with and those patient advocacy organizations that were integral in passing Prop. 71. She observed in reply
      that
    


    
      [a] lot of disease-specific groups, like [the] National Diabetes Association or [whoever], they really see
      through a medical lens around what the problem in the world is, and people really then advocate for cures and
      treatment and research. . . . I think that, again, it’s where the emphasis is placed. People in disability rights
      are never saying, like, “Don’t do research”—that’s absurd. Just like in the same way that people in patient
      advocacy organizations would never say, “People with disabilities don’t have rights.” They would never say that.
    


    
      RB: [So] it’s a matter of priority . . . and it’s really difficult, if not impossible, to really prioritize both?
      Or to frame it in some kind of hybrid way?
    


    
      Berne: Right. I mean, I think it’s definitely possible to address healthcare concerns . . . within a disability
      rights framing—absolutely. It’s much harder to address civil rights in a medical framing. How often are civil
      rights brought up in the medical framing? You know, but certainly civil rights include health access. You know,
      include people’s right to treatment, people’s right to basic healthcare.35
    


    
      Interestingly, Berne does not dismiss the medical perspective outright, nor does she completely distance the
      disability agenda from the quest for cures. She even goes on to admit that she thinks people with disabilities
      too often adopt a medical perspective, and that her work in many ways requires a purposeful cultivation of an
      oppositional view of disability as social oppression rather than as personal tragedy. Her comments here
      mirror Don Reed’s imputation of false consciousness to wheelchair users who did not sign on to Prop. 71. In both
      cases, neither holds an essentialist view; rather, they each accept the challenge of educating people about what
      they consider the best interests of people with disabilities.
    


    
      Another feature of Berne’s discussion of disability consciousness-raising is that she draws a clear parallel
      between “disability pride” and black pride,” according to which
      consciousness-raising is central to the effectiveness of any civil rights movement. She goes on to
      explain that she has been reluctant to engage what she terms “patient advocacy organizations” from a disability
      perspective for two reasons:
    


    
      I haven’t started working much with patient advocacy organizations, partly because of my own stuff, and partly
      out of strategy. I mean, strategically it makes sense to organize your allies first; but also, I mean, I was a
      [Jerry Lewis Telethon] poster child. And I don’t feel like being pathologized. And when I read the websites of
      some of these [disease] organizations . . . I see the way in which I’m not respected. And it’s really hard for me
      to work with people if I don’t feel like I’m respected.
    


    
      RB: And do you think people with disabilities are at the helm of these [disease advocacy] organizations?
    


    
      Berne: There are a lot of people that make money off of disability. There are a lot of institutions that are run
      for people with disabilities . . . but are run by able-bodied people. And it could be family members; it could be
      professional advocates. And there are some people with disabilities that still really do use a medical
      framework.36
    


    
      Interestingly, Berne’s reluctance to deride stem cell research advocates is indicative of the absence of overt
      conflict between the two movements, both of which have a strong following in the San Francisco Bay Area. After
      all, on the surface, Roman Reed and Patty Berne are somewhat similar: both are young adults making their way
      within a society that often reduces them to handicapped wheelchair-users. But just the fact that Berne advocates
      for her own interests, whereas Roman’s father, Don, is the main agent on behalf of Roman’s purported
      interests, reveals a striking difference with respect to where the locus of agency tends to be in the two
      movements.
    


    
      Even so, there exists an uneven playing field tied to the relative political and economic capital that disability
      and patient advocates have at their disposal. Don and other patient advocates are comfortably situated as the de facto constituency of a people’s science, benefiting from the “corporatization
      of voluntary associations”37 through a symbiotic partnership with the biotech industry, which in turn benefits from the
      moral weight of the “fallen outdoorsmen” narrative. This leads patient advocates, as compared with their
      counterparts in the disability movement, to be much less critical of the biotechnology industry in general, and
      to place far fewer demands on the stem cell initiative in particular, with respect to the equitable distribution
      of future biomedical goods. When the subject of intellectual property came up at an Independent Citizens’
      Oversight Committee meeting, for example, Don Reed, positioning himself as a consumer-in-waiting, as it were, was
      quick to interject the need to maintain strong incentives for biotech to translate basic research into therapies
      while limiting the ability of the legislature to demand high royalties:
    


    
      The attempt to make this affordable has been tried before. The NIH has tried it, and there’s a good study which
      shows that it was an utter disaster. What people came to realize is that before we can have affordable computers,
      we must have computers. The greater good is the benefit of this, not the small individual tinkering, which will
      slow the whole thing down.38
    


    
      Reed’s dismissal of attempts to make therapies affordable is, on the surface, less troubling than if we heard the
      same argument articulated by a venture capitalist who stood to profit from such a laissez-faire approach to stem
      cell research and development. The spirit of “biocapitalism”39 he invokes stands in contrast to the economic frameworks
      typically employed by disability advocates, who tend to foreground affordable access and distributive justice in
      setting their agenda.
    


    
      Whose Good Life?
    


    
      Returning to the framework of bioconstitutionalism, we can observe how judgments about “normal” versus
      “defective” bodies are layered upon judgments about what constitutes a good versus not so good life, so that the
      struggle for collective rights to access “the good life” is also sometimes a
      struggle over what constitutes “the good.”40 From a disability perspective, for example, the proverbial ladder of success is better
      understood as a hierarchy of domination structured according to what we have come to accept as the
      natural “order of things”41—normals on the higher rungs, defects on the lower ones.42 Regenerating the body, worthwhile as that may at first
      seem, grows directly out of an able-ist paradigm that defines the good life, and the good citizen who is
      obligated to pursue that life, in ever narrower, technoscientifically mediated, and often antidemocratic terms.
      Wolbring makes these connections when he observes that
    


    
      [w]hat forms of ableism and favoritism of abilities one exhibits has a direct impact on how one defines and
      perceives what constitutes a good life, what the problems are that prevent the reaching of that good life and
      what solutions are thought out to deal with the “problems.” The discourses around science and technology
      governance leave out many facets and subgroups of earth’s population. . . . The less diverse the reference group
      is, the easier it is to define a certain vision of the good life. . . . Social risk, social health issues are
      rarely raised by the proponent or opponents of a given contested science and technology. And certain groups of
      earth[’s] population are routinely excluded.43
    


    
      As illustrated by the successful passage of the California stem cell initiative, patient advocates like Don Reed,
      rather than disability activists like Patty Berne, are the de facto public in the eyes of the state, in part
      because such an initiative seeks to insulate itself from advocacy and lobbying agendas that do not completely
      support its aims, and disability and other politicized interests pose a threat. What’s more, prior to the “Yes on
      71” campaign, California-based disease advocates who eventually became central to the stem cell initiative
      already had firsthand experience crafting relationships with state officials, biomedical research centers, and
      private firms. While Don Reed’s level of engagement and effectiveness is certainly exceptional, scholars have
      pointed to a number of remarkable collaborations between lay advocates, who are animated by personal experiences, and their powerful institutional allies.44 Among the many national organizations that either
      have been formed in response to advances in stem cell research or have shifted their disease advocacy energies to
      this arena, the Michael J. Fox Foundation for Parkinson’s Research, the Juvenile Diabetes Research Foundation,
      the Parkinson’s Action Network, and the Stem Cell Action Network were particularly instrumental in the passage of
      Prop. 71. All of these are in addition to the powerful institutional centers that conduct research and which
      partner with patient advocates in fund-raising efforts and to secure positive media exposure, insofar as
      advocates reiterate and reinforce the primary moral imperative underlying this otherwise controversial field: to
      end physical suffering.
    


    
      What’s more, with ten of the twenty-nine CIRM board seats set aside for representatives of particular disease
      conditions, patient advocates have become essentially the de jure public with respect to stem cell research as
      well.45 Providing a cogent
      articulation of the central understanding that underlies the work of stem cell advocacy, Bernard Siegel, the
      founder and executive director of a pro-cures organization called the Genetics Policy Institute, energized
      attendees at the 2008 “State of Stem Cell Advocacy” conference by affirming that “[s]tem cell advocacy is not a
      political movement. It is a consumer movement. If you ask people on the street if they support this, they do—not
      because it is a public health issue—but because it’s a personal health issue.”46
    


    
      Stem cell advocates are concerned with expanding and protecting a consumer-based liberalism, ensuring access to
      future biomedical goods and services, and in that way they are very similar to other public interest and citizen
      advocacy groups that have been ascendant for some time. In one study of this trend, scholars describe a
      “postmaterialist” liberalism thriving in the civic sphere, increasingly focused on issues that appeal to their
      middle-class supporters, which “have become less likely over time to ally with traditional liberal groups on
      behalf of re-distributive social programs.”47 This “upwardly tilted public agenda”48 echoes throughout the stem cell frontier. Siegel’s remarks
      resonate with the conference motto, “Families for Cures,” which astutely challenges the pro-life movement’s opposition to SCR on its home turf of “family values.”
    


    
      Against the backdrop of the controversial national debate around embryo politics, Robert Klein, the initiative’s
      main architect, saw to the crafting of board membership and the dynamics of working-group participation so as to
      closely guard the extent to which critical debate might characterize the Independent Citizens’ Oversight
      Committee’s deliberations.49 The claims of stem cell advocates that their efforts are “apolitical” run counter, of
      course, to the practice of formulating stem cell governance on the basis of potential board members’ loyalty to
      the cause of stem cell research. On the contrary: the stifling of robust political debate rests on a political
      judgment regarding how far the perimeter of “citizen oversight” should be allowed to extend. It is for this
      reason that, contrary to the usual concerns of policy watchdog groups who focus on the stock portfolios of board
      members, I contend that a lack of conflicts of interest—namely, the exclusion of disability
      perspectives—poses the more serious threat to democratic participation with regard to stem cell research.
    


    
      That said, it is important to point out that there is no one “disability perspective” which could be
      brought to bear on the California initiative by simply bringing the right combination of spokespeople together
      (as was attempted with a “CIRM Diversity Focus Group” that mainly sought to increase support for the agency among
      racial and ethnic minority populations). Irvine, California–based Deaf activist Richard Roehm, for example,
      welcomes stem cell research, although he acknowledges that “the majority of the adult deaf would perceive this as
      some sort of genocide.”50
      Others with disabilities, like rapper Richard Gaskin (Professir X), who was paralyzed after a gunshot wound to
      his spine, have become spokesmen for stem cell research, performing odes to Christopher Reeve and singing stem
      cell anthems that ask for “the wheelchair to be a thing of the past.” Still others, like blogger John D. Walker,
      complicate Deaf pride politics by questioning the meaning of biotechnology for Deaf identity through the prism of
      hybridity. He argues that technological enhancement is not a threat but rather a welcome instrument to enhance human existence, and suggests that Deaf identity shouldn’t rest on
      opposing “hearing identity”: “[W]e exist because we are. As long as the affinity exists between us, the Deaf
      community exists.”51 But
      despite the lack of any uniform perspective with respect to stem cell research on the part of the disability
      activists, it is vital that the full range of issues and concerns that people with disabilities wrestle with, as
      opposed to only the ones narrowly defined in terms of a medical model, gain a genuine hearing in the
      implementation of initiatives that will directly affect and implicate them.
    


    
      Consumer Rights Without Civil Rights
    


    
      Both stem cell advocates and disability activists share a focus on bodies and rights as the two-sided loci of
      their work, framing their concerns and interventions in terms of the medical versus social models of disease,
      respectively. For many stem cell advocates, such as Don Reed, the challenge is to remove political obstacles like
      the federal ban on using human embryos in research, so that people who experience illness and impairments can
      access the right to transform their bodies in very fundamental ways—such as, to pick a dramatic example, walking
      if they are paralyzed. On the other hand, for many disability activists, such as Patty Berne, the challenge is to
      reconstitute the socioeconomic landscape so that people who experience illness and impairments can obtain access
      to workplace and housing accommodations, along with greater recognition and respect for what they have to offer
      society. For both communities, the struggle over these different rights is directly tied to how they regard the
      source of their bodily suffering—that is, as either biologically inherent or imposed by society—and where they
      draw the line between human diversity and human defect.
    


    
      Yet, the patient advocates at the helm of California state politics rarely have to seriously contend with the
      perspectives of people with disabilities. The prospect of Deaf Crusaders bombing a stem cell lab or taking the
      stem cell agency to court for violating their civil rights as an oppressed minority is not on the horizon of
      concerns for the pro-cures movement. For Reed and his allies, the “stem cell battle” is largely a face-off
      against religious conservatives whose pro-life political agenda undermines the
      right of the living to seek stem cell cures. The conflict between the “Yes on 71” campaign petitioner and the
      independent-living facility resident in Reed’s account lays bare the usually latent conflict between disability
      activists and stem cell advocates. Those like Reed and other Prop. 71 proponents who have spent the last decade
      engaged in a struggle to have their quest for cures prioritized by governments, supported by the general public,
      and funded by commercial entities and philanthropic foundations now have an “insider status in scientific
      controversies.”52 In the
      words of the California stem cell initiative’s main architect, Robert Klein,
    


    
      In California, people were quite receptive to understanding [stem cell research] in the context that this is a
      solid area in family values where families have historically been given the right to access and to have the
      country develop the best medical technologies and therapies for their children, their aging parents, and their
      spouses. And to prohibit the development of these therapies is to really prohibit parents from having the choice
      of accessing therapies for their children [and] their aging parents. It’s really a government intervention in the
      rights of the family to get the best healthcare in this nation. And it’s taking away rights that have been
      sacrosanct and held by the family for a very long time in this country.53
    


    
      The work of Siegel, Klein, and Reed, among many others, represents a new turn in patient advocacy, galvanized in
      part by the promise of SCR. In contrast to the loosely networked associations that have typically characterized
      the activities of patient advocacy organizations as they pursue their distinct agendas, the newfound necessity to
      defend the “right” to conduct SCR vis-à-vis restrictive federal policies has coalesced patient advocates’
      activities around a quest for biomedical cures.54 It is precisely within this umbrella “pro-cures” agenda that patient advocates make
      claims on behalf of “all those suffering” with an illness or impairment, which makes their assertions so powerful
      in the court of public opinion.
    


    
      In contrast to this consumer rights agenda, those in the disability rights movement have spent several decades
      struggling for basic civil rights—access to employment, education, and
      housing—and for social inclusion, against the backdrop of forced institutionalization and eugenic
      schemes, more tacit prejudice and philanthropic campaigns, and most recently, “high-tech” projects such as Prop.
      71. It is in this context that Patty Berne expressed that
    


    
      [w]hen there are millions of people in the U.S. that don’t have access to healthcare, when the majority of people
      with disabilities live below the poverty line, to put so much resources into cures that no one with a disability
      actually—well, all the ones I know of—very few people with disabilities could actually afford. . . . I think that
      if people want to be visionary about healthcare, there needs to be universal healthcare. . . . I mean, but quite
      honestly there’s a huge leap of logic, and I would be hard-pressed to think of working-class people that have
      that vision.55
    


    
      Disability advocates’ demands tend to range from pragmatic concerns like Patty Berne’s about universal
      healthcare, to democratic concerns about ensuring that people with disabilities are fully integrated within the
      governing structures of biotech initiatives, to more ontological concerns about what physical conditions are
      labeled defects as opposed to being considered part of the spectrum of human diversity. Within this range of
      concerns, there is an underlying focus on the lack of inclusion of disability perspectives within the development
      of science and technology more broadly—hence the popular movement motto “Nothing about us, without us.”
    


    
      The unforeseen effects of the newly coalesced pro-cures agenda are quietly becoming a concern for some in the
      biomedical and bioethical fields. As the ties between commercial entities and volunteer organizations grow
      stronger, patient advocates’ conflicts of interest56 and lobbying power57 have come under greater scrutiny.58 For example, Mildred K. Cho, associate director of the Stanford
      Center for Biomedical Ethics, “wonders about the long-term effect on the culture of science when research is
      funded by popular vote. She points to the patient-driven factions arising around autism research, in which parent
      groups attack study results they don’t like and raise money to test their own
      treatment theories. ‘The public drives not just what disease areas get attention but what the research strategies
      are,’ she warns.”59
    


    
      But not only has the factional character of patient advocacy been effectively subsumed under a broader agenda;
      patient advocates are now typically understood to be allies and instruments in furthering biotech developments.
      Thus the counterpart to Cho’s concerns relates to the long-term effect on processes of political engagement when
      a powerful composite of disease organizations essentially pushes the disability perspective and its social
      justice agenda “off the map” of the stem cell frontier.60 As articulated by one advocate: “Disability strategies are not
      permitted to address issues of bioethics. . . . ‘the catastrophe of disability’ and the hope for a cure remains
      not only the story of disability in our culture; it is in a very deep sense a governing myth and grand narrative.
      As such, it is a myth with a profound influence on the possibilities of democratic participation for people with
      disabilities.”61 That
      narrative is not only a myth that undermines the dignity and personhood of many disabled people, the majority of
      whom do not accept the inherently pitiable images that dominate mainstream representations of disability. The
      consumer-based liberalism of patient advocates also neglects the reality of many people with illness and
      disabilities who are cut off from the most basic public goods—housing, employment, healthcare—as a result of
      their subordinate socioeconomic status. As with other bioconstitutional struggles, depending on who one
      imagines “the people” of this initiative to be—individuals with biological defects who primarily desire a cure,
      or a vari-abled populous that seeks full inclusion—how one seeks to implement a “people’s science”
      shifts markedly. In one vivid account, Marci Roth of the Spinal Cord Injury Association testified before Congress
      following the Hurricane Katrina disaster:
    


    
      [On August 29] Susan Daniels called me to enlist my help because her sister in-law, a quadriplegic woman in New
      Orleans, had been unsuccessfully trying to evacuate to the Superdome for two days. . . . It was clear that this
      woman, Benilda Caixetta, was not being evacuated. I stayed on the phone with
      Benilda, for the most part of the day. . . . She kept telling me she’d been calling for a ride to the Superdome
      since Saturday; but, despite promises, no one came. The very same paratransit system that people can’t rely
      on in good weather is what was being relied on in the evacuation. . . . I was on the phone with Benilda when
      she told me, with panic in her voice, “the water is rushing in.” And then her phone went dead. We learned five
      days later that she had been found in her apartment dead, floating next to her wheelchair. . . . Benilda did
      not have to drown.62
    


    
      Benilda Caixetta’s story is not one of an inherent tragedy resulting simply from a biological defect. Rather, it
      is a much larger story about the tragedy of socioeconomic inequity, preceding and then exacerbated by a
      hurricane. It is a tragedy that would not have yielded a different outcome in a world of regenerated
      cells—because, after all, those living on higher ground will always have access to expensive treatments, while
      the majority of citizens will not. The real genius of Prop. 71’s populist campaign was to obscure the social
      landscape, so that California voters came to believe that regenerative medicine would airlift them out of
      inevitable morbidity and mortality.
    

  


  
    
      CHAPTER THREE
    


    
      EGGS FOR SALE
    


    
      I’m pro-choice, but when did the right for women to control their own bodies turn into a laboratory’s right to
      experiment with human embryos?
    


    
      —Diane Beeson, Pro-Choice Alliance for Responsible Research
    


    
      Why should everyone else in the stem cell assembly line be compensated for their contributions to research, while
      women are expected to be altruistic and donate without compensation?
    


    
      —Legal scholar Radhika Rao1
    


    
      SINCE 2009, Jennifer Lahl, the writer and director of the award-winning documentary
      Eggsploitation, has engaged in a national campaign to raise awareness of the exploitation of young women
      by the fertility industry—a campaign that has direct implications for stem cell researchers seeking “leftover”
      embryos. Upon completion of fertility treatment, in vitro fertilization (IVF) patients can typically choose
      whether to donate the leftover embryos to another couple, have them discarded, store them indefinitely, or
      donate them to research. This IVF excess occurs when more eggs are derived through ovarian
      hyperstimulation than can safely be implanted in a woman’s uterus without the potential for multiple pregnancies.
      Many observers worry that as pressure and incentives mount for doctors to procure more eggs to “share” with
      researchers, the risks for women increase as well. Until very recently, with the establishment of the Infertility
      Family Research Registry (IFRR), there was not even any systematic mechanism to collect long-term data to inform
      women who are considering provision of their eggs for either research or IVF purposes.2
    


    
      Since the release of Eggsploitation, Lahl has continued to report on
      the experiences of women, who are coming forward with their experiences of egg harvesting. Among these is
      Shavonne, who was twenty-eight years old at the time she responded to an ad in her local paper for
      “African-American egg donors” which offered $6,000 for eggs. Motivated by the money, Shavonne went to the clinic,
      where she was the only prospective donor at the time who asked a lot of questions, she reports, which seemed to
      annoy the clinic staff. Even so, she decided to undergo the procedure. Soon after, however, the receiving couple
      “changed their mind and no longer wanted [her] eggs.” At this point the clinic staff asked Shavonne if she would
      “be willing to donate [her] eggs to embryonic stem cell research,” which she agreed to do “because I didn’t mind
      them being used for that.”3
      So on Thanksgiving Day, 2006, Shavonne took a drug called Follistim that stimulates ovulation, which is when her
      experience took a turn for the worse:
    


    
      The retrieval went fine, but not too long after that my stomach started to swell, and every time I leaned over I
      could feel my ovaries “plop.” I went to see the doctor, and he told me I had OHSS [Ovarian Hyperstimulation
      Syndrome], and he then said, “We see girls like you all the time.” I looked 4 months pregnant. They told me to go
      home and eat a lot of protein. My mother was staying with me at the time, and one night my stomach was so swollen
      and I could hardly breathe. My mother said, “That’s enough,” and took me to the emergency room. The nurse stuck a
      needle in my stomach, and it was a loud pop I could feel, like a balloon was popped. She stuck a bag on the end
      of the needle to drain the fluid, and the bag filled with 2 quarts in about 5 minutes. She had to quickly put
      another bag on and some of the fluid spilled on the floor. She filled the next bag too—in all, 4 quarts were
      drained out of my stomach. I stayed in the hospital for 2-1/2 more days while they drained more fluid. I had a lot of pain in my abdomen. The staff at the
      hospital would shake their head at me and took pity on me, because I was an egg donor and they said they saw this
      a lot.4
    


    
      In addition to the immediate physical toll that the ovarian hyperstimulation
      exacted on Shavonne, she was burdened with huge medical bills that took a year and a half to pay. Her own
      fertility has been compromised owing to irregular menstrual cycles; she became pregnant in 2008 and miscarried.
    


    
      Experiences like the one Shavonne reports energize feminist activism against the commodification of women’s eggs.
      Medical sociologist and member of the Pro-Choice Alliance for Responsible Research, Diane Beeson, and others
      argue that were it not for the financial incentive, Shavonne would have been able to consider the risks involved
      in egg harvesting more soberly. Such concerns motivate the dominant feminist argument against compensation in
      both public and private research contexts in California, even if such bans are unlikely to be adopted in the
      fertility industry.
    


    
      In recent years, public awareness about the role of women in the assisted reproductive technology (ART) industry
      has increased with the proliferation of newspaper articles, documentary films, and books that explore the social
      and economic factors that structure this arena.5 As a set of exchanges that occur in the private sector and draw in part upon a select
      demographic of (young, mostly white, and educated) egg suppliers, much of this buzz tends to emphasize the
      prerogatives of the parties involved. By contrast, normative prescriptions and regulatory proposals abound when
      it comes to the tissue economy upon which stem cell research depends, while at times little attention is paid to
      the interests and agency of women.6 The pool of egg suppliers for stem cell research is also more socially diverse in terms of
      race, age, class, and education than for IVF suppliers because prospective parents tend to be much more selective
      with respect to these demographic characteristics than researchers. Greater heterogeneity in the research context
      animates the concern both of those who advocate greater top-down regulation and of those who seek a more
      horizontal contract relationship between researchers and egg suppliers in the stem cell arena.
    


    
      Eggonomics
    


    
      In 2005, a handful of researchers around the world, including those at the University of California, San
      Francisco, Stemagen (a private company in La Jolla, California), and the Harvard Stem Cell Institute, were
      excited about a promising new method to produce genetically tailored embryonic stem cells. Somatic cell nuclear
      transfer (hereafter SCNT) is a technique in which the nucleus from an egg cell is replaced with the nucleus of a
      donor’s somatic (nonreproductive or stem) cell so that when it’s stimulated to divide, the new hybrid contains
      the genetic information of the donor. Also called “therapeutic cloning,” SCNT allows researchers to develop
      tailored stem cell treatments that won’t be rejected by a recipient’s immune system.7
    


    
      In addition to the myriad technical difficulties involved in honing SCNT, researchers also ran into a serious
      “nontechnical” challenge: to hone the method, they needed a large supply of eggs, because it takes multiple
      attempts to create viable embryos using this method. While the initial excitement about SCNT has waned somewhat
      in the wake of newer techniques to produce pluripotent stem cells (cells which can differentiate into different
      cell types), researchers still insist that a steady supply of eggs is necessary, because they have yet to confirm
      whether induced pluripotent stem cells (iPSCs) contain all the properties found in embryonic stem
      cells.8 But in the larger
      context of egg supply and demand, how can researchers compete with the private in vitro fertilization arena,
      which attracts egg suppliers with substantial monetary compensation?
    


    
      Harvard University’s Kevin Eggan is among those who utilize SCNT in trying to learn more about the degenerative
      neurological disorder called ALS (or Lou Gehrig’s disease) in the hopes of eventually producing a cure. He and
      other stem cell researchers initially thought that spare embryos from fertility clinics could serve as a ready
      supply. Indeed, the University of Wisconsin lab which first isolated embryonic stem cells obtained their supply
      of embryos from neighboring clinics. According to estimates from 2003, over 400,000 embryos were being stored in
      the United States,9 with
      hundreds of thousands more in other countries,10 providing an initial storehouse for stem cell research.
      So the initial expectation of many in the field was that excess from the private fertility industry could be
      recycled in the public research context, serving as a ready source of tissue.
    


    
      But by 2008 many researchers, including Eggan, began publicly stating that this source was not adequate, on
      account of deficiencies with respect to both quantity and quality of the embryos stored in IVF freezers. At a
      meeting of the California stem cell agency, Eggan testified that he and his colleagues had spent over $100,000
      advertising for egg suppliers because the IVF supply was insufficient; however, he reported, they had little
      success in recruiting women to provide eggs “for free” when they could donate in the IVF context and make upwards
      of $5,000.11 He also made
      his case in newspaper articles with headlines such as “Stem Cell Researchers Warn of Egg Shortage in the United
      States” and “An Egg Shortage: Is More Cash the Answer?” His public testimonies were an effort to get the
      California agency, federal research agencies, and other public stem cell initiatives that are modeled after
      California’s to reconsider their strict noncompensation policies for egg suppliers.12 From the perspective of Eggan and his colleagues,
      non-compensation policies in the public sphere, competing alongside the laissez-faire exchange of tissue for
      payment in the private IVF sector, are impeding the forward march of regenerative medicine. The inability to
      redirect IVF egg suppliers—notably young, white, educated women whose demographic characteristics make them
      highly sought after by infertility patients—from the private commercial sector to the public research sector is a
      growing issue for the stem cell field.13
    


    
      Many proponents of stem cell research initially took for granted that they would need to develop incentives for
      redirecting egg suppliers from private reproduction to public experimentation. But with financial compensation
      off the table in most jurisdictions, other, nonfinancial techniques become necessary. In this context, it is no
      longer enough to ensure ethical integrity and seeing to the medical safety of individuals. Rather, those
      implementing public initiatives must increasingly grapple with the socioeconomic status and political rights of
      tissue suppliers as a precondition to their participation. These considerations
      are not contaminants of pure science but a necessary part of establishing the niche in which public science can
      potentially thrive.
    


    
      Framing Feminisms
    


    
      While stem cell research is characterized by the same tissue procurement methods and risks encountered in ART
      clinics, the framework of “people’s science” leads to a very different conception of women’s rights, a notion
      that is deeply contested, when it is not ignored. This is exemplified in a September 2006 Los Angeles
      Times headline “New Battle Lines Are Drawn Over Egg Donation,” saying that “feminists are split” over
      whether to pay women.14 The
      organization Pro-Choice Alliance for Responsible Research was among those who worked tirelessly in the months
      leading up to and following Proposition 71 to oppose the California Stem Cell Research and Cures Initiative,
      largely focusing on the uncertain health risks that multiple-egg extraction poses for women. Medical sociologist
      Diane Beeson testified before the United States Congress on May 7, 2006, warning that
    


    
      [a]s a society, we are at a turning point. . . . We are being asked to make women the servants of biotechnology
      rather than insisting on a biotechnology that promotes the well-being of all people. . . . Until we understand
      more fully its human costs, I strongly urge your support for a moratorium on [somatic cell nuclear transfer] in
      both [publicly and privately funded contexts]. (Available at: http://handsoffourovaries.com/images/beesontestimony.pdf.)
    


    
      Bringing together people across the political spectrum in an unprecedented way, the Alliance was supported by the
      California Nurses Association, based in Oakland, California; the National Women’s Health Network in Washington,
      DC; and Our Bodies Ourselves, the Boston-based women’s health advocacy group. Beeson and her anticompensation
      allies joined together in a campaign called Hands Off Our Ovaries that warned of the possible dangers of egg
      donation for research purposes. For example, problems associated with Lupron, the drug most often used to shut down a woman’s ovaries before stimulating them, include severe joint pain,
      difficulty breathing, chest pain, nausea, depression, emotional instability, loss of libido, severe weakness due
      to loss of pituitary function, amnesia, and hypertension, among many others.15 In severe cases of Ovarian Hyperstimulation Syndrome,
      women experience cysts, fluid buildup, and enlargement of the ovaries, which for many of those concerned are all
      the more troubling because egg extraction is a “non-vital treatment with a potentially fatal outcome.”16 Another aspect of the risks
      associated with egg extraction is the uncertainty about the long-term effects of multiple-egg extraction; egg
      suppliers report health problems such as memory loss, bone aches, seizures, and vision problems that began when
      they were taking Lupron and have not gone away.17 Yet technically, the clinics (or stem cell labs) that keep such close watch over a
      woman’s health for the duration of the procedure are no longer responsible for their long-term care.18
    


    
      Many feminists therefore call for a moratorium on the use of eggs in research “until we understand its human
      costs more fully.”19 Of
      major concern is the laissez-faire approach to paying women for eggs in the fertility industry and how that may
      transfer over to the research context, for example coercing many women to undergo invasive procedures with known
      short-term risks and many unknown long-term risks. Rather than offset the risks with some form of compensation,
      as occurs (in the thousands of dollars) in the fertility industry, Beeson and allies have worked to uphold a
      strict “noncompensation” policy in the research context as a way to dissuade women from undergoing the risky
      procedure. This policy was in fact codified in Prop. 71; the text of the initiative seeks to ensure that egg
      donation is in no way coercive, thereby instituting a “prohibition against compensation,” albeit one that allows
      reimbursement for all donation-related expenses.20
    


    
      Still, stem cell researchers have found loopholes around California’s noncompensation policy; and there is also
      little consensus among feminists about whether a noncompensation policy is actually in the best interests of
      women. Some, like the Feminist Majority and the California chapter of the National Organization of Women (NOW),
      lent their support to Prop. 71 on the basis of a general optimism about the
      health promises of stem cell research. “How can we turn our back,” argued Helen Grieco, executive director of
      California NOW, “on the potential of this groundbreaking scientific research in good conscience? As a feminist
      organization, we support health initiatives that benefit women. Stem cell research benefits all of
      us.”21 Grieco’s optimism
      resonates with the efforts of some feminists to position women as beneficiaries of and partners in mainstream
      scientific and medical initiatives.
    


    
      The prohibition on compensation at the U.S. federal and state levels, as well as in other nations such as the
      United Kingdom, Canada, and Japan, is explained in the National Academy of Sciences guidelines in the following
      terms: “The explanation of such unanimity might lie in the view that the treatment of the developing human embryo
      as an entity deserving of respect may be undermined by the introduction of a commercial motive into the
      solicitation or donation of fetal or embryonic tissue for research purposes.”22 We should keep in mind, however, that this prohibition
      against paying for embryos does not apply in the private sector, where compensation ranging from $5,000 to
      $30,000 for egg suppliers is standard practice. Presumably the difference reflects a shift from clinical to
      research uses of reproductive tissue, accompanied by a shift in regulatory framework as well. But what about
      privately funded research?
    


    
      In part as a result of feminist activism, the California Senate also passed the Reproductive Health and Research
      Bill,23 which expands the
      noncompensation policy to the private sphere when biotech companies are engaged in stem cell research.24 Marcy Darnovsky of the Center for
      Genetics and Society sees the importance of the bill as “defin[ing] women who provide eggs for research as
      ‘research subjects,’ triggering federal and state regulatory protections. . . . In order to head off the
      emergence of a market in which predominantly poor women are the ones who wind up selling their eggs, it limits
      payment to reimbursement for direct expenses.”25 The ban against commercializing human tissue draws on the notion of donating part of
      one’s body as a “gift” which harkens back to mass blood donation drives during World War II and which enshrines the Western cultural repulsion toward bodily com-modification.26 Blood drives, now commonplace in
      many societies, serve to ritualize citizenship, communalize health, and animate Anderson’s (1991) notion of an
      “imagined community” in which citizens are literally bonded by blood.27 The emergence of tissue donation has thus served to unhinge the
      “natural” distinction between (pure) tissue donation and (profane) tissue commodification—upon which
      noncompensation activism relies.28
    


    
      Other scholars and activists doubly critique the dominant feminist noncompensation agenda: they remain skeptical
      about the promise of stem cell research and challenge the conflation of egg donor compensation with
      exploitation; they advocate greater reciprocity between researchers and egg donors in the form of financial and
      nonfinancial forms of recompense for women’s biolabor. They also seek to loosen the link between social justice
      and greater public regulation, allowing for the possibility that women’s interests may be best served if bodily
      commodification is made mutually beneficial to researchers and donors within the growing “tissue economy.” This
      is the approach of San Francisco-based legal scholar Radhika Rao, who asks, “Why should everyone else in the stem
      cell assembly line (researchers, companies, the state, etc.) be compensated for their contributions to research,
      while women are expected to be altruistic and donate without compensation?”29 She and others argue that women are deserving of some form
      of compensation insofar as their biolabor is fundamental to the research process. Similarly, UC Berkeley
      sociologist Charis Thompson compares egg donation to “other kinds of physically demanding service work,” arguing
      for a “salary negotiation between the state agency (or relevant employer) and the donor.” This, Thompson
      contends, is a “sensible and dignified recognition of [the donor’s] work, time, and effort.” Responding to the
      question of whether donor compensation is necessarily coercive, Thompson notes that there is no reason to think
      that emotional inducements, like having a loved one who can potentially be treated by stem cell
      therapies, “are any less coercive or less likely to cloud motivation or the context of informed
      consent.”30
    


    
      This feminist school of thought, which focuses on ways to enact reciprocation
      in the research process, suggests that the extent to which bodily commodification is exploitative is
      context-dependent rather than a universal political calculus that equates compensation with coerciveness. Legal
      scholar Michele Goodwin captures this approach well when she says we need to “change the discussion from whether
      or not to commodify, to what degree of commodification is socially acceptable.”31 Criticizing the laissez-faire regulatory approach to egg
      donation in the fertility industry, those advocating a reciprocal exchange offer a more discriminate and
      pragmatic approach to ensuring women’s safety rather than a wholesale moratorium against egg research. Donna
      Dickenson puts it this way: “If the lady is not to vanish altogether, she needs protections such as contract, but
      a form of contract limited to the protections she most needs, and aimed at ensuring that women’s contribution to
      stem cell technologies is actually recognized. . . . Without [such] recognition . . . the terms in which the stem
      cell debate is conducted are themselves deceptive and disingenuous.”32 For Dickenson and others, institutionalizing a reciprocal
      relationship between researchers and egg donors via a contract focuses on the protections women most need rather
      than eliminating the option to donate eggs for research outright.
    


    
      The distinction I draw does not mean to suggest that those primarily advocating protection against harm are not
      then interested in women’s agency, or that those seeking a reciprocal exchange between women and researchers are
      not concerned with potential harm done to women, or even that people voicing arguments that can be situated in
      either camp are necessarily animated primarily by feminist concerns. Rather, my primary aim is to illuminate this
      tension through the prism of bioconstitutionalism: we see that depending on who one imagines women are
      in this context—bioworkers who supply eggs for research, or a protected class of female research
      subjects—how one seeks to implement ethical research shifts dramatically. As with other
      bioconstitutional struggles over what rights people are owed vis-à-vis life sciences, this one is bound up with
      the question of who “the people” are thought to be in the first place.33
    


    
      The impulse to protect potential egg donors fueled the Proposition 71 egg donor
      guidelines, the Hands Off Our Ovaries campaign, and the Reproductive Health and Research Bill (SB 1260). The
      effort to regulate egg donation in the research context by foreclosing the possibility of compensation was based
      on the idea that the donors were primarily young, working-class women of color; it stands uneasily against the
      hefty compensation allowed in the fertility context, where the majority of donors are young, educated white
      women. The politics of payment, in other words, is complicated by the politics of difference, because different
      demographics of women are assumed to supply tissue for stem cell research versus IVF. Both camps routinely refer
      to existing stratification—by economic status, race and ethnicity, age, and disability or illness status—to argue
      that particular categories of women are uniquely vulnerable to, or uniquely deserving of inclusion in, research.
      In this way, the social value of particular categories of women and the relative value of their eggs become
      entangled, complicating the effort of both feminist camps to “speak for women.”
    


    
      For some, the inclusion of racial and ethnic minority women as egg donors is considered necessary to ensure a
      genetically heterogeneous sample of stem cell lines, so that future therapies derived from these lines will be
      accessible to minority patients.34 The inclusion of economically poor women, by contrast, is considered risky, because they are
      likely to be in poor health and prone to complications associated with egg donation. Much of the tension in the
      discussion stems from the racialization of poverty that is endemic to the United States, such that conflicting
      policies cohere around a doubly subordinate subgroup of women. Thus we find that a focus on racial/ethnic and
      class differences among possible research participants emerges as a central focus in the California stem cell
      agency’s deliberations.
    


    
      Efforts to protect women from the risks of egg extraction are animated by historical precedents in which poor
      women (and, owing to their disproportionate poverty, women of color) have been vulnerable to coercion by
      researchers. The health risks that may result from egg donation led Susan Fogel of the Pro-Choice Alliance for
      Responsible Research to ask rhetorically, “How much money is enough to coerce a
      poor woman? And do we up the ante until they bite?” The relative social worth of different demographics of women
      comes up against a tissue economy that, advocates warn, is intrinsically indifferent to the welfare of egg
      suppliers. Thus, as that tissue economy seeks to cut costs, those women willing to accept the least compensation
      will be induced to submit to the invasive process of egg extraction. Reflecting upon the demand for human eggs in
      stem cell research, sociologist Barbara Katz Rothman observes that “whether we are looking at the marketing of
      tissues or of services, it is hardly surprising that price reflects class/race/status. The kind of social
      revolution we need to make all women of equal ‘worth’ goes way beyond this particular form of [egg donor]
      exploitation.”35 Rothman
      believes that women’s interests and the interests of research are intrinsically at odds, and that the social
      devaluation of particular kinds of women will necessarily transfer into the research context. Her analysis is
      used by those opposed to compensation to argue that payment is necessarily coercive, particularly for women of
      limited means and choices.
    


    
      Those seeking a moratorium on egg research articulate their position as part of a broader critique of
      reproductive politics, situating themselves on the side of socially subordinate women whose concerns (stemming
      back to eugenics and state-sponsored antinatalism) typically remain marginal to the pro-choice movement. The
      ideal of reciprocation between researchers and donors, as well as a broader optimism with regard to the
      possibilities of stem cell treatment, may gloss over the ways in which doctors and scientists have coerced and
      abused already marginalized women throughout much of U.S. history. That one of the main failures of reproductive
      politics to date is the way it upholds the interests of white, wealthy women fuels protective concerns, such as
      that expressed by outspoken noncompensation proponent Marcy Darnovsky:
    


    
      The conditions that shape women’s ability to make choices fall out of the picture for some, not all, reproductive
      rights organizations. And then the social implications of individual decisions . . . there’s really nowhere that they can get considered and even no vocabulary to talk about it. . . . One
      of the groups that has felt this lack, this kind of skewing, most strongly have been women of color, and women of
      color organizations. The right to be a mother, for example, sometimes falls out of the conversations.36
    


    
      The desire to take account of the interests of women of color potentially conflicts with the desire to include
      the eggs of diverse kinds of women in stem cell research. For example, Goodwin questions the supposed harm that
      bodily commodification presents to racial and ethnic minorities, arguing that protective policies limit the
      supply of biodiverse tissue by relying so heavily on the norm of altruistic giving. While her work focuses on
      organ donation, the same logic is applicable to stem cell research, where some researchers think that if we do
      not have a diverse egg donor pool, then future stem cell therapies may not be available to many elements of a
      racially and ethnically diverse population.
    


    
      Those seeking to establish a reciprocal exchange between egg suppliers and researchers argue that seeking a
      moratorium on egg donation and/or opposing compensation for donors are not the only or best ways to counter the
      exploitative possibilities of egg donation. Thompson urges that “instead of refusing compensation to women who
      donate their eggs so as to ensure that their assessment of risk is sufficiently unclouded, why not direct our
      efforts at understanding and minimizing the risks so that we dramatically reduce what has to be
      offset?”37 Withholding
      compensation, Thompson argues, is a bad strategy for ensuring safety if that is actually the aim. As she
      explains, a purely altruistic model can put women at more risk: “If the donor pool is restricted by a
      lack of financial incentive, pressure to donate will be increased on those who stand to benefit in other ways,”
      including those who are affected by an illness that might benefit from stem cell research.38
    


    
      Some, like Rao, posit that protective worries directed at poor women of color are in themselves problematic:
      “Shouldn’t we be worried about the women donating eggs to fertility clinics? If you pay women a lot and they’re
      white, it isn’t exploitation?”39 Similarly, Goodwin is wary about the use of African
      Americans as “a transitional good in these intense debates,” noting that the “most poignant critiques against
      organ selling are race-based, particularly the claim that commodification would harm racial
      minorities.”40 Her work
      attempts to “uncloak the notion that public regulation always benefits the disenfranchised,” arguing instead for
      “a system that allows incentives to coincide with altruistic donation.”41 Goodwin’s position resonates with that of Thompson, who draws
      from data taken in the IVF context to suggest that financial and altruistic motives, “far from being
      incompatible, seem to bolster one another. . . . It is wrong then to worry that being paid substitutes a
      financial for an altruistic motivation.”42 The protective inclination to shield poor women, and women of color, from the bad
      consequences of their limited choices is viewed by some seeking reciprocation as not simply bad ideology but bad
      ethics as well.43
    


    
      In sum, for both feminist camps invocation of categories of women who stand to lose or gain in the tissue economy
      reveals the pliability of race and class in disagreements over how to produce eggs for research and justly
      distribute their potential value. In part, this focus is unique to the state-mandated bases of the California
      initiative, which make such accountability necessary in “people’s science”; but it is also more broadly
      symptomatic of the racialized class politics of the United States. To the extent that controversial science in
      other state and national jurisdictions “goes public,”44 California provides a window into the bioconstitutional
      struggle to protect and empower particular groups of people—both biologically and politically defined—who will
      emerge according to the specific axes of stratification found in those other contexts.
    


    
      In the broader effort to set up statewide regulations for publicly funded stem cell research, three interrelated
      debates around egg provenance and procurement arose in the California stem cell agency’s deliberations in the
      course of three meetings in 2006 and 2007. The first of these debates was the underlying tension between
      participation in research as a “risk and burden” to donors versus participation as a “right and benefit” that
      must be extended to all (female) citizens. The second debate related to competing conceptions of participation as
      either “work,” for which people are motivated by financial incentive, or
      “service,” for which people are motivated by feelings of altruism. The third and final debate concerned the
      source of women’s differences, as either genetically determined or socioeconomically induced, and the
      implications in either case for access to, and the efficacy of, stem cell therapies. Often explicit in all three
      struggles was an attempt to address the question of “what kinds” of women should supply eggs for stem cell
      research.
    


    
      Risk Versus Right
    


    
      We can see how the competing logics of the feminist debate described above infused the deliberations of CIRM’s
      Ethical Standards Committee as it debated the issue of reimbursing egg suppliers for direct expenses associated
      with their donation (as opposed to compensating them more generally). The discussants at a working group meeting
      in January 2006 included Bernard Lo, professor of medicine and director of the Program in Medical Ethics at the
      University of California, San Francisco, who is also a member of the Institute of Medicine and the National
      Academy of Sciences, and who chairs the Standards Committee; Patricia King, professor of law, medicine, and
      public policy at Georgetown University, who is a member too of the Institute of Medicine and has served on
      numerous federal bioethics commissions, including those related to recombinant DNA and human genome research; and
      Sherry Lansing, a well-known philanthropist and the director of the Sherry Lansing Foundation, which primarily
      supports cancer research. As a University of California regent and a former movie producer, Lansing is also well
      connected among California’s political and Hollywood elites.
    


    
      Leading up to the meeting, committee members discussed whether reimbursement should or should not include an egg
      supplier’s lost wages. Given the significant income disparities among women, they considered the possibility that
      research institutions would naturally flock to “less expensive” egg suppliers, thereby undermining the
      imperative, as they saw it, that the burden of participation be shared with wealthy women. If they put a
      reimbursement cap for donors in place that was either too high or too low, they worried that, if it were too
      high, poor women would be coerced by the financial incentive, but that if it
      were too low, poor women would be unable to afford to take the necessary time off from work to donate.
    


    
      Lansing: We want everyone to have the equal opportunity of any race, religion, nationality to participate in
      these clinical trials or donation. And we’re all agreed on that . . .
    


    
      King: The problem is equal opportunity to participate. And once you start talking about lost wages and
      differences and disparities in wages, you fudge together reimbursement [and] compensation. . . . The jury system
      [in the courts] had to devise a way to cut through differences in income while affording equal protection. I
      don’t know if you want to go there. The way they do it is to reimburse for wages, but at a set fee. . . . It
      allows poor people to serve as jurors. . . .
    


    
      Lo: Pat, if I can just paraphrase, your idea eliminates the disparities where one woman gets reimbursed or paid a
      greater dollar amount than another one with a different kind of job. So it eliminates discrepancy issues. . . .
      It still sounds too close to paying, buying, selling, which some people object to, but it addresses one set of
      concerns.45
    


    
      As the discussion continued, several other discussants joined in. Alta Charo is a law and bioethics professor at
      the University of Wisconsin who serves on the boards of a number of advocacy organizations, including CuresNow
      and the Juvenile Diabetes Research Foundation. She is also an advisor to the International Society for Stem
      Research and the Wisconsin Stem Cell Research Program. Notably, Charo also helped draft the National Academy of
      Sciences’ Guidelines for Embryonic Stem Cell Research (2005), whose rationale for a universal ban on
      compensation was quoted earlier in the chapter. Susan Fogel, who was not serving on the Standards Committee, is
      an attorney and founder of the Pro-Choice Alliance for Responsible Research; she was among a handful of active
      critics of the stem cell agency who attended many of the committee’s initial meetings. Finally, Jonathan Shestack
      is a movie producer and cofounder of Cure Autism Now, joining the list of board
      members with Hollywood ties who draw upon their connections for patient advocacy.
    


    
      Charo: I feel like I’m completely missing something here. I thought we were talking about lost wages. And
      suddenly it’s turned into something that sounds like payment. If somebody has actually lost $1,000 and you give
      her back $1,000, she’s back to a no gain, no loss situation. Somebody’s only lost $10 and you give her back $10,
      she’s back to a no loss, no gain situation. So the disparity doesn’t exist once the reimbursement has been
      completed. There’s no disparity at the end if everybody comes out no better off and no worse off than they were.
      . . .
    


    
      Lansing: What I think we’re all saying is that [a given research institute’s] program, when deciding how much
      it’s going to reimburse—one person for $1,000 and one person for $50—they’re probably going to choose the person
      for $50. In other words, that’s the fear. . . .
    


    
      Fogel: That the cheapest women will be brought into egg extraction, and that’s not what we’re trying to
      accomplish. It’s something we’re trying to protect against.
    


    
      Charo: So part of the group here was worried that the reimbursement limits were needed in order to ensure that
      poor women were able to donate, but now you’re saying that the real problem is that what you’re trying to do is
      ensure that rich women will be donating as well as poor women by making sure that nobody gets reimbursed a whole
      lot.
    


    
      Shestack: It was a public relations issue. Someone who earned a thousand dollars a day gave up five days, and in
      the annual report it says you paid someone $5,000 as opposed to if you paid somebody $500.46
    


    
      The uniquely public context of CIRM’s science-making mandate is particularly pronounced in the way that supplying
      eggs for research is posited as a kind of civil right which all women should be able to exercise. This
      inclusionary framing was routinely challenged by Susan Fogel, whose work as a
      women’s health advocate led her to emphasize the potential risks of economically poor women being overrepresented
      and taken advantage of; she posited that research institutions might try to stretch their budgets by actively
      recruiting women with lower incomes. Fogel complicated the bioconstitutional “right to donate” that Lansing was
      most concerned with, by highlighting the problem of potentially widening the income gap between poor and rich
      donors. This also brings us back to the issue raised by the Pro-Choice Alliance for Responsible Research earlier
      in the chapter: far from taking an antiscientific stance, Susan Fogel and others were lamenting a lack
      of scientific rigor that had resulted in insufficient knowledge about the health risks associated with egg
      harvesting for fertility treatment and stem cell research. They questioned how women could provide “informed
      consent” to participate when not even the researchers were fully informed about all the possible effects of the
      procedure.
    


    
      In the following excerpt, Fogel and board members discuss the competing goals of attracting a diverse pool of egg
      suppliers without at the same time creating a “market in eggs” to which low-income women will be drawn, to their
      detriment. Kevin Eggan, Harvard University professor of molecular and cell biology and principal investigator at
      the Harvard Stem Cell Institute, joins the discussion:
    


    
      Fogel: We all have the same goal, which is not to create a market in eggs, not to make low-income women and young
      women feel coerced by the money, the carrot out there. And what I’d like us not to do is throw a lot of money at
      women and call it reimbursement. . . .
    


    
      Lansing: What I’m really concerned about when we get to the end is trying to have a diverse pool. . . . I’m
      worried that a woman who really wants to do something [that is, donate] and is earning minimum wage will not be
      able to afford to not work for a day. . . . How are you going to get this diverse population?
    


    
      Fogel: I don’t think we should be confusing race with economics in the first place.
    


    
      Lansing: I’m not. Let me for the record state that is not what I meant by
      diversity, either. You want a diverse pool of people. So what I’m trying to say is, how are you going to protect
      somebody who cannot afford to miss a day of work?
    


    
      Fogel: Perhaps she shouldn’t be donating her eggs. Well, I mean, if she wants to she will, but I’m not sure that
      creating a whole package of reimbursement that becomes equated with compensation is just being called something
      else. I think that’s just as problematic. I think the intent was there will be women who want to do this.
      Hopefully, there will be women across the spectrum who will want to do this. . . .
    


    
      Eggan: As I understand it, there are laws, federal laws, which guide regulation of human subjects research. And
      they mandate that citizens of this country should have an equal opportunity to participate in human subjects
      research. And that’s what Sherry means by diversity. . . . And that is why it is important to reimburse people
      for their participation, because it should be possible for a woman who is low income who has a relative who
      suffers from a debilitating disease who wants to participate in some sort of research to be able to do that. She
      should not be denied that opportunity because she cannot afford to miss a day of work.47
    


    
      The use of “diversity” here is explicitly challenged and then clarified, as meaning economic and not racial
      diversity, without speakers ever explaining why it might be important to account for either kind of difference in
      the donor pool. Rather than go so far as to employ terms that connote affirmative action, such as “preferential
      access” or “racial (or ethnic) quotas” to delineate a desired policy of inclusion, we observe how discussants
      invoke the sanitized, legally uncontested,48 and far more nebulous notion of diversity conveyed, in part, by the inclusionary logic of
      the NIH Revitalization Act.49 For a moment, we observe how Lansing becomes defensive in her invocation of diversity,
      finding it necessary to make her reasoning understood “for the record.” The relationship between this discussion
      and the subsequent debate (below) over donation as “labor” or “service” is also
      evident in Fogel’s comments that a woman who really “wants” to donate will, regardless of reimbursement. These
      tensions map onto each other, constituting competing strands of bioethical principle and policy that seek to both
      protect and empower socially subordinate women as potential egg suppliers.
    


    
      Labor Versus Service
    


    
      In the following dialogue, the tension between two framings of supplying eggs as constituting either an
      altruistic act or a form of work (with extraction of tissue seen as part of a longer chain of biomedical
      production) is evident. Some discussants express concern that if a donor’s normal wages are reimbursed, then poor
      and rich women will be unequally compensated for the “work” of donating eggs. Marcelina Andaya Feit, president
      and CEO of Valley Healthcare Systems, is one of ten “disease advocates” on the stem cell board, representing
      diabetes. In the midst of this consideration of socioeconomic differences, Feit argues that a poor woman can be
      motivated by feelings of altruism “just like” her rich counterpart. She appears somewhat offended that her peers
      would assume that women of lower economic status participate in research primarily on account of the financial
      incentive, and not for the purportedly more noble goal of advancing science and curing illness.
    


    
      King: If I were a poor woman who earned minimum wage, and you asked me to be a donor, and when I came in, you
      said I’m going to give you what your minimum wage is. And then I was sitting in the same room with a woman who
      had come in and she too is donating for the same reason I’m donating. We have diabetes in my family. I care about
      what can happen. And I say, how much are you going to get? And she says, “Oh, my daily salary is $500 an hour.”
      That’s what I’m going to get in this program. I would say—I can’t tell what I would say. It would be, Let me get
      out of [here] as fast as I can get out of here. . . .
    


    
      Feit: A poor women who has a family history of diabetes or, let’s say, some other, neurological disease wants to
      donate to help find a cure for her loved ones. So she’s already making a moral
      and ethical decision to help her family. Has nothing to do with her economic status, and [she] wants to be part
      of the research. So I think we’re selling that individual a little short by all of a sudden starting to whittle
      down into some economics. . . . My daughter, who’s a stay-at-home mom, would challenge the [notion that] just
      because she doesn’t get a paycheck, that she isn’t worth something and hasn’t lost something. So we get into that
      real slippery slope. I think, first of all, women who want to do this make that first moral and ethical decision
      that they have a reason to want to participate. And I don’t think it has to do with economic status. . . . When
      we try to circumvent that initial feeling—I want to be part of the research—regardless of who they are, then we
      put in a discriminatory beginning [to] the whole process.50
    


    
      King and Feit’s exchange is characterized by concerns about the subjective feelings of richer and poorer women,
      individualizing what are in effect the outcomes of entrenched social hierarchies. Arguably, broader equity would
      first have to be established in order to ensure equity in the context of stem cell research. In the following
      conversation, we observe this tension persist, but here strict adherence to government policy and deferral to
      women’s health advocacy pressures serve as a proxy for frontal engagement with a social justice agenda. Robert
      Taylor is professor of medicine at Emory University.
    


    
      Lo: Senator Ortiz has a bill [SB 1260] to forbid that in California, you can’t compensate for lost wages in
      oocyte donation. Other members of the public have also objected to compensating lost wages. And again, this
      refers to the Pro-Choice Alliance for Responsible Research and [the] Center for Genetics and Society, among
      others. They say that we should strike lost wages as a permissible expense, and they cite that low-income women
      are less likely to be given permission by their employers, so it actually discriminates against low-income women
      who wouldn’t be eligible for compensation. And also they say that there’s a
      problem with its perverse incentive to get researchers to find low-income people [so as] to stretch their
      research budgets. . . .
    


    
      Lansing: I do believe that the woman who has less economic means will be deterred from coming in if she cannot
      recoup her lost wages, and I think that will be a problem. And I’m more concerned about that inequity than I am
      about a woman of substantial means being deterred, because she really will say, “I don’t need this money” and “I
      don’t want it.” . . . I do think in order to protect the low-income woman, we need to do something. I think I
      like what Jeff said and John said, that we basically say that, you know, we’re going to reimburse wages with a
      cap. . . . therefore somebody who is disadvantaged will not be disadvantaged in donating their eggs.
    


    
      Taylor: I don’t see the benefit of the cap. . . . I’m just kind of concerned about the political fallout of
      establishing any kind of numerical cap or floor or whatever you decide it is.
    


    
      Lansing: Well, I’m equally worried that [research institutions] will reject people whose income is too high. Do
      you know what I mean? This is sort of like an equalizer. It’s like jury duty, and I actually think that’s a model
      that serves us well.51
    


    
      We observe how the opposition between the motive to donate in the hope of achieving cures that will benefit one’s
      loved ones (which may be seen as ethically justified) and the motive to donate in order to obtain income that may
      be of more immediate benefit to those same loved ones (seen as ethically unjustified) is implicit
      throughout the deliberation. Discussants’ acceptance of this ethical distinction is overdetermined by a
      culturally salient opposition between (pure) tissue gifts and (profane) biowork. We also observe both the
      communal and the commodifying potentials of tissue donation at work in discussants’ invocation of donors as
      either selfless givers or bioworkers, even when these are not mutually exclusive.52 But in terms of these two ideal
      types, “women as selfless givers” is compatible with the agency’s need to portray research participants as “part of the creation of horizontal, equitable relationships” of
      solidarity, which everyone has the right, and even the obligation, to join in53; whereas “women as bioworkers” bespeaks the hierarchy of
      most labor/production contexts and comes dangerously close to exposing the vertical, inequitable relationships
      that characterize the larger social landscape within which stem cell research is being pioneered.
    


    
      This discord never manifests as explicit conflict in the course of deliberations about how to safely and
      equitably recruit egg suppliers. Instead, the discussion shifts to concerns about legal compliance and political
      expedience, with most everyone concerned with the public perception of the stem cell agency’s compensation
      policy. The always present possibility of being charged with not strictly adhering to prohibitions against egg
      donor compensation (as embodied in SB 1260) proves just as important as the ethical argument against differential
      compensation based on income—although, as we will see, even this concern wanes in the face of a looming “egg
      shortage.”
    


    
      Economic Class Versus Biological Race
    


    
      In the discussion that follows, members of the Standards Committee consider the importance of genetic diversity
      and whether or not this correlates with racial-ethnic diversity. As before, the role of each discussant is worth
      noting. In addition to Eggan and Lo, the discussants here were Kenneth Taymor, an attorney with the Stanford
      Program on Stem Cells in Society; Zach Hall, the former director of the National Institute of Neurological
      Disorders and Stroke, who served as the stem cell agency’s first president (2005–7); Kenneth Olden, senior
      investigator for the National Institute of Environmental Health Sciences; Geoff Lomax, senior officer for the
      Medical and Ethical Standards working group, who is trained as a public health practitioner; and Linda Giudice,
      chair of the Department of Obstetrics, Gynecology, and Reproductive Sciences at the University of California, San
      Francisco.
    


    
      Here we can get an idea of the scientific and political motivations for attracting a diverse egg donor pool. More
      importantly, we can see how scientific uncertainty about whether social categories of difference map onto scientifically efficacious distinctions for research purposes fails to deter
      discussants from proceeding under the assumption that “diverse cell lines” is always an important aim.
    


    
      Taymor: I think that where you are dealing with public relations, and to the extent that, as researchers, you
      feel that the harvesting of oocytes from a diverse population is necessary in order to effectively conduct this
      research, it would be very beneficial to the public debate that’s ongoing and likely to ensue that there be some
      evidence-based decision-making going on. . . .
    


    
      Eggan: I think it’s important to say that I don’t know of any evidence that suggests, although Ann [Kiessling,
      director of the Bedford Stem Cell Research Institute] could correct me on this, that there is a need to get
      oocytes from a racially diverse group of women. . . . We need diversity in the people that are donating their
      eggs. The commitment to diversity is the commitment to equal opportunity to participate in human subjects
      research as mandated by federal legislation. That’s the responsibility of this group, and that’s what everyone is
      trying to live up to. I think nothing more and nothing less than that.54
    


    
      This exchange between Taymor and Eggan is one of the only instances in which the need for a racially diverse egg
      donor pool was explicitly questioned, and scientific evidence for such a goal articulated as a necessary
      prerequisite to actively striving for such a goal. Some analysts have argued that without a concerted effort, the
      “differences in biological access to stem cell therapies for different ancestral/ethnic groups are likely to be
      large.”55 The use of an
      ethnoracially homogeneous sample of IVF donors, in other words, decreases the likelihood that “members of
      nonwhite ancestral/ethnic groups would be able to find matches within the stem-cell bank,” a disparity that seems
      to mirror the already well-documented disparity in organ donation in the United States and Europe.56 Even so, the evidence is lacking;
      but as we see in the following dialog, at a Standards Committee meeting five months later, not only was a
      presentation of scientific data not on the agenda, but the need for diverse
      egg suppliers was institutionally enshrined by making it a feature of the grant evaluation process.
    


    
      Hall: One of the issues [in the strategic plan] is how to assure diversity in the cell lines that we derive. And
      we, in fact, plan on having a special focus group on that issue. . . . I think we are going to take positive
      steps to make sure we are able to get the kind of diversity I think all of us believe we need going forward if
      this is to be successful as a therapy. . . .57
    


    
      Olden: Do we have a requirement in the grant application [from prospective research institutions that seek CIRM
      money] that the applicant demonstrate to the review committee or the administration of the program that they have
      in place a plan that will ensure diversity in terms of their sample selection? . . . Because I wouldn’t want to
      leave it up to an investigator unless he or she demonstrated in the application that they had a plan that would
      really ensure the inclusion of persons from low socioeconomic background. If that’s in place, then I think we can
      leave it up to the investigator to decide.
    


    
      Lo: [There is some provision for diversity in the standards on grant selection under] “fairness and diversity in
      research.” We say CIRM grantees shall comply with the California Health Research Fairness Act, California Health
      and Safety Code . . . inclusion of women and minorities in clinical research. . . . I don’t know if that
      specifically says you’ve got to demonstrate in your grant application that you have a plan to ensure adequate
      representation. . . . You have to show how you are going to achieve diversity. . . .
    


    
      Lomax: What that law says is if you do not already comply with the NIH 1993 rule on diversity, then it
      essentially mandates the development of something that’s substantially similar. So it’s pegging it to the NIH
      policy.58
    


    
      Almost exactly one year following this discussion, the Standards Committee arranged for a formal presentation of
      health- and risk-related data for egg donors for assisted reproduction
      treatments. A number of interesting rationales for recruiting different kinds of women for egg donation are
      evident in the following excerpt. The issue is obtaining data that show the effects of donation on different
      kinds of bodies, the reasoning being that a combination of socioeconomic status and biological constitution leads
      to different levels of vulnerability among women.
    


    
      Olden: What are we doing to encourage women from socioeconomic disadvantaged backgrounds [to donate]? . . . I
      guess the women who were in the study [on potential health risks to donors] were mostly upper income, upper
      middle class or higher. But because I’m thinking . . . diet, for example, may be a very important factor [in risk
      for Ovarian Hyperstimulation Syndrome]. The immune system, whether one is immune-suppressed, may be an issue.
      And I assume there are mainly Caucasian women [in the study]. Was that the case? Well, at least the low-income
      Caucasian women should be looked at, and we should do something, because I remember we spent a fair amount of
      time discussing that issue to make sure we had a full spectrum of socioeconomic class as well as race be
      included. Now, grant you, we have to develop some initiatives to encourage these populations to donate eggs, for
      example. So I think that the fact that we don’t have data on low-income Caucasians is a weakness, and we should
      do something to encourage that, it seems, because these people are likely to be malnourished, and certainly that
      may have some effect on their risk.59
    


    
      The current data drawn from high-income couples seeking fertility treatment are thought to pertain to healthy,
      white bodies, even though those seeking fertility treatment may, by definition, not be completely healthy.
      Nevertheless, it is assumed that their wealth and whiteness confer some protections against the side effects that
      can result from the hormone manipulation and surgery that egg donation entails. Poor women, who are
      disproportionately racial-ethnic minorities, are thought to have poor diets and suppressed immune systems that
      cause them to be more vulnerable to complications. In an effort to determine
      these negative effects, poor white women emerge as a viable sample to study, though they are often treated as a
      surrogate for minority women who constitute the actual target population to be recruited as donors.
    


    
      The discussion then turns to consider how these data limitations might affect the ability of physicians to
      recruit clinical trial participants. Political expediency is offered as one reason to proceed with the diversity
      mandate, as researchers are beholden to an “inclusion and difference paradigm” enshrined in the Revitalization
      Act.60 A second implied
      motivation relates to discussants’ acceptance of a paradigm of clinical practice known as “racialized
      medicine”61: In order to
      ensure that stem cell therapies are sufficiently tailored to a racially and ethnically diverse population,
      researchers must recruit a sample of tissue donors that corresponds demographically to the potential clinical
      population that will utilize stem cell therapies.
    


    
      In addition to Patricia King, Bernard Lo, and Robert Taylor, who have been previously introduced, discussants in
      this excerpt include Ted Peters, a theologian and ethicist and a professor at the Pacific Lutheran Theological
      Seminary; and Janet Rowley, a professor in the Department of Molecular Genetics and Cell Biology at the
      University of Chicago.
    


    
      King: I mean, there are lots of deficiencies [in the data on egg donation], but the one I’m most interested in is
      that what we know comes basically from upper-income women, not lower-income women and certainly not racially and
      ethnically diverse women. And I’ve been around long enough now . . . to see that when you move into the clinical
      arena on that kind of base, you never come out of it. . . . What research we have doesn’t apply to all potential
      donors. There are clinical implications of that in terms of how you got informed consent, how you try to do your
      recruiting, and why you try to do your recruiting. . . .
    


    
      Lo: Let me push a little beyond that. . . . I guess I would tie it back to what Ken Olden said, sort of wanting
      to have the pool of oocyte donors for research to some extent be representative of the population as a whole. And there are scientific reasons for wanting to do that as well. . . . If
      I’m talking to a woman of color to whom the current data on risk may not apply for a number of reasons, we’re
      trying to say it would be good to have more oocytes from people like you. On the other hand, in all honesty, we’d
      have to say all the data we know about risk is not from women like you. That strikes me as a very complex
      discussion to have, but it would be very important.
    


    
      King: That is exactly the dilemma that I see, but I think the reasons for the pool being representative are
      really critical.
    


    
      Considering the issue of informed consent once stem cell research has developed to the stage of clinical trials,
      Lo imagines a physician trying to recruit a woman of color and telling her that none of the data on potential
      risks of the research were obtained from women “like her.” Yet, unless the physician in this scenario conflates
      physical appearance and ancestry with significant genetic variation, he cannot actually know whether or not the
      available risk data apply to his patient.62
    


    
      In the following excerpt, we observe one of the only mentions of racial-ethnic minorities who are not
      presumed to be economically poor; discussants assume this population of fertility patients share donation risk
      factors with prospective minority research egg suppliers. Interestingly, discussants do not make a similar
      parallel based on economic status, such that middle-class minorities would be comparable to their middle-class
      white counterparts. This illustrates how a genetic prism of health and illness easily displaces the use of
      economic class status as a determinant of a woman’s risk for complications.
    


    
      Taylor: It would be nice to come up with some of the best practices based on the pragmatism of the most
      experienced people, maybe understanding limitations because [the data on Ovarian Hyper-stimulation Syndrome risk
      factors are] quite nonrepresentative, because typically the couples seeking donor oocytes are of a particular
      socioeconomic, ethnic sort of slice of the population, and they’re looking for donors that sort of match those
      characteristics. And I do anticipate that there are going to be significant
      differences. . . . [I]n preterm labor, for example, we know there are the TNF Alpha Promoter Polymorphisms [a
      mutation associated with susceptibility to cervical cancer] that probably predispose African American women to
      preterm labor more than Caucasian women. Those proinflammatory sort of genetic polymorphisms might well
      predispose to more inflammation and a greater risk for oocyte retrieval as well. . . . The risk of infection and
      inflammation, at least that we pick up clinically, seems to be quite low in this [IVF] population, in . . . the
      predominantly white population that’s been studied. We honestly don’t know what that’s going to translate to.
      . . . It’s a puzzling situation . . .
    


    
      Peters: Then over the long haul, the second related issue is how do social and economic and dietary and racial
      factors refine what these [egg donation] risks could be. . . . It’s up to you as a researcher, if you got CIRM
      money, to minimize the risks for these people . . .
    


    
      King: It is not the case that African Americans and other ethnic groups do not use reproductive technologies.
      They do. They tend to be high income, too. And the question is, is there any way we can catch . . . at least get
      some of the [assisted reproductive] experience [of these groups when it comes to risks and side effects] where it
      is available? I don’t think you should have any trouble [collecting this data] as long as we think about it in
      advance and select from certain regions of the country—not just for African Americans here, but for all the
      racial and ethnic minorities. There are certain places that you can go where you will find a greater impact from
      certain groups. . . .63
    


    
      Lo: It would be helpful if Geoff and staff would obtain from expert consultants best practice interim guidelines
      on how to minimize [oocyte donation] risks for minority women and other women who are not represented in the
      database of current studies by including people—by including among those consultants—people with experience with
      such populations . . .64
    


    
      Rowley: [A]nd the question is really, as you stated it, it was women who are
      egg donors who belong to minorities. And I think that the broader issue is, is there a difference in response in
      women of different ethnic groups or socioeconomic backgrounds across the board—not just egg donors, but across
      the board? If there’s general evidence that one group is more sensitive to whatever sort of treatment, this
      should be public knowledge. And what we’ve agreed is that, at least as far as we’re concerned . . . as far as an
      educated public is concerned, there isn’t information on different susceptibility or different response of women
      of different ethnic or social groups to the treatment. And this is what we want CIRM to get information
      on.65
    


    
      Central to this discussion, as in connection with Lo’s fictional clinical encounter, we find discussants
      concerned with the question of how to cultivate minority donors’ trust as a prerequisite to obtaining their
      consent to participate in clinical trials down the line. But as I argue in the following chapter, the focus on
      distrust as a psychosocial sentiment overlooks the materially embedded constitution of social relations. Appeals
      to participate in experimental research, and to supply tissue samples toward the distant goal of advancing
      regenerative medicine, must contend with the ongoing inaccessibility of basic healthcare for subordinate social
      groups. Herein lies the strength of the somewhat paradoxical notion that providing donors with a tangible
      benefit, not simply “reimbursement” for time spent, could perhaps generate greater equity than a policy of
      noncompensation.66
    


    
      Conclusion
    


    
      At a 2006 conference on the Ethical Worlds of Stem Cell Medicine, medical historian David Rothman articulated the
      central concern animating the work of feminists who advocate a reciprocal exchange between egg suppliers and
      researchers: “What do we owe each other?” This question of debt and obligation is even more crucial in the
      context of state-sponsored stem cell research, where the ethical treatment of research participants is coupled with the political rights of different demographics of women. Some,
      like Rothman, are interested in noncommercial alternatives for enacting reciprocity between egg suppliers and
      researchers. Thus, one commentator argues “that giving someone [as in a donor] some measure of control over the
      use of a cell line does not necessarily entail that they should also be given an economic interest in the cell
      line.”67 He disaggregates
      women’s relative control and agency in the egg supply exchange from a commercial model of reciprocity and instead
      situates it within a social justice framework, wherein women’s ability to temporarily commodify parts of their
      body is within their prerogative.
    


    
      The broader question about how biological lives and political lives, bios and demos, are
      implicated in participatory science brings us to the inclusion of feminist concerns about stem cell research. As
      with the bioconstitutional struggles discussed in previous chapters, we observe an ongoing tension between
      political rights and what is ethically right, and see this tension amplified by the competing feminist
      framings of compensation that understand the substance of “rights” differently. Yet despite the centrality of
      women’s bodies to this pioneering field, there is no designated “women’s advocate” on the stem cell agency board
      in the same way that seats are designated for specific disease conditions. Despite, or maybe because of, this
      lack of formal inclusion, the question of what “women’s interests” are and should be in relation to stem cell
      research continues to be highly contested and, to this point, unresolved.
    


    
      In the case of California, as I have hinted throughout this discussion, there have actually been two phases in
      the development of its egg donor compensation policy, corresponding to the two competing feminist schools of
      thought. In the first phase of setting up the agency, we saw the “institutionalization of donors’
      self-sacrifice,”68 wherein
      compensation was thought to corrupt the process. But as concerns over an egg shortage emerged as a real threat to
      the progress of stem cell research, the agency amended its strict noncompensation policy to “grandmother in”
      previously banned tissue (that is, tissue that IVF patients want to donate but whose gametes were originally paid
      for in the private sector). Under the initial regulations, even though IVF
      patients who wanted to donate their embryos to research would not be paid, the fact that one or both of the
      gametes (egg or sperm) used to produce the embryos had been paid for in the clinical context meant that these
      “leftovers” were off limits to researchers: if any part of the embryo had been paid for, then it could not be
      used in California stem cell research. Even though the original sperm and egg donors in the clinical context did
      not technically have any say over these tissues, since the embryos actually now belonged to the IVF parent(s),
      the latter could not donate them for research under the original policy.
    


    
      After three years of near consensus against compensation on the part of those implementing the
      initiative, researchers began to openly decry the scarcity of available tissue under then current regulatory
      conditions. So at a February 2008 meeting, the California agency’s new president, Alan Trounson, created an
      uproar by announcing that he wanted to reopen the debate about compensation, invoking an ethic of reciprocity in
      which researchers could obtain an adequate supply of tissue if donors received some tangible benefit in the
      exchange. The agency now entertained loosening its prohibition in the form of the aforementioned
      “grandmothering-in” policy, which allowed researchers to use embryos that were produced in the IVF context, where
      IVF patients paid for the gametes, as long as the transaction occurred before the stem cell agency’s
      noncompensation policy had been introduced. The regulatory board playfully introduced feminized nomenclature in
      place of the conventional “grandfather clause”; I employ it more seriously, to signal the disjunction between
      feminist-inspired policy discourse and the more (scientifically and economically) instrumentalist conditions that
      are actually driving the policy shift—the appropriation of feminist politics for other means.
    


    
      In contrast to California, New York made headlines in 2009 by becoming the first and only state to allow egg
      donor compensation,69 to
      the consternation of many.70 In so doing, the New York stem cell agency has undertaken a more fundamental reversal of its
      strict stance against compensation: the New York Stem Cell Science (NYSTEM) board “agreed that it is ethical and appropriate for women donating oocytes for research purposes to be compensated
      in the same manner as women who donate oocytes for reproductive purposes and for such payments to be reimbursable
      as an allowable expense under NYSTEM contracts.”71 Payments can be up to $10,000, comparable to clinical compensation, and apply only to
      egg donation solely for research, not to leftovers from the clinic.
    


    
      Almost certainly referring to the perceived shortage in California, the New York agency explains that
      “experiences in other jurisdictions indicate that lack of reasonable compensation to women who donate their
      oocytes to stem cell research has created a significant impediment to such donation, limiting the progress of
      stem cell research.”72 The
      primary reasoning used in New York was that the distinction between egg donation for the purpose of assisted
      reproduction in the private sector and donation for stem cell research in the public sector was arbitrary and
      unfounded, since both entailed the same set of risks—and that stem cell research arguably had the potential to
      have a greater positive impact on society.73
    


    
      The implications of the California stem cell agency’s first tightening and then loosening restrictions on egg
      donation without undertaking as thoroughgoing a reversal as New York are twofold. First, it reveals how the
      liberal notion of the individual rights-bearing woman can be used in advocacy and in institutional
      decision-making to both support and oppose compensation. When concerns about a shortage grow, the
      grandmother clause allows eggs to come in “through the backdoor” of the stem cell lab74; gametes that were bought, sold, and stored prior
      to the compensation restrictions are now available to researchers.75 Publicly funded scientists can benefit from excesses in the
      private tissue market, with its purportedly overstocked freezers, without making fundamental changes to the logic
      of exchange in the public domain, where donors continue to be the only part of the scientific production chain
      that go without compensation.
    


    
      A second, more insidious implication of the tightening and subsequent loosening of restrictions relates to the
      stratification and racialization of egg donors—which as we observed was an initial concern in the agency’s
      deliberations. Poor women and women of color were invoked by agency directors
      and board members as people who needed to be protected as vulnerable subjects that might be unduly coerced by
      compensation packages but who simultaneously needed to be given an opportunity to donate, for a variety of
      reasons. The former president of the agency, for example, explained that “assuring diversity in the cell lines”
      was a prerequisite to success in developing therapies that would be efficacious for a diverse
      population.76
    


    
      In contrast to this initial preoccupation, however, the issue of diversity is strikingly absent in the agency’s
      current attempt to address the looming egg shortage. There has been no deliberative focus or public comment forum
      about how socially subordinated women stand to lose or gain as a result of this policy shift. In short, we
      observe the fickleness of a “people’s science” in which feminized rhetoric (the Grandmother Clause) supplants
      thoroughgoing deliberation regarding the multiple and conflicting ways in which stem cell research impacts
      socially stratified women. Instead, the needs of stem cell researchers appear to trump the concerns of both of
      the two feminist camps under consideration.
    


    
      The result is a complex set of institutional demands that first sought to both protect and strategically
      include a racially and ethnically diverse sample of egg donors, but which now seeks to give researchers access to
      a private surplus—a policy shift that implicitly offers “vulnerable women” full protection (via exclusion) but
      also no benefit. Here the ethic of protection conceals an underanalyzed effect of the grandmother clause: if IVF
      leftovers make up the bulk of the embryos used in stem cell research, then ethnoracial minority women are likely
      (owing to the racial homogeneity of IVF donors) to receive limited benefit from a “people’s science” if and when
      stem cell therapies are produced. In other words, the “politics of inclusion” ebbs and flows depending on the
      relative abundance of the tissue market.
    

  


  
    
      CHAPTER FOUR
    


    
      RACE FOR CURES
    


    
      Why am I in such demand as a research subject when no one wants me as a patient?
    


    
      —Sonny Dixon1
    


    
      Unless we do outreach to show that these people [sickle cell patients] have been counseled and educated and had
      access to scientific information to preserve their lives . . . we’re going to prejudice the minority population,
      in the first area of stem cell research they see which might have potential application to them, against
      participation.
    


    
      —Robert Klein, former California Institute for Regenerative Medicine chairperson2
    


    
      UNLIKE MORALLY CONTROVERSIAL STEM CELLS derived from human embryos, “adult” stem cells are
      derived from the specific tissue in the body that they help maintain and repair. Hematopoietic stem cells, for
      example, are highly concentrated in umbilical cord blood, making cord blood a prime renewable source for
      remedying blood-based ailments. Sickle cell disease, which predominantly affects African Americans in the United
      States, is one of the few illnesses for which there currently exist hematopoietic stem cell treatments for tissue
      regeneration; as such it offers a window into an expanded terrain of stem cell politics characterized by
      racial/ethnic and class inequality. Here we find a paradox between ethnoracial inclusion in stem cell research
      and the lack of quality health-care—too often resulting in preventable, premature death—experienced by many
      African Americans and increasingly a wider swathe of people in the United States.3
    


    
      In the case of sickle cell disease and its intersection with stem cell
      research, we observe not only the limits of conventional bioethics as a means to grapple with how entrenched
      social inequality shapes people’s experience of novel treatments, but also the limits of a strictly biological
      understanding of illness. After all, if the experience of those affected by an inherited single-gene disorder
      such as sickle cell disease is still very much mediated, aggravated, or ameliorated by intervening socioeconomic
      factors, then surely less genetically specified illnesses are equally if not more disposed to ultimately
      socioeconomic influence.
    


    
      When I began fieldwork at the Garvey Research Complex4 in early 2005, researchers were utilizing a federal grant to
      collect and store cord blood units from families across the country to use in stem cell transplantation. Even
      though Garvey serves a large population of patients who were potentially eligible for a transplant, researchers
      expressed frustration at the low enrollment rates, especially among the predominantly African American sickle
      cell population. While they enrolled families affected by leukemia and other rare disorders, their primary target
      was families with a child diagnosed with a hemoglobinopathy, an inherited single-gene disorder in which there is
      abnormal production (for example, beta thalassemia) or structure (resulting, for example, in sickle cell disease)
      of the hemoglobin molecule. The sickle cell disease priority explains why the program could draw on the federal
      grant to fully subsidize the stem cell transplant procedure for hemoglobinopathy patients but did not typically
      offer the same to enrollees with other illnesses.
    


    
      After identifying eligible families (that is, those expecting the birth of an unaffected child),
      caseworkers walked parents through the collection of umbilical cord blood, which would then be cryopreserved and
      released for use in a transplant to the affected older sibling, with the understanding that the odds for a good
      match are much better with sibling donors than with unrelated donors. By 2007, the program had managed to collect
      approximately two thousand units of cord blood, five hundred of which were from sickle cell patient families.
      However, of those siblings who were well matched, only 6 percent of sickle cell patients ever underwent the
      transplant. Compare this with the 60 percent of eligible beta
      thalassemia families that consented to the transplant—and who, as it happens, were of predominantly Asian
      descent—and the ethnoracial contours of this novel treatment start to come into focus.
    


    
      From the perspective of many proponents of the procedure, African American patients are “underutilizing” stem
      cell transplantation. Typical explanations for African American resistance to such experimental medical
      treatments range from psychological disposition (for example, distrust) to the structural marginalization of
      African Americans (for example, lack of access to health insurance); yet, these are insufficient explanations. By
      attending to the relationship between disposition and socioeconomic position,5 we see that distrust is socially produced in the
      everyday experiences of patient families in and outside of the clinic.
    


    
      For stem cell transplant enthusiasts, African Americans’ underutilization of stem cell treatment is especially
      difficult to grasp, because the 85 percent event-free (that is, with minimal complications) survival rate is
      considered exceptionally good for a relatively new treatment. The ways in which stem cell program staff account
      for patient family decision-making are an extension of the differential ethnoracial dynamics they encounter in
      more routine clinical encounters. To illustrate, consider how Garvey’s lead caseworker explained the differential
      transplantation rates among African Americans and Asians:
    


    
      “Although it’s rather crude, sickle cell patients act like they don’t have any control over what
      happens—fatalistic—and it may be that they don’t trust medicine and science. But then thalassemia patients are so
      controlling. They have a completely different perspective on medicine and science. They absolutely trust
      it.”6 Here the caseworker
      invokes popular, racialized notions about science-philia among Asian Americans as contrasted with science-phobia
      among African Americans—suggesting possible cultural differences among these patient populations to explain the
      disparity in transplantation rates. This and similar deployments of supposed cultural differences have a long
      history within social scientific literature. Arising most influentially within the “culture of poverty”
      framework, the focus on the “learned helplessness” of subordinated groups7 leads well-intentioned scholars to exhort health providers
      to “promptly identify fatalistic persons”8 as the primary locus of intervention in order to increase
      medical compliance. But not only does this focus, in my judgment, obscure the relative trustworthiness of medical
      institutions; the focus on fatalism leads analysts to misidentify rejection of biomedical treatments as a lack of
      agency writ large.
    


    
      Challenging such cultural generalizations, a number of scholars have examined why and under what conditions
      African American patients trust or distrust medical professionals9; these academics are exploring links between patients’ distrust
      and their unwillingness to participate in biomedical research,10 drawing on a small but growing body of research that draws
      attention to the experiences of sickle cell patients specifically.11 In the majority of this work, medical distrust is
      operationalized as a set of individually held views—about physicians, medications, specific procedures, and
      protocols—that are in turn typically measured using survey methods.12 While this usefully serves to move us away from the cultural
      generalizations of an earlier era and provides important insights into how differential levels of trust among
      individuals may impact service provision and health outcomes (potentially deidentifying distrust as specifically
      a black problem), the focus on individual attitudes does not adequately account for the social production of
      distrust among U.S. ethnoracial groups. Partly because the thrust of this growing literature aims to hone
      informed-consent protocols so as to increase human subject participation among “hard-to-reach” populations;
      create standing trust relationships13 far in advance of recruitment efforts14; and ultimately reduce patient “noncompliance” by improving
      doctor-patient relationships, this research obscures some of the specifically social processes that
      reproduce estrangement among many patients.
    


    
      As one young African American man, Sonny Dixon, expressed it, “Why am I in such demand as a research subject when
      no one wants me as a patient?”15 On the basis of such comments, I suggest that when routine quality of care is lacking, when
      healthcare and research are conflated, and when patients feel unprioritized medically, resistance toward the
      experimental enterprise is a reasonable response. Sonny’s query, I contend, leads us into the broader context of
      medical decision-making that sickle cell patients inhabit, drawing us closer
      to the contested processes of biomedical recruitment and experimentation, compelling us to contextualize this
      basic expression of ambivalence and resistance. By reorienting the conventional approach to studying African
      Americans’ “unwillingness to participate” in experimental treatment, then, I draw our attention to the processes
      that organize people’s experiences as both objects and agents of medical treatment. In so doing, we are
      confronted not only with the multiple uncertainties within which scientific and medical decision-making take
      place,16 but also with the
      ways in which Sonny’s query extends beyond a biomedical purgatory, a limbo void of reason or action. Rather, as
      the cases below illustrate, ambivalence toward the promise and risk of novel treatment gives rise to forms of
      agency and resistance that defy the narrow decision-making frames (for example, to undergo a transplant or not)
      posited by transplant proponents. We are dealing instead with something we might call “ambivalence in action.”
      That is, people’s dispositions arise out of everyday experiences, and hence are mutable and sometimes
      contradictory rather than reflecting stable, self-contained beliefs about medicine and medical providers. In
      addition, caregivers (such as parents) are shown to enact nonmedical modes of treatment and care to counter the
      growing biomedicalization and uncertainty of everyday life with more durable care regimes that seek to prevent
      and treat the onset of sickle cell–related pain.
    


    
      To be clear, the narratives that follow are not presented to prove one or another hypothesis about why African
      American patient families may be reluctant to use stem cell treatments, but rather to take an opportunity to
      examine what we’re calling ambivalence in action. The intent is to leave the terrain unsettled: to show that the
      ambivalence toward experimental medicine emerges as socially “situated knowledge”17 that can be both incomplete and true.18 Such socially enacted ambivalence
      accounts for the ways in which people’s decisions to undergo or decline participation in novel treatments reflect
      incisive determinations about, for example, how much one is cared for versus how much one is being used to
      advance institutional agendas. In that way, we are not seeking at this point
      to predict outcomes but rather to provide a way to conceptualize the connections between shared sentiments and
      everyday behavior.
    


    
      Following an important shift in scholarship on sickle cell disease initiated by sociologist Simon Dyson and
      colleagues, I find that the relatively low sickle cell transplant rate, understood more accurately as ambivalence
      in action, is fueled by three processes: (1) the therapeutic uncertainties of both novel and more mundane
      treatment regimes, (2) the institutionalized conflation of healthcare and research, and (3) political struggles
      in which sickle cell patients were symbolically, but not structurally included in medical investment decisions. I
      suggest that together, these three aspects of sickle cell patient care give rise to an ambivalent response to
      stem cell recruitment in which caregivers are justifiably resistant to this latest biomedical cure even as they
      hold out hope for more robust forms of institutionalized care, and even cure.
    


    
      Therapeutic Uncertainties
    


    
      Of the parents I interviewed of sickle cell and thalassemia patients who were enrolled in the Garvey cord blood
      bank and were eligible for a transplant, the large majority of sickle cell families declined the
      procedure—whereas over half of beta thalassemia families underwent it. Among the reasons that caregivers
      repeatedly gave for declining a transplant were that they did not want to use a less established (that is,
      experimental) procedure for their children, and that they did not perceive that the potential benefits outweighed
      the known risks.19
    


    
      To illustrate one caregiver’s response to what I would call this “therapeutic uncertainty,” I examined the case
      of the Harts, a family who had been utilizing Garvey’s services for the previous fifteen years and had developed
      a keen sense of the various facets of patient care. At the time of my fieldwork, fifty-five-year-old grandmother
      Sethe Hart was the primary caregiver of fifteen-year-old Destiny Hart. Shadowing the head physician, Dr. Tate
      Wright, into the hospital room, I found Destiny being checked by a pulmonary specialist, who went on to tell Ms.
      Hart that Destiny’s breathing was a bit abnormal and that she wanted to test whether Destiny would benefit from
      an inhaler. Hearing that, Sethe Hart proceeded to ask the specialist a battery
      of questions, closing with, “Why would you give steroids [in the inhaler] to a child?” Lest Ms. Hart’s query be
      seen as misguided skepticism, we should note that this exchange came on the heels of FDA safety warnings about
      the possible side effects of using the very inhaler brand under discussion.20 Even so, after further explanation by the specialist, a
      compromise seemed to emerge: Destiny would use the inhaler every day for a month, and then come back in to see
      whether it had helped or not.
    


    
      What I learned a week later, however, when visiting the Harts in their home, was that they had other plans
      altogether. Turning to the inhaler issue during our interview, Sethe Hart explained,
    


    
      Speaking of asthma, we’re challenging the test that we’re supposed to be in right now. We’re not taking that
      stuff. We’re walking [that is, exercising]. So when we go back in a month, they’re gonna say, “Oh! It’s the
      results.” Check this out. We fixing to make a fool out of them. We’re gonna walk every day, build up that
      breathing, whatever it is they’re looking for with them lines on that machine, and we just gonna make a fool out
      of them. Don’t believe everything you hear from man, ’cause if you do you’ll be in bad shape, ’cause there’re
      side effects to everything, there’re side effects to all medications.21
    


    
      We should note that Ms. Hart expresses concerns about a generalized risk that she attributes to all medications,
      not just those deemed “experimental” by health providers. This proves to be especially critical for those
      caregivers whose child has experienced relatively mild symptoms up to that point. Ms. Hart also predicts that
      Destiny’s improved breathing will be falsely attributed by the pulmonary specialist to the inhaler. Though they
      do not intend to use the prescribed medicine, she advances the claim that a nonmedical method—taking walks to
      improve lung capacity—is a superior treatment to the inhaler medication. Recalling anthropologist Ian Whitmarsh’s
      “potential asthmatics” who were prescribed medicines as part of the diagnostic process, Ms. Hart is skeptical
      toward what she perceives to be a tendency to overprescribe medications.22
      Whitmarsh’s respondents described pharmacists taking the printed insert explaining serious side effects out of
      medication containers before giving them to caregivers, “suggestive of a dangerous secrecy”23 to induce compliance; similarly,
      several of sociologist Shirley Hill’s sickle cell mothers expressed concerns about the administration of
      penicillin. One of these respondents, who knew that a particular study sought younger children, “refused to
      participate in the penicillin program by means of waiting until her daughter was technically too old to be part
      of the study”:
    


    
      I didn’t want them testing her to see if penicillin would help new sickle cell children under the age of five.
      They had no long-range test of that. And penicillin could block the immune system. What would she do later on
      when she got older. . . . what happens to your child later on when she can’t function because she needs
      penicillin? . . . I’m sorry, I know you need these experiments and stuff, but this is not the part that we choose
      to participate in for sickle cell.24
    


    
      Like many caregivers navigating the risks and benefits of agreeing to experimental treatments within the context
      of their long-term care work, this respondent is not willing to take on the burden of unknown future
      complications. For some hematologists and their patients, the curative potential of stem cell transplants is not
      easily outweighed by the 5 percent mortality rate and the potential for serious complications—including, in this
      case, life-threatening infections, sterility, and chronic host-versus-graft disease, in which the patient’s
      immune system attacks the foreign tissue (a risk minimized but not completely eliminated with close sibling
      matches). Whereas the vast majority of thalassemia patient families who are considering whether to undergo the
      procedure are faced with the prospect of a lifetime of monthly blood transfusions and attendant complications
      without the transplant, the wide spectrum in sickle cell severity25 makes the decision whether to accept the risks of the procedure
      a much greater medical gamble for sickle cell families: not only is the transplant outcome unknown, but a
      patient’s disease progression if she does not undergo a transplant is also unknown. Some experience relatively mild symptoms, with periodic pain crises that families learn to
      manage, whereas others experience strokes when they are as young as five and require hip replacements by the age
      of fifteen. The mere diagnosis of sickle cell disease does little to inform parents about where their child might
      fall on this spectrum, and so willingness to try a high-risk cure is often outweighed by the hope that one’s
      child will be one of the lucky ones with mild symptoms. This personal risk calculus, however, is not sufficient
      for understanding why sickle cell patients are not undergoing stem cell transplants.
    


    
      Similarly, I observed Ms. Hart’s “ambivalence in action” when confronted with the experimental protocols
      routinely proposed to her at Garvey:
    


    
      Ever since Destiny was born, they have always tried to get me to OK tests, you know, with different medicines.
      Every time we come to an appointment they want to introduce me and Destiny into a study, and I tell them “No!”
      every time. Don’t even waste your time! ’Cause I don’t want them. . . .
    


    
      When Destiny was young . . . they wanted to do a study to see if she was going to have a heart attack! They were
      going to inject stuff, give her medicines, and once we leave the hospital, I’m the one who has to give her all
      the medicines and stuff. And I said, “No way! I’m not gonna do that,” because she was still young, and her body
      was pure, and clean. But the only thing that she had inside her body that was a little defect was the sickle
      cell, so why go throw something else in the body to be tested, and the body’s still pure, clean. . . . This is a
      little, brand-new body. Don’t try to test a brand-new something.
    


    
      What I’ve seen with the other patients, the other children, is that because they’ve done their tests, [their]
      blood looks funny, [they have] hair loss, they’re traumatized. Those kids are a mess. And I believe putting all
      of those fluids and testing those kids, and the parents have allowed those doctors to do it, . . . is a large
      contribution to why our kids, our sickle cell kids, are still sick.26
    


    
      Sethe Hart’s sabotage of Destiny’s prescribed treatment, then, and her
      rejection of Destiny’s participation in medical studies, grows out of her own experience as a caretaker and
      observer of other children’s run-down conditions, which she attributes to their participation in clinical
      procedures of uncertain therapeutic efficacy.
    


    
      When I questioned Ms. Hart about the conflict between her frustration with both routine and experimental
      treatments and her relative support for stem cell research, she answered that while she thinks it’s fine for
      taxpayer money to be used for research that may cure sickle cell disease, she doesn’t believe they will ever find
      a cure, because scientists don’t acknowledge the ultimate spiritual source of cures; by seeing themselves as the
      source of cures, researchers sabotage their own success. Here, Ms. Hart appears to finger scientists as the
      biomedical saboteurs, pointing to their lack of confidence in spiritual intervention and not her own lack of
      confidence in experimental protocols as the reason why stem cell treatments may not succeed. What might be
      regarded as her “distrust” toward medical studies, in other words, could be understood otherwise: as her trust
      in something other than an experimental method. And lest her religiosity appear misguided or even
      dangerous, consider the growing body of epidemiological findings that show a “protective religious effect on both
      morbidity and mortality,” especially for African Americans,27 and most notably among sickle cell patients.28
    


    
      Sethe Hart’s assessment supports findings from other studies on African American mothers’ management of sickle
      cell disease wherein they draw upon situated knowledge to guide their caregiving practices. Most of their
      attention is directed towards reducing the frequency and severity of pain crises by carefully monitoring
      medications, diet, physical activity, and the emotional well-being of their children: “Mothers do not simply
      follow medical advice; they also learn from experience. Their care strategies are often tailor-made, based on
      experiences with their own children.”29 These findings suggest a surplus of experiential knowledge that directs caregiving practices
      and shapes health outcomes. For example, many parents point to a correlation between stress and pain crises, such
      that they make an effort to reduce stress-inducing encounters (for example,
      intervening in sibling arguments or withdrawing their child from a hostile school environment).30 One mother insisted, “A headache
      can trigger a crisis because it’s stress. Stress kicks off sickle cell. Arguments kick off sickle cell. The pain
      doesn’t just start naturally. Something triggers it off.”31
    


    
      This mother’s understanding about the interaction between environment and biology echoes Sethe Hart’s concerns
      about asthma medications; both resist the dominant framing of sickle cell disease and biomedicine as always and
      everywhere painful or beneficial, respectively. For Ms. Hart, that ordinary physical activity like walking is
      “more natural” than the inhaler means it is a superior method of addressing Destiny’s breathing irregularities.
      Not only may the inhaler lead to side effects, but it also involves greater biomedical dependency, which may be
      understood in terms of time and money insofar as she and Destiny must repeatedly travel to and from the clinic,
      must wait to be seen each time, and may possibly have to pay a portion of the medication costs. Thus, what is
      “natural” about exercise can be understood as not only avoiding a medication that may or may not work but also
      avoiding the expenditure of money and time required to come back to the clinic. Exercise, by contrast, is seen as
      an activity they would integrate into their ordinary day: a time set aside that grandmother and granddaughter
      would enjoy spending together, thereby enhancing one another’s well-being.
    


    
      Likewise, sociologist Shirley Hill’s respondent describes how stress induces pain crises, and considers a “purely
      biological” explanation inferior to one that takes into consideration “triggers” of pain aside from red blood
      cells. For her, a biologically determined framing undercuts her own ability to manage her daughter’s condition,
      while for Ms. Hart an appeal to a “natural” treatment enhances her agency vis-à-vis biomedicine.32 Most important for this discussion
      is that caretakers are shown to enact caregiving strategies with or against a “natural” idiom of illness by
      questioning the inevitability of sickle cell pain and biomedical balm,33 responding to the broader context of therapeutic uncertainty.
      But even noting caregivers’ personal agency, we observe a similar “ambivalence in action” in both narratives that is directed toward biomedical authority and, I argue, cannot be
      explained only with reference to their children’s precarious disease progression or the unknown outcome of
      experimental treatments.
    


    
      Conflating Healthcare and Research
    


    
      Ambivalence toward experimental treatments is also produced by the institutionalized tension between healthcare
      and health research. These often give rise to competing agendas that become conflated in the kinds of medical
      institutions in which the majority of African Americans must seek healthcare,34 wherein not even the fundamentals of healthcare are
      available. One father of four articulates this best: “There’s an old proverb that [says] when your house is on
      fire, you don’t worry about broken windows. In a lot of communities where sickle cell is present, they’re
      struggling. People are very poor and they have a lot of problems, so they don’t look at this particular problem
      as being one that’s overwhelming in relation to other problems that they have.”35 The words of this caregiver bring us back to the social
      dissonance produced by an overinvestment in experimental research when basic-quality access to healthcare is hard
      to come by for many people living in a country without comprehensive national healthcare. For many of my
      respondents, focusing on the 6 percent sickle cell versus 60 percent thalassemia transplant disparity at Garvey
      is comparable to sweeping up broken glass while the more pressing flames in their lives are left to wreak havoc.
      Research administrators and proponents of novel scientific initiatives alike would do well to heed this father’s
      structural metaphor to the extent that it forces us to pay attention to the social processes that spawn
      ambivalence toward novel treatments.
    


    
      The depictions of sickle cell patients as either excessively stoic or chronically drug-seeking are both
      racialized depictions that together form the collective experience of this patient community.36 As anthropologist Carolyn Rouse
      explains, “When sickle cell patients enter the emergency room asking for strong opioids, the overwhelming
      response by physicians is to view them as drug-seeking and difficult to manage both medically and socially. This perception is so pervasive that many hospitals try to dissuade
      sickle cell patients from seeking care in their facilities and refuse to establish affiliated sickle cell
      clinics.”37 Together, the
      relative invisibility of pain and the difficulty in establishing a standard of care have led to neglect and
      mistreatment for many patients,38 as in the following description by Roxanne:
    


    
      Most recently—not here, at another hospital—I went through the emergency room, and there were people coming in
      with scrapes on their knee and nosebleeds and things like that. And they would go right in. I waited there for
      eight hours in an emergency room waiting to get treated when everyone else just walked in and out. The doctors
      didn’t know much about sickle cell; they were really insensitive and rude and kind of just brushing me off. [The
      doctor] said some mean things, too. I didn’t get treated for another eight hours. It’s really difficult
      sometimes. I don’t even like to talk about it [crying].39
    


    
      Roxanne’s and other patients’ experience of basic healthcare is a crucial element in the collective ambivalence
      we have encountered towards stem cell transplants. In at least one hospital at which I triangulate my
      observations at Garvey, nursing staff have developed a “behavior contract” to curb what they experience as
      disruptive behavior on the part of some patients: “a zero tolerance policy with regard to
      abusive/threatening/intimidating behavior. Failure to comply with the following rules will result in your
      immediate discharge from the hospital and/or the intervention of law enforcement personnel.”40 A white nurse in this teaching
      hospital intimated that while the contract itself does not specifically name sickle cell patients as the target
      population, her experience is that the contract was developed for and is selectively applied to such patients.
      The exceptional penalization of black patients described here is a pronounced feature of African Americans’
      experiences, not only in the case of sickle cell care but in many other medical encounters as well.41
    


    
      Sickle cell families’ decision-making is shaped not only by an assessment of the relative efficacy of a novel
      procedure vis-à-vis the relative severity of a particular patient’s condition
      but by the broader politics of access to quality health services. When families experience a disproportionate
      emphasis on their value to research and much less attention paid to their everyday healthcare needs, skepticism
      toward research solicitations appears justified. But as a result, appeals to participate in experimental
      procedures are all too often presented as altruistic gestures in the name of cutting-edge healthcare, where
      “cutting-edge” can be understood as a euphemism for risk and uncertainty as much as it may point to possibilities
      of remarkable cures.42
    


    
      Consider, for example, that while Garvey’s transplant program is “public” in the sense of being subsidized by
      federal and state grants, the cord blood units collected through the program are not publicly available. While
      only families who bank a unit have access to their own unit, the units are available for scientific research once
      a family no longer needs it (because the ill child either dies or gets a successful bone marrow transplant, or
      the five-year storage life of the unit draws to a close). Nancy Somers, the lead caseworker at the transplant
      program, explains:
    


    
      NS: Well, that’s a huge challenge for the program. There’s all this blood that we can’t throw away.
    


    
      RB: So what’s done with all the blood that the families aren’t going to use?
    


    
      NS: For the affected blood, we used to get lots of requests from scientists who wanted to use it for research.
    


    
      RB: And you all can do that?
    


    
      NS: Families have the option of donating it for research once they don’t need it. There’s a checkbox on the
      informed consent form when they enroll.
    


    
      RB: And how many enrollees actually do that?
    


    
      NS: About 20 to 25 percent check “No,” that their collections can’t be used.
    


    
      RB: Oh, so the majority don’t mind?
    


    
      NS: Yeah, they figure that if their family isn’t going to use it, the blood may as well be put to use to help
      someone.43
    


    
      Somers’s account corresponds in part to the high levels of public support in
      the United States for innovative research programs that promise to improve the health of the citizenry (for
      example, the passing of the California initiative), with strong precedents in the U.S. culture of blood and organ
      donation.44 From the
      perspective of racialized groups who have routinely been excluded from or stereotypically derided by mainstream
      American institutions, however, the Garvey arrangement may very well be understood as a case of purported
      altruism masking research interests. The same medical institution offering free stem cell banking through
      government funding makes its unused cord blood available to researchers—a dynamic that is aided by the extremely
      low rates of blood usage by the families themselves. Consider an excerpt from an outgoing letter addressed to
      each enrolled family’s health provider that seeks to recruit the most well-matched patient-sibling duos to take
      part in transplantation:
    


    
      Recently, we confirmed that a cryo-preserved HLA-identical [histocompatible] sibling donor cord blood unit
      collected for your patient, [name inserted here], who has sickle cell disease, has characteristics that we
      believe makes it suitable for transplantation. Thus, we are writing to inform you about our prospective,
      government-supported umbilical cord blood transplantation study entitled [name inserted here], for which your
      patient may be eligible. . . . We hope that you will consider enrolling this patient in this clinical trial.
    


    
      This correspondence is one of the few instances in which the experimental nature of the transplant “study” is
      plainly expressed, albeit still within the framework of biomedical outreach to a hard-to-reach population.
    


    
      This window into stem cell recruitment raises a question about the superiority of “public” stem cell banking as
      touted by its proponents, emphasizing as they do the greater possibility for reducing disparities in access to
      biotechnological therapies when blood containing stem cells is publicly maintained.45 But this ignores the cost to particular
      publics of being so available to research solicitations such as the one above. This cost is incurred because of
      the purposeful conflation of research and treatment, especially when the rate
      of successful transplantation is perceived as “low” and the procedure is therefore deemed “risky.” Under such
      conditions, the already fragile relationship between many African Americans and medical institutions may corrode
      further. By contrast, when the transplant success rate is perceived as relatively high, researchers may
      justifiably gloss the experimental nature of the process, leaving them open to backlash if and when serious
      posttransplant complications arise.
    


    
      Political Contests over Medical Investment
    


    
      As early as the 1950s, sickle cell disease had become “a new source of income, a commodity in a growing [medical]
      service sector.”46 Research
      on sickle cell was characterized by an influx of philanthropic and government funds, so much so that experts in
      molecular biology, clinical specialists in hematology, patients’ rights advocates who sought recognition for this
      “orphan” disease, and politicians who were determined to lobby for grants on behalf of their African American
      constituencies all clamored to increase the visibility of sickle cell. At the same time, however, reflecting
      changing economic and social relations on the national scene, sickle cell disease’s newfound celebrity also met
      with a backlash by those who “simply resented the fact that political pressure from African Americans and liberal
      politicians had influenced the direction of National Institutes of Health (NIH) research dollars.”47
    


    
      In the clinical context, a succession of therapeutic “breakthroughs” were celebrated, then disparaged as serious
      side effects came to light. Bone marrow transplantation (BMT) was the immediate precursor to the cord blood
      transplantation procedure considered here, and in many cases it is still used in conjunction with cord blood to
      minimize immune rejection or to supplant low stem cell counts in the cord blood. Beginning in 1984, BMT was
      lauded in the New York Times as a “life-saving therapy,” even though, it was acknowledged, it was “fatal
      about 30 percent of the time.”48 One of the main factors preventing people from undergoing BMT, however, is the requirement
      that they obtain a donor with matching bone marrow, and it is precisely this barrier that sibling cord blood
      collection and transplants aim to get around, since finding an HLA match
      between siblings is significantly more likely than if one is seeking an unrelated donor. Many of the contentious
      issues revolving around bone marrow transplantation—“the question of what physicians owed to their patients, what
      risks and choices ought to be offered to them, and whether BMT should be understood as an ‘experiment’ or as an
      ‘innovative therapy’”49—have also been raised in connection with stem cell transplantation, and there is a very wide
      spectrum in people’s responses, in large part shaped by racial and class politics similar to those encountered in
      previous examinations of treatment hope and hype.
    


    
      Against this historical backdrop, it is useful to consider that sickle cell disease is facilitating the emergence
      of stem cell research as the latest iteration of profitable and promise-filled science.50 The California Stem Cell Initiative is the
      largest single government investment in the new field to date, and it includes the building of an entirely new
      research infrastructure (comprising facilities, training, grant competitions, and the like) to support the
      research investment. But the public benefits of this taxpayer-funded initiative continue to be called into
      question,51 reinforcing the
      imperative to appear responsive to the state’s diverse constituency.
    


    
      Proposition 71 reveals that the initiative was infused with populist appeal precisely by adducing sickle cell
      disease as the paradigmatic neglected disease of a potentially underserved public (African Americans). In 2004,
      when California voters decided whether to invest $3 billion in the Stem Cell Research and Cures Initiative (Prop.
      71), both the Yes and No on 71 campaigns made their case with reference to whether the initiative would benefit
      the African American sickle cell community, for whom adult stem cell transplants were already underway—thereby
      presumably demonstrating the public benefits of the new therapy. In this way, the sickle cell controversy has
      elicited considerable political dexterity, as advocates on multiple sides of the debate have drawn upon its
      racial implications to make competing claims about the initiative’s benefits or harms. Consider the official
      ballot summary produced by the California Attorney General’s office, in which the main point of contention is
      presented as corporate economic (biotech) interests vis-à-vis the will of the
      people. In the “No on 71” summary, under the heading “Bad Medicine,” the sole example provided to support the
      claim that Prop. 71 amounts to corporate fraud refers to adult stem cell transplantation that uses cord blood to
      treat sickle cell disease. Among the signatories, oncologist and bioethicist H. Rex Greene expresses his disdain
      for Prop. 71 in these terms:
    


    
      The big question is we live in a community, and the community has to make difficult judgments about how to spend
      its resources, and if we’re actually gonna take resources away from sick people who happen to be poor, who happen
      to be African American or Hispanic, in the hopes of curing something twenty years after they’re dead, that kind
      of discussion belongs in the legislature, where interests are fairly heard and competing interests have a chance
      to make their case. What instead has happened, and this by clear intent of the proponents of this initiative, [is
      that] they went the initiative route because this is the best way to bedazzle and befuddle the public, and they
      have stayed on message throughout. And they have fooled a lot of really reputable organizations.52
    


    
      Greene—unlike other signatories, whose main concern is fiscal conservatism—identifies himself as a “progressive”
      who opposes Prop. 71 in the name of “voiceless” racial-ethnic minorities and poor people, who he contends will
      not be served by this state investment. Though he does not name them explicitly, surely Greene would count the
      Sickle Cell Disease Foundation among those organizations taken in by the promise of therapeutic gold, made all
      the more troubling by the omission of sickle cell disease representatives from the stem cell agency’s governing
      board.
    


    
      In the “Yes on 71” official rebuttal statement, supporters are quick to clarify that the initiative does in fact
      fund adult and cord blood stem cell research (including that which is used to treat sickle cell disease). This
      effort to align the “Yes on 71” campaign with the state’s diverse racial-ethnic public was vital, because at the
      time the state’s liberal base was beginning to publicly express nervousness about whether the initiative was an
      elitist endeavor fueled by biotech companies at the expense of women and
      people of color.53 While
      this science “for the people” framing proved successful in the end, the point here is that both proponents and
      opponents invoked sickle cell as a political proxy that implicitly drew marginalized publics into the debate, if
      only rhetorically.
    


    
      As we have noted above, among the patient advocacy organizations that signed on to the “Yes on 71” campaign, the
      Sickle Cell Disease Foundation was one of only two that were not subsequently represented among the disease
      advocacy seats on the stem cell agency’s governing board.54 The rhetorical inclusion and administrative
      exclusion of sickle cell disease fuels ambivalence among those affected by an illness that was
      relatively prominent in the stem cell initiative campaign. This disjunction in turn has material consequences
      with respect to the agency’s allocation of research grants, which may in fact prove a liability for the
      initiative and may provide a reason to rethink the parameters of public participation in future endeavors.
    


    
      In the first round of grant allocation, the new stem cell agency awarded over $50 million to research programs
      across the state but failed to fund a proposal by the only institution primarily serving sickle cell patients. In
      response, the director of this institution rallied racial justice advocates to undertake a letter-writing
      campaign to the agency. One of the most important of these letters was from the Green-lining Institute, a
      “multi-ethnic public policy think tank,” that at one point asserted that the state stem cell agency must be held
      accountable for providing benefits to its diverse ethnoracial public in the form of work contracts and cures for
      ailments that disproportionately affect people of color. One Greenlining spokesperson expressed the
      organization’s “disappoint[ment] that the application submitted by [the sickle cell–serving institute] was not
      approved. . . . As advocates for minority health and the elimination of health disparities, we do not believe
      that the working group appreciated that a proportion of CIRM funds provided by the vote of citizens of this State
      should be used to support programs that address the needs of underserved communities.”55 As with the other appeal letters, this one
      specifically linked investment in sickle cell disease with a commitment to the principles of diversity, justice, and inclusion. But the stem cell agency proved unresponsive to these
      political appeals that focused on health “rights” as being of “collective benefit” for subordinated ethnoracial
      communities. Rather, Proposition 71 had explicitly codified individual stem cell scientists’ “right to
      research”56 but did not at
      the same time institutionalize a corresponding right on the part of social collectives (like the sickle cell
      community) to shape the direction or access the fruits of this state investment through a process of
      power-sharing across a wide social spectrum.57
    


    
      After the letter-writing campaign was shown to have had little effect, the sickle cell grant applicant attended a
      stem cell agency board meeting to make his appeal in person. In a heated debate over the accountability of the
      agency to California’s diverse racial-ethnic population and whether such lobbying undermines the integrity of
      peer review, the agency’s governing board voted ten to five not to revisit the grant decision. Even so, this
      series of events won several key supporters among the agency’s board in favor of the sickle cell appeal, most
      significantly the HIV/AIDS disease advocate Jeff Sheehy. Following an admonition by a Greenlining health program
      director that “funding the facilities grant would have been an important step in building a trust relationship
      with ethnic communities,” Sheehy called the failure to fund the grant a “missed opportunity,” adding that “these
      communities would be needed when research moved into clinical trials, and without a prior trust relationship with
      those implementing the Initiative, it would be difficult to recruit a diverse [tissue] donor pool.”58 Sheehy compared this dynamic to
      his experience working with HIV/AIDS researchers, who were forced by those affected by the illness to recognize
      the importance of making good-faith efforts to address the needs and interests of the patient community from
      which human subjects would be needed.
    


    
      In short, several prominent stem cell initiative stakeholders argued that funding a grant proposal from an
      institution with a known commitment to sickle cell disease research could have been an effective preemptive
      strategy to build political support among the agency’s diverse constituency, thereby priming patients’
      willingness to participate in research. Their warnings reveal that scientists and board members alike are cognizant of the way in which the political exclusion of the sickle cell patient
      community, both on the governing board and among grantees, potentially alienates this population in the clinical
      sphere.
    


    
      Conclusion
    


    
      By focusing on stem cell transplant procedures using cord blood—a more established subfield of stem cell research
      as compared with embryonic or induced pluripotent stem cells—we are able to examine the complex relationship
      between medical inclusion and social marginality just as both grow increasingly relevant to the “biotechnical
      embrace” of contemporary medicine.59 While the stem cell debate in the United States has largely focused on the moral status of
      the embryo, the present discussion seeks to contribute to an effort to expand the terrain of bioethics as one
      structured by existing social fault lines; it does so in a way that foregrounds the bioconstitutional struggle at
      the nexus of sickle cell treatment and stem cell research. By drawing together three explanatory
      strands—therapeutic uncertainty, the conflation of healthcare and research, and political contests over medical
      investments—I am suggesting that socially produced ambivalence is an alternative explanation to notions of
      “fatalism,” “personal distrust,” “noncompliance,” and “scientific illiteracy” for why sickle cell patient
      families resist participating in stem cell research.
    


    
      Finally, I suggest with regard to future science initiatives that it is better not to conceal, through hyperbolic
      rhetoric seeking to attract popular support, the multiple uncertainties that characterize public investment in
      new fields. Rather, by acknowledging the “foundational instability”60 that characterizes the institutionalization of biomedicine, we
      may be more prepared to deliberate across social, ethical, and political differences. Providing an important
      perspective for reimagining healthcare, the convergence of sickle cell and stem cell research impels us to
      situate the relative burden of caring for an ill child within broader contexts of suffering and resilience which
      temper the notion of illness as strictly biological. The multiple uncertainties associated with sickle cell
      disease progression (mild to severe), transplant outcome (event-free or with
      severe complications), and socioeconomic context (access to affordable quality healthcare or not) form an
      unstable nexus for establishing what is ethically right and what should be sociopolitical rights for this patient
      community. Examining the struggle over these questions in context rather than measuring people’s discrete
      attitudes about treatment via surveys, we can see how caregivers exercise agency as subjects, not merely objects,
      of science: reasoning, negotiating, and acting without great certainty, perhaps, but in ways that strategically
      reinforce regimes of long-term care. Likewise, as with other bioconstitutional struggles, depending on
      who one imagines them to be—biomedical consumers anxiously awaiting the best new treatment, or
      collectives that have a strained relationship with scientific and medical institutions—how one seeks to
      implement a “people’s science” alters accordingly.
    

  


  
    
      CHAPTER FIVE
    


    
      DEPATHOLOGIZING DISTRUST
    


    
      The problem of distrusting citizens should be recast or reformulated as an issue of social justice.
    


    
      —John Johnson, Andrew Melnikov, “The Wisdom of Distrust”1
    


    
      The organization that owns trust, owns its marketplace.
    


    
      —Julie Brownlie, Alexandra Greene, Alexandra Howson, Researching Trust and Health2
    


    
      ON MARCH 14, 2008, a celebrated African American artist, Casper Banjo, walked from his East
      Oakland home to the nearby police station to seek help. Observing what later turned out to be a replica gun,
      police shot the seventy-one-year-old Banjo to death. As his good friend, fellow disability activist and artist
      Leroy Moore, would later explain, Casper’s life chances were determined far less by any biological defect than
      through a complex intersection of race, gender, class, and disability—that is, by the social disorder
      that surrounded him.3 In
      the days leading up to the passage of Proposition 71, this understanding led Leroy to ask whether the California
      Stem Cell Initiative “would reach his people and other people of color who are wheelchair users because of police
      brutality?” Then, following the murder of Casper Banjo, Leroy wrote a mournful tribute in the same online venue,
      Poor Magazine, where he had first questioned the impact of Prop. 71:
    


    
      Casper was a talented and peaceful black disabled artist who touched the world with his printmaking, brick
      layering, black activism and . . . his love of stories. . . . Casper Banjo was a great storyteller. . . . however these stories can no longer be heard in Casper’s voice. We, family,
      friends, artists and members of the National Minorities with Disabilities Coalition, will make sure Casper’s
      story and the night his life came to an end will be told.4
    


    
      Indeed, the act of storytelling can open up civic discourse to the experiences of those who struggle to press the
      levers of power to address the life-and-death issues that keep them up at night. While the everyday policing and
      penalization of inner-city black life is well documented in the scholarly literature,5 the set of injustices related to Casper’s murder
      is less well understood.6
      In March 2010, Los Angeles police shot an African American autistic man, Steven Eugene Washington, twenty-seven,
      in the head because he was not responding to their commands and seemed to be reaching for a weapon. Like Casper
      Banjo, Steven Washington was not armed. Only months after Steven’s fatal shooting, police in Seattle shot John T.
      Williams, a Native American woodcarver who was partially deaf, four times because he did not respond to the
      officer’s repeated direction to put a knife, which was later found to be in a closed position, down. What do we
      make of the growing body count of people who are victimized, in part because of their disabilities, at the hands
      of those whom we entrust to protect and serve society? How, if at all, do people’s experiences of everyday
      policing relate to their trust in other social institutions?
    


    
      Social disorder, which leaves people like Casper, Eugene, and John vulnerable to overzealous policing (itself a
      symptom of poor government priorities, which defund educational and employment opportunities while building
      prisons), is a cornerstone of the larger context in which individuals, families, and entire communities distrust
      a government that condones such behavior. In a large 2011 survey of community-dwelling adults, researchers
      measured the level of what they called interpersonal distrust that African Americans and whites have in
      clinical research versus their level of broader societal distrust. They explain that the former is
      “based on personal experiences and interactions of individuals within health care or clinical research settings.
      In contrast, societal distrust is characterized by a global negative outlook
      on clinical research based on perceptions of collective research entities or life experiences in society at
      large.”7
    


    
      In comparing the two types of distrust along racial lines, the researchers considered the possibility that people
      could hold contrasting beliefs: for example, they could trust their doctor but refuse to participate in clinical
      trials, much like Sethe Hart in Chapter 4. In fact, the
      study found no racial differences in interpersonal distrust in clinical research but concluded that African
      Americans “were more likely to express societal distrust in clinical research.” Given that most measures of trust
      in the medical arena focus on doctor-patient relationships and other interpersonal experiences, the study
      concludes that “maintaining trust in the patient-physician relationships may be necessary but not sufficient to
      minimize societal distrust in clinical research.”8
    


    
      It is one thing to accept that stratified social groups perceive and experience the state and its various
      institutions so differently, but we must also account for fundamental transformations that deepen
      societal distrust. In the United States, this means attending to both socioeconomic and sociocultural forms of
      dispossession9; in the
      medical domain, the valiant attempt to implement “culturally competent” care in response to longstanding cultural
      dispossession can be perceived as disingenuous unless practical attention is given to socioeconomic barriers to
      quality healthcare. While poor people have always been stigmatized in the United States as lacking in character
      and morals, the vehement racialization and concentration of poverty in urban slums in the second part of the
      twentieth century intensified the preexisting denial of dignity. Sociologist Loïc Wacquant analyzes the new forms
      of social insecurity produced in “the historic shift from the Keynesian state of the 1950s to the neo-Darwinist
      state of the fin de siècle, practicing economic liberalism at the top and punitive paternalism at the
      bottom.”10 Wacquant’s
      characterization of society as a survival of the fittest in which poor people are systematically
      disadvantaged—victims of what he calls the “(de)formation of the postindustrial proletariat”—brings us back to
      the specific forms of vulnerability and violence experienced by Casper Banjo, Steven Washington, and John Williams. That is, members of subordinated social groups are not only physically
      assaulted through police profiling and brutality but also dis-abled in other arenas.
    


    
      The Wisdom of Distrust
    


    
      Perhaps, then, distrust on the part of the dispossessed is a rational response to, and a defense against, a
      society that justifies penalizing the poor so that everyone else can feel safe and secure. When life is lived
      under a state of physical and symbolic siege—as when police helicopters rumble over ghetto dwellers at routine
      intervals looking for suspects, or when sickle cell patients seeking pain relief are suspected of being drug
      seekers—it is little wonder that widespread distrust persists. It would perhaps be more curious to find people
      expressing trust in social institutions, including science and medicine, under such conditions. In a
      provocative essay entitled “The Wisdom of Distrust,” John Johnson and Andrew Melnikov examine how both trust and
      distrust are learned dispositions that reflect objective socioeconomic and cultural-political conditions. Drawing
      upon analysis in a different national context—although one characterized by institutionalized inequalities
      similar to those found in the United States—they explain how “it is important to distrust the lofty proclamations
      of politicians and other institutional leaders, to cut beneath the political rhetoric to discover who is doing
      what to whom, and where the trails of money and profit lead.”11
    


    
      Applying this understanding to the arena of medical research, Wasserman and colleagues examine the “production of
      knowledge and distrust of medicine among African Americans” and argue that the framing of distrust as
      interpersonally rather than structurally produced reinforces the unwillingness of those who already have reason
      to distrust medicine to participate in research. Referring to historic medical abuses such as the Tuskegee
      syphilis trials, they argue that
    


    
      victimisation of African Americans by professional medicine was largely a pervasive outgrowth of structure, not
      the idiosyncratic work of particular individuals. Ethical shortcomings of the past were shortcomings of medicine as a whole, not of particular players. Poverty, racism and segregation
      created a structural context in which acute events could transpire. . . . Ignoring the context of medical ethics
      has negative consequences by creating fear of doctors and clinicians rather than an understanding of the social
      contexts in which they operate. This feeds distrust of medicine because a failure to understand the contextual
      nature of ethics is naturally coupled with a lack of understanding about the progress that has been made in
      institutionalizing medicine and medical ethics since these past events occurred.12
    


    
      But these authors’ optimism about the structural changes that medicine has undergone since such historical abuses
      transpired, leading to their thesis that if we focus on structure then people’s distrust will wane, may be
      premature. In terms of institutionalizing ethical review of research, surely much progress has been made. But
      this hardly addresses the underlying inequalities that pervade the delivery and quality of medicine, much less
      the wider lived experience (racism and segregation) that Wasserman and colleagues outline and that aggravate
      societal distrust. In other words, they are right—we need to attend much more to structural inequality and not
      simply interpersonal interactions—but doing so only casts a bigger shadow over the prospects of cultivating trust
      in medical research.
    


    
      Despite the possible wisdom of distrust, a growing medical and bioethics literature continues to survey, measure,
      dissect, and explicate this phenomenon as if it were an inexplicable curiosity. Such analytical summersaults are
      a reminder that with most knowledge domains structured by specialization, analysts are too often trained to
      ignore the elephant in the room. We routinely treat problems arising out of structural inequalities as just too
      big, requiring so fundamental a restructuring of institutions, norms, and values that we opt instead to
      investigate the symptoms of social disorder, such as distrust, in isolation.
    


    
      For example, the relatively new specialty that focuses on recruiting “hard to reach” populations for biomedical
      research is what sociologist Steven Epstein dubs “recruitmentology.” Techniques include mass mailings; media
      campaigns; referrals; community outreach in churches, beauty shops, and
      barbershops; support groups; health fairs; and videotapes.13 The success of research initiatives depends on how
      “participant-friendly”14
      research protocols are, which in turn depends on substantial “pre-program planning” in order to establish
      “community acceptance,” so that “community leaders and members have a vested interest” in the
      initiative.15 This
      community-based approach to cultivating trust and consent has become more central to the stem cell enterprise as
      California’s stem cell agency has shifted from a strict focus on basic research in its first few years to more of
      a focus on clinical results.16 You will recall how Phyllis Preciado had a hard time putting community engagement on the
      ICOC’s agenda. But in light of the coming state elections that will decide whether to renew the agency’s public
      mandate, and in a context where the Obama administration supports the field, the agency has had to be more
      explicit about representing the state’s ethnoracial diversity in a way that corresponds to federal research
      policy.
    


    
      While clinicians have long relied on racial-ethnic categories in healthcare administration and treatment, the
      institutionalization of U.S. Census categories in the research context is a more recent phenomenon. Following the
      1993 NIH Revitalization Act, all federally funded research must report the racial-ethnic breakdown of the study
      population.17 This
      requirement followed charges by minority and women’s health advocates that studies conducted on white men were
      not necessarily generalizable to other groups. The Revitalization Act in turn spurred researchers’ increased
      attention to recruiting a diverse study population, not only in federally funded studies but also for
      state-funded research that sought to have national reach. CIRM was no exception, and it institutionalized similar
      reporting standards in its grant policy.18 But these inclusionary policies have themselves come under attack for reinforcing the idea
      that men and women and different ethnoracial groups are biologically, even genetically, so distinct as to warrant
      representation in this way. Critics say that the targeted recruitment of ethnoracial minorities for clinical
      trials is part of a larger dynamic of “racial profiling in medicine” that has a number of problematic side
      effects.19 Within this
      fraught arena, distrust has become a major roadblock, insofar as the very
      groups which federal law requires that researchers include have remained elusive to the gaze of research.
    


    
      Outreach or Profiling?
    


    
      On February 26, 2010, CIRM hosted a Diversity Workshop at the Charles Drew University of Medicine and Science, a
      historically black institution founded in the Watts neighborhood of Los Angeles, in response to the urban
      rebellion in 1965, with a mission to serve the predominantly black and (now) Hispanic residents of the area. The
      goals of the workshop were twofold: to “gain a greater understanding of how population diversity affects,
      benefits and advances CIRM’s mission” and “to use this knowledge to ensure that CIRM’s funding initiatives
      support diversity in regenerative medicine.” During this forum, Dr. Maria Pallavicini explained how the
      University of California, Merced, had to “educate the population of this historically underserved population in
      the San Joaquin Valley about the nature and value of research. This has been a challenge in a region with
      relatively high rates of poverty and low levels of educational achievement.” She described the
      university-sponsored flea market booths that enabled students to speak with passersby about research efforts and
      programs in a way that was, in the words of the report, “meaningful and relevant.”20 The report notes that Dr. Keith Norris of Drew
      University “highlighted the importance of having research scientists engage with doctors and clinical
      researchers. The goal of this interaction should be to relate research to broader community health
      concerns.”21
    


    
      Conforming to a deficit framing of patient compliance and participation (that is, a focus on what people
      lack), Norris also observed that “functional illiteracy” (48% of U.S. adults cannot fill out a job
      application) limits people’s ability to participate in research initiatives. But he also mentioned other
      socioeconomic factors, such as “concerns about the time and expenses (travel, child care, lost income)” that are
      required to participate in research studies. Accordingly, Norris suggested that “smaller mission based and/or
      minority-serving institutions,” like Drew University, are a potential resource for increasing minority
      participation in research.
    


    
      On the basic research side, workshop participants emphasized the importance of
      developing a “diverse stock of cells” to ensure immune tolerability across the diverse population who will seek
      access to cell-based therapies in the future. Dr. Louise Laurent of UC San Diego presented, in the words of the
      report, “results from genetic analysis indicating there is restricted genetic diversity in established human
      embryonic stem cell lines.” The UC San Diego team, notes the report, “is currently developing a genetically
      diverse collection of human iPS cell lines. The success of this effort depends, in part, on the ability to
      recruit a genetically diverse group of donors to participate in the project.” But what connection exists between
      community outreach to ethnoracial minorities and the genetic diversity which Laurent is concerned about? Soon
      after the passage of Prop. 71, analysts interested in “considerations of justice in stem cell research and
      therapy” warned that a lack of ethnoracial diversity would necessarily result in a lack of genetic diversity and
      the subsequent exclusion of groups who were not well represented in basic research and tissue biobanks. One
      influential Hastings Center report argued that “[u]nless the problem of biological access is carefully addressed,
      an American stem cell bank may end up benefiting primarily white Americans, to the relative exclusion of the rest
      of the population.”
    


    
      Stem cell therapies that are not derived from patients’ own cells (as with iPSCs), it is thought, face the
      problem of immune rejection. That is, if the proteins that are on the cell surface are not well matched
      (histocompatible) between patient and donor through a process called HLA-typing, then a patient’s immune system
      could attack the transplanted tissue and lead to serious health risks. According to the Hastings report, “An
      individual’s HLA type is linked to her ancestry”—for which many researchers use race/ethnicity as a proxy. So,
      the argument goes, for publicly funded research especially, an inclusive policy must be developed so “that all
      ethnic groups in the general population are in some way equally represented in the bank so that no group has a
      disproportionate advantage.”22
    


    
      But the conflation of ethnoracial and genetic variability is not without criticism. Many social scientists warn
      that using self-identified race as a proxy for genetic variability entails a number of assumptions and risks. “Medical racial profiling,” as it has come to be known, is still being vigorously debated,
      even as community outreach and medical recruitment continue to be premised on a correspondence between U.S.
      Census categories, genetic variability, and now with stem cell banks, histocompatibility. But while the
      appropriation of the “profiling” idiom from police work runs the risk of conflating two different modes of
      targeting individuals on the basis of their group membership—one seeking to penalize, the other to
      revitalize—these modes share an underlying essentialist logic which assumes that outward characteristics (for
      example, skin color) can tell us something about underlying characteristics, whether it is a propensity for
      criminal activity or predisposition toward an illness. While the stories at the beginning of this chapter
      illustrate how racial profiling can lead to deadly consequences, proponents of racial profiling in medicine do so
      in order to “diagnose disease more efficiently and prescribe medications more effectively”—that is, to save
      lives.23 But despite the
      good intentions of clinicians and researchers, there are serious risks associated with the use of an essentialist
      logic in the medical arena, whether it is behind clinical misdiagnosis or superficial representation in
      biobanks.24
    


    
      For example, like many people with mixed ancestry in the United States, I self-identify as African American, in
      part because of the historic construction of blackness as anyone with “one drop” of African ancestry, and because
      of my cultural upbringing in a society in which I was routinely identified by others as black. If I donated
      tissue for a stem cell line so that African Americans would have a better chance of finding an HLA match in the
      future, my maternal Iranian ancestry would likely undermine the prospect of African Americans with different
      ancestry to find a match and perhaps hide from Iranian Americans the possibility that they might find “my” stem
      cell line a resource.
    


    
      Even so, it is vital to emphasize that analysts like myself who question the efficacy of medical racial profiling
      do not seek to whitewash the pressing racial health disparities that are an inevitable outcome of social
      stratification, or to pretend that the lived reality of race does not correspond to very serious life-and-death
      outcomes. Rather, we argue, the use of race as a proxy for genetic differences
      provides a simplistic picture of the connection between race and health disparities, and glosses over the social
      and environmental determinants of health as well as the way in which U.S. Census categories all too often hide
      the complexity of ancestry. Even the Hastings report notes that “within a family there is variability in HLA
      expression,” so that while diversifying stem cell banks may increase the chances of someone who is not white
      finding a tissue match, there is no guarantee that those who classify themselves within the same census category
      will share the same ancestry, much less the same genetic makeup. This is even more true for African Americans,
      because “persons of sub-Saharan African ancestry have a greater variety of HLA types than do persons of any other
      geographical or ethnic grouping,” thus requiring that much more genetic diversity to increase the chances of a
      match—diversity that does not necessarily correspond to sociopolitical definitions of race.
    


    
      What’s more, even as researchers are concerned about immune rejection, the problem of researchers being rejected
      by “hard to reach” populations in the context of recruitment continues to pose a significant barrier. For them to
      effectively culture stem cell lines, in other words, they must first cultivate consent (if not trust) in the
      research process. But recruitment efforts based upon the imperative of fair “biological access” to future
      therapies present a paradox: a vast literature documents that “treatment of African Americans by medicine in the
      U.S., from the period of slavery and well into the 20th century, was predicated on a scientific view, which
      posited that they were significantly biologically different from the white people.”25 That is, biological essentialism was explicitly
      used in the past to subordinate and harm racialized groups, whereas now it is implicitly used as a basis for
      including them and addressing their health concerns.
    


    
      Trust Through the Prism of Whiteness
    


    
      Prior to the Diversity Workshop, CIRM commissioned a study entitled “Supporting Diversity in Research
      Participation: A Framework for Action,” which the author, Emily Friedman, summarized at the workshop. Among the explanations she provided for difficulties in recruiting diverse donors and
      study populations, there were the usual suspects: people’s lack of understanding about clinical trials, lack of
      outreach on the part of trial sponsors, literacy issues and logistical barriers, and finally, “a general lack of
      trust in the health care system and especially in clinical research.” The report also found issues specific to
      certain groups; namely,
    


    
      African-Americans tend to have the lowest level of trust in the health care system because of historical abuses.
      Chinese-Americans also have trust issues, as well as problems with English and, for older members of the
      community and recent immigrants, a lack of understanding of the underlying concepts of clinical research. Latinos
      also face language barriers, as well as a fear on the part of immigrants—legal or otherwise—that participation
      could bring negative consequences for them and their families. Southeast Asians share many of these issues, along
      with, for many groups, a fear of authority bred by a variety of traumas.26
    


    
      What is striking is that despite the fact that all major ethnic minority groups are listed as having
      “trust issues” (the chronic omission of Native Americans notwithstanding), the report, the workshop, and human
      subject recruitment in general insist on framing “trust issues” as the exception, as “specific to certain
      groups”—when in fact their own findings show that it is much more the rule than the exception, except perhaps for
      white Americans.
    


    
      More importantly, embedded in the “hard to reach” framing of minority groups is the idea that their relative
      distance from biomedicine is a matter of self-selection, rather than of systemic dispossession. While references
      to African Americans’ “historic distrust” (and the habitual mention of Tuskegee as the touchstone for distrust)
      is at least a nod to some external justification for why people are “hard to reach,” the ongoing social
      marginality that African Americans and other groups experience remains out of view in such hindsight statements.
      In fact, the large-scale survey of trust mentioned above showed that “though the legacy of the Tuskegee Syphilis
      Study is frequently cited as a major factor underlying distrust among African
      Americans, it did not appear to be related to societal or interpersonal distrust in our analyses.”27 In fact, the constant reference to
      historic distrust can divert our attention from the ongoing social production of distrust in daily encounters
      with the healthcare system and beyond. To reiterate what University of Wisconsin biologist and legal scholar
      Pilar Ossorio urged at the Toward Fair Cures conference, we need to shift the focus away from minority distrust
      to the “trustworthiness of institutions”—in the present and not simply the past, I would add.
    


    
      Why then is distrust routinely conceived of as an anomaly to be “overcome” rather than a perfectly rational,
      perhaps even incisive, disposition toward biomedicine, based on knowledge that grows out of people’s experiences
      with a host of institutions in a racialized society? To understand the persistence of this institutionalized
      myopia, we must note how well-meaning researchers perceive what we might term “white trust” as the norm by which
      all other groups are measured. Perhaps if we examined “white trust” as the problem to be overcome, insofar as it
      tends to hide the many shortcomings of free-market medicine to which “black distrust” seems at least
      somewhat attuned, we would be forced to take on a different, far more complex understanding that might move us
      beyond offering free child care and translators for potential recruits. Not surprisingly, the benevolent
      “whiteness” that infuses CIRM’s research and outreach recycles the same list of interventions found in other
      corners of the biomedical recruitment field, without fully addressing the trustworthiness of institutions.
    


    
      Even so, not all of the interventions proposed at the Diversity Workshop were cosmetic; some were in fact more
      substantive, insofar as some participants recognized the need to base trust on an ongoing set of relationships.
      While CIRM’s report suggested the use of “familiar faces” like celebrities, community leaders, and
      community-based physicians to communicate with targeted groups, there was also a more laudable emphasis on “early
      outreach,” whereby community partners would provide input in the development of the research before
      recruitment even begins and “ongoing interaction” to “ensure that researchers do not ‘helicopter’ in and out
      of projects.” In short, researchers were urged to “build relationships” and
      “long-term partnerships” with community leaders and local physicians rather than simply rely on the slick
      packaging of celebrity spokesmen. Dr. Lyndee Knox described Los Angeles Net, a nonprofit organization involving
      twenty community health clinics and 165 practices with over one million patient visits per year, in which
      “clinicians want to be engaged as team members and not simply viewed as recruitment sites.” She detailed “the
      opportunity costs” of recruitment with the following breakdown: “A provider has 15 minutes or less per patient
      visit; this figure translates to 32+ patients a day per provider; If 3 minutes per patient are added for
      research, then 96 minutes are not available for primary care; as a result, 6.4 patients may not be seen in a
      day.”
    


    
      Her point was that researchers who seek to collaborate with Los Angeles Net and other community clinic networks
      must be willing to invest in the necessary infrastructure so that clinicians can at least sustain their existing
      quality of primary care (which, we should note, is already extremely rushed).
    


    
      Finally, participants at the Diversity Workshop gave serious thought to the likely risks and costs for
      participants who require “lots of tests and close follow-up” and who would need to undergo a very rigorous
      consent process. By the end of the workshop, it seemed that community-based clinicians, not the patients
      themselves, needed to be won over. Indeed, at least one study indicates that hardly any existing “culturally
      informed” recruitment techniques have been effective. Rather, physician referrals have proved to be the single
      most effective strategy for enrolling African Americans.28 But as my experience at the Garvey Research Complex made clear,
      primary care clinicians are often at odds with researchers, surgeons, and specialists, sometimes harboring their
      own brand of distrust that then impacts their role as gatekeepers to research initiatives.
    


    
      Clinical Gatekeepers
    


    
      Tate Wright, whom I introduced briefly in Chapter 4,
      regularly voices his frustration with “patient noncompliance” vis-à-vis standard sickle cell treatments but then
      often follows that up by saying he understands that it was due to either the
      stress of his patients’ daily life or the ineffectiveness of prescribed treatments. As a white doctor in a
      context where most of his staff is white but most of his patients are black, he is also sensitive to the racial
      asymmetry and how that could inhibit patient trust and compliance. One afternoon in the sickle cell clinic, for
      example, he shared the story of fifteen-year-old Tyrone Hemmingway. Tyrone’s family had elected to remove his
      spleen because, as is common with sickle cell patients, it could get swollen when sickled hemoglobin blocks the
      blood vessels. Wright explained that
    


    
      [t]he doctor who performed the surgery decided to use some high tech equipment that would allow him to do a laser
      surgery, which meant that he wouldn’t have to open Tyrone all the way up. But because Tyrone’s spleen was so big
      and they couldn’t finish the operation in a reasonable amount of time, they left him open, iced his stomach, and
      wrapped him up. They brought him back to complete the surgery the following day, because they didn’t want to keep
      him under anesthetics so long in his condition. But in the second round they accidentally lacerated his stomach,
      although they didn’t yet know it. So they sewed him up, and when he got back into his room, he was complaining of
      pain. Staff thought it was just the post-op pain. Then he started peeing black urine and vomiting up blood. So
      they rushed him back into the operating room and opened him up and found the tear in his stomach. A few days
      later, Tyrone was still saying he was in a lot of pain, and it turned out that although they sewed the tear, he
      was digesting his pancreas.29
    


    
      Wright continued the story, recounting several more operations that were required to rectify the initial surgical
      damage and noting that in all Tyrone had half a dozen surgeries in three weeks. He said that when he went over to
      see Tyrone, he “honestly didn’t think this kid was going to make it. But he did. He hasn’t been able to eat food
      for like three months, and he was going out of his mind up there in his room, but he pulled through, which is a
      miracle.” Then, perhaps suspecting my follow-up question, he mused, “and the family has been so good
      about it. I mean they are angry, but they’re not enraged like they
      ought to be. I mean, it was an elective surgery, and the poor mom, every time she left the hospital they
      called her to say that Tyrone was being rushed into the emergency room.”30
    


    
      I learned that it was typical of Dr. Wright to interject comments as he was going over a patient’s history,
      remarks that expressed his disdain for the careerism of his colleagues. In one field note excerpt entitled
      “Hemoglobin Garvey,” I recall how he was in the middle of explaining the differences in hemoglobin types when he
      noted that a new hemoglobin had been discovered at the Garvey Research Complex:
    


    
      He [Wright] noted wryly that it was named Hemoglobin Garvey, “which is a little tacky since you’re supposed to
      name it after the patient, not the place that discovers it.” A new medical student who had just joined
      the clinic followed up by asking the doctor a dozen questions about the technology involved in determining types
      of hemoglobin. After patiently answering, the doctor said that “a lot of what’s driving the discovery of
      hemoglobin types is scientists trying to get their report in Blood [a medical journal], even if it’s
      just based on one patient and the type is never seen again.”31
    


    
      From these and other accounts, I sensed this doctor’s reluctance to refer his patients to other specialists whose
      decisions he often questioned—much less to sign them up for experimental procedures like the stem cell transplant
      that was then being offered in the research wing of the hospital.
    


    
      Charismatic Collaboration
    


    
      If we place Tate Wright low on a trust continuum, then Richard Gas-kin, an African American stem cell activist,
      is so high as to be almost off the charts. Gaskin’s rap moniker, “Professir X,” draws upon the X-Men comic book
      saga—about mutant characters with abilities that can be both powers and liabilities—to use his disability as a
      resource in what activist Don Reed calls the “stem cell battles.” Gaskin is a resident of Montclair, New Jersey,
      and was paralyzed from a gunshot wound in New York when he was twenty years
      old. Since then he has worked with Michael J. Fox, Ted Kennedy, and Dana Reeve (wife of the late Christopher
      Reeve) to generate awareness and funds for stem cell research. Christopher Reeve’s activism is what kick-started
      Gaskin’s own advocacy career: “Before, there was nobody famous who represented me, except maybe Teddy
      Pendergrass. . . . here [referring to Reeve] was somebody who was going out there, fighting for a cure,
      advocating for better quality of life for people with disabilities, something I’d seen no one else
      do.”32
    


    
      Following Christopher Reeve’s death, Gaskin performed a song entitled “Forever Superman” which Rutgers professor
      Wise Young, founder of the W. M. Keck Center for Collaborative Neuroscience, heard, thus launching a long-term
      friendship and collaboration. Young has been known to invite Gaskin up to the microphone in the middle of public
      lectures to perform one of his stem cell anthems, thereby “bringing a hip-hop vibe to the world of SCI (spinal
      cord injury) education and advocacy.”33 Gaskin has traveled with Young to China to see up close some of Young’s clinical trials that
      use umbilical stem cells and lithium—leading one commentator to observe that their relationship “is not one of
      healer and patient. They work side by side as activists” to institute clinical trials in the United States for
      the over one million Americans with spinal cord injuries and countless others who experience paralysis. In
      Young’s words, “This was unacceptable. How far have we declined in this country that we have to send people to
      China to participate in clinical trials of therapies developed in the U.S.? It isn’t that umbilical cord blood
      cells and lithium are at all controversial. The only obstacle is money.”34
    


    
      The reality that Americans must engage in medical tourism rather than have access to cutting-edge therapies at
      home motivates both Young and Gaskin’s advocacy and fund-raising. “The cost of holding clinical trials—which
      includes admitting 240 people [which is the typical size of a phase 1 trial] into the hospital; tests and
      treatments; and months of physical therapy—will be about $32 million. So Young and others came up with the
      JustaDollarPlease.org campaign, asking families and
      friends of spinal cord injured to give a dollar a day ($365 a year) and everyone to give whatever they
      can.”35
    


    
      Through their unique collaboration, Young and Gaskin demonstrate one way that
      “community collaboration” can generate support for and trust in stem cell research. It draws upon the charisma of
      a well-known figure like Gaskin, who can serve as both a spokesman and an educator, demystifying the research and
      providing the moral impetus for cures. This form of outreach is prominent in many discussions about how best to
      recruit “hard to reach” populations for clinical trials. It depends on the charisma of a spokesman who can speak
      not only to but for the community—translating the goals of research into everyday healthcare
      concerns while also reassuring researchers that community members trust them to work in their best interest.
    


    
      It is important to keep in mind, however, that the practice of speaking for others is not straightforward or
      without its hazards.36
      Political scientist Michael Saward’s work on representative claims-making rightly conceives “representation as a
      creative process that spills beyond legislatures,” so that representatives are not simply those who have been
      elected, but anyone who seeks to speak on behalf of others.37 For sociologist of science Michel Callon, “to speak for others
      is to first silence those in whose name we speak,” even as “the groups or populations in whose name spokesmen
      speak are elusive.”38 In
      this context, spokesmen like Gaskin do not simply represent, but help to produce, the community’s trust
      in Young’s stem cell research. This is the creative dimension of spokesmanship; Saward is referring to it when he
      asserts that the “central aspect of political representation—the active making of symbols or images of what is to
      be represented” is a more accurate point of departure than a “fixed, knowable set of interests” which spokesmen
      either do or do not adequately represent.39 His observation suggests that there is an element of “ventriloquism” in charismatic
      collaborations,40 wherein
      spokesmen both represent and fashion the social world—those bonds of trust and accountability—through symbols,
      language, and emotion.
    


    
      In his discussion of the symbolic order of society, sociologist Orville Lee critiques conventional political
      theory, noting that it “has shown itself to be considerably less able to account for the constitutive force of
      symbolic order and its effects on the democratic organization of
      society.”41 This division
      of labor, in other words, wherein cultural theorists deal in discourse, meanings, and symbols while political
      theorists speak of institutions, policies, and everyday behavior, neglects the deep connection between the two.
      Charismatic stem cell spokesmen conjoin rhetoric and reality, the symbolic world and the material, effectively
      intertwining the pragmatic requirements of basic research (epitomized by Young) with the poetry needed for
      clinical recruitment (epitomized by Gaskin).
    


    
      While Richard Gaskin does not share many of the racial and class privileges of the predominantly middle- and
      upper-class white stem cell advocates we have discussed in previous chapters, he has, from the beginning of his
      career as a stem cell advocate, managed to speak on behalf of others. Inspired by the heroic figure of
      Christopher Reeves, in his painstaking effort to cultivate widespread support for and trust in this promising
      field, he, like other stem cell spokesmen, has utilized language and symbols to creatively reframe a quest for
      cures from an elitist privilege into a heroic cause.42
    


    
      Competency Versus Humility
    


    
      So far we have seen how researchers have approached the challenge of culturing diverse stem cell lines by
      cultivating community trust through the use of clinical gatekeepers, charismatic collaboration, and other forms
      of outreach. I have argued that in this process it is vital that the research community depathologize “black
      distrust” and question the normalcy of “white trust.” These implicitly racialized dispositions are
      institutionalized in contemporary biomedical and public health discourses about “patient noncompliance” and
      “scientific literacy,” and are firmly entrenched in the deficit model of public understanding of science, wherein
      “hard to reach” populations are routinely depicted as uneducated, uninterested, or even hostile. In short, the
      pathologization of those who do not avail themselves of emergent biotechnologies and therapies constitutes the
      normative underside of innovation. These deeply entrenched associations, in turn, need to be tackled on the
      institutional, and not simply the interpersonal, level.
    


    
      In contrast to the deficit model underlying much biomedical and scientific
      outreach, analysts have identified the multiple ways in which people engage with science as “competent human
      subjects” who have their own “civic epistemologies” from which they evaluate developments in and deployments of
      science and technology.43
      This prefigures the paradoxical situation I found during my fieldwork, wherein new facts about biological
      processes and new techniques for intervening in the body paradoxically produced new ignorance. In their
      confrontation with uncertainty, research participants must weigh, situate, resist, and integrate new facts
      and new ignorance in a vulnerable context.44 Perhaps that is why medical anthropologist Rayna Rapp refers to those on the
      biomedical front lines as moral pioneers: “[a]t once conscripts to technoscientific regimes of quality control
      and normalization, and explorers of the ethical territory [biotechnology’s] presence produces.”45 But for Rapp, these moral pioneers
      are not only those who avail themselves of biotechnologies but also those whom she refers to as “refusers” and
      “draft resisters.”46 Both
      recruits and resisters alike engage in a “philosophy of the limit,”47 wherein they enact personal choices within a context of social
      limits beyond which they are unwilling or unable to tread.
    


    
      As Rapp explains, these limits to choice are mediated by gender, ethnoracial, class, and religious
      structures—reminding us of Karl Marx’s oft cited correction to the ideology of free choice: “People make their
      own history, but they do not make it as they please; they do not make it under self-selected circumstances, but
      under circumstances existing already, given and transmitted from the past.”48 People engage with biotechnologies through a complex
      interplay of their past experiences (real and imagined), present circumstances, and future hopes and fears—a
      dynamic introduced in the Introduction with the notion of “Sankofa science in action.” As with each of the
      subsequent struggles to constitute the “we” of people’s science—in this case either free-floating, trusting
      individuals who are optimistic about the future, or socially situated collectives looking ambivalently
      over their shoulder—the way we go about enacting public participation in science shifts depending on how we
      imagine “the public.” In a society that presumes and cultivates autonomy and
      free choice, those who resist modes of biological citizenship as enshrined in the stem cell initiative are
      vulnerable to the charge of defection: in refusing to accept their responsibility as research recruits, they also
      fail to help rid the body politic of biological defects. It is not enough then to simply acknowledge that
      “refusers” are justified in their distrust of the medical establishment. After all, the practice of acknowledging
      distrust in a sympathetic vein has become commonplace among clinicians and researchers. A substantive approach to
      the issue requires a complete reorientation to it—away from the ethnoracial and cultural identities of “problem
      people,” to borrow W.E.B. Du Bois’s phrase.49 Rather, we must challenge the “cultural competency” model of biomedical inclusion in which
      medical practitioners are often taught to master a finite body of knowledge (laundry lists of cultural traits,
      for example) in order to effectively relate to their patients. Oakland, California–based physician Melanie
      Tervalon argues that “cultural humility,” not competency, is a more suitable framework: “Cultural humility
      incorporates a lifelong commitment to self-evaluation and self-critique, to redressing the power imbalances in
      the patient-physician dynamic, and to developing mutually beneficial and nonpaternalistic clinical and advocacy
      partnerships with communities on behalf of individuals and defined populations.”50 Tervalon rejects the deficit model of expert-lay
      relationships insofar as it demeans the competency of so-called laypeople, while ignoring the subjectivity and
      biases of experts. Too often, biomedical culture and white American values of autonomy and free choice elude
      interrogation, while the cultures of “diverse” patient populations are regarded as exotic or
      problematic.51
    


    
      It is one thing for individual clinicians to cultivate self-awareness as a prerequisite to practicing medicine;
      but I am suggesting that institutions, too, such as California’s stem cell agency, grow more self-reflective
      about the normative underpinnings of their aims and practices. The structures of participation, modes of
      inclusion, and assumptions of advocates require explicit identification and thoughtful evaluation with respect to
      their shortcomings as much as to their promise. Developing technologies of humility—that is,
      “disciplined methods to accommodate the partiality of scientific knowledge and
      to act under irredeemable uncertainty”—redirects our attention to the ethical and normative dimensions of
      scientific knowledge and governance.52 Such technologies compel us to begin redressing inequality before setting out to produce
      (which often means in practice simply reproducing) information about why subordinate groups remain
      elusive to researchers. If we understand trust and distrust not simply as individual or cultural predispositions
      that are “held” by some and not by others but rather as outgrowths of social relationships that are produced
      through the allocation of material resources and symbolic power, then we see that techniques for cultivating
      trust hinge on redistributing and refashioning those, respectively.
    

  


  
    
      CHAPTER SIX
    


    
      TOWARD REAL UTOPIAS
    


    
      There is a sense in which all technical activity contains an inherent tendency toward forgetfulness.
    


    
      —Langdon Winner, Autonomous Technology1
    


    
      What good is having the right to sit at a lunch counter if you can’t afford to buy a hamburger?
    


    
      —Martin Luther King, Jr.2
    


    
      Let’s say the research goes on. The drugs are developed. They’re very expensive, and what good has it done you if
      you can’t access them?
    


    
      —Senator Sheila Kuehl3
    


    
      ON DEC 1, 2004, the television host and political commentator Rachel Maddow hosted a radio
      program, Unfiltered, in which she dedicated the regular segment called “Burying the Lead” to a
      California ballot measure that she suspected very few people knew about. In this case, Maddow was not referring
      to California’s Proposition 71 but Proposition 72, a bill that would require large- and medium-size
      companies to provide health insurance to their employees and pay at least 80 percent of the cost. At the time of
      Maddow’s reporting, the ballots were still being counted, but the voting seemed to be turning in favor of the Yes
      on 72 campaign, which ultimately came up short, with 49.2 percent yes votes.
    


    
      Perhaps guilty of burying the lead as well, I have waited until nearly the end of this book to fully question
      what a “right to stem cell research” means in a context in which basic healthcare access is not yet a guaranteed
      right in the United States. For whose bodies have we codified a right to
      develop novel cures? Presumably, the de facto constituency of Prop. 71 are those people who already have access
      to existing treatments, because for those who do not, a right to basic healthcare would necessarily come before a
      futuristic investment like stem cell research. This tension between elite and populist priorities led one
      observer to frame the larger implications of Prop. 72 as “the most important sleeper on the ballot this year”:
    


    
      Without knowing much about it, people don’t realize they may be voting on the hope of national health care
      reform. Prop. 72 [may] sound boring, but [it’s] really one of the most important battles in the country this
      November. It’s David vs. Goliath on health care reform. . . . Why should you care? Because huge companies see it
      as a litmus test for national health care reform, and they want to stop it. . . . Can you imagine a world where
      people weren’t chained to jobs because of insurance? Can you imagine actually turning back the tide of healthcare
      inflation? Can you imagine standing up to giant corporation machines like Wal-Mart and finally winning? That’s
      what’s at stake, not just here but for the country, on Prop 72.4
    


    
      As for those “giant corporations,” top donors to the No on 72 campaign included the California Restaurant
      Association, Wal-Mart, and McDonald’s, as well as a number of other national chain stores and
      restaurants,5 while top
      donors to the Yes on 72 campaign included the Service Employees International Union, the California Teachers
      Union, the Food and Commercial Workers Union, and the California Healthcare Association.6 This showdown reflects what pundits worry is the
      rising “class warfare” in the United States, as if the policies that supported the accumulation of wealth in the
      hands of a smaller and smaller subset of the population over the last several decades were not in themselves an
      assault upon the opportunities and life chances of the majority of Americans.
    


    
      Exemplifying the age-old struggle between the strong and the weak, a biotech firm actually named Goliath worked
      to mobilize opposition against Prop. 72, threatening that “in the end, the very people that [Prop. 72] was attempting to help—employees without health care—will not only not have
      health insurance, they won’t have jobs.”7 Another No on 72 advocate offered the following scenario, repeated in various forms in the
      days leading up to the November 2 election:
    


    
      Consider a minimum-wage employee with minimal health insurance coverage. Since his salary cannot be cut any
      further by law, terminating him would be the only way for a business to cope with the costs of this mandate. As a
      direct result of Proposition 72, this employee would not only fail to see any improvement in his health coverage,
      he would lose his job and the minimal coverage he had previously enjoyed. Likewise, a business with 25 employees
      would be faced with a choice of shouldering the unsustainable burden of Proposition 72 and facing bankruptcy or
      laying off 6 of its employees to become exempt. It doesn’t take a CEO to realize the route this hypothetical
      business will take.8
    


    
      Other biotech companies followed suit, joining in a campaign against the “economic catastrophe” of Prop. 72 while
      throwing all of their support behind Prop. 71.9 One after another, they expressed concern about the country’s healthcare crisis but
      insisted that Prop. 72 was not the answer. Bill Goodrich, president and CEO of the United Agribusiness
      League (UAL), the voice of the agricultural industry, argued that “[a]n answer to the uninsured population
      clearly needs to be found. But with California’s current economic difficulties, now is not the time to burden our
      businesses with employer-mandated healthcare coverage.”10 The public was warned of the pitfalls of “government-run
      healthcare,” despite the fact that numerous labor, medical, and consumer groups tried to counter that false
      charge.11 The California
      Black Women’s Health Project, among others, clarified that “Proposition 72 is not a government-run health-care
      system. It is private insurance, paid for by employers for employees. Prop. 72 provides a state purchasing pool
      for employers who choose not to purchase health insurance directly. Over one million uninsured Californians will
      stop depending on taxpayer-paid care for the uninsured and start getting private insurance paid for by
      employers.”12
    


    
      While I am not convinced that Prop. 72 would have had a sustainable, long-term
      impact for those who most need access to quality health-care or that it could avoid the threat of increasing
      unemployment due to employers’ cutting costs, its defeat alongside the passage of Prop. 71 does reflect an
      underlying tension between elite and populist “rights”: investment in future medical breakthroughs versus
      expanding access to present public goods. In light of other public spending priorities, one observer explained it
      this way:
    


    
      While $300 million per year [the budget of the stem cell agency] is only one third of one percent (0.35 percent)
      of the State’s $86 billion General Fund budget, it is nonetheless a misplaced commitment when State Medi-Cal and
      Workmen’s Compensation funds are being drastically cut. For example, the State Legislative Analyst has
      recommended that funding for visits to physicians and treatment centers could save $196.5 million per year by
      limiting visits to 10 per year. . . . But the self-perpetuating California Center for Regenerative Medicine is
      standing in the way. We can no longer afford luxury jobs programs for biomedical professionals for hypothetical
      research which is already amply funded by both the private sector and the National Institutes of Health, while
      medically needy people are in need of resources for care in California.13
    


    
      But while many Prop. 72 opponents expressed concern for “medically needy people” and some even granted that the
      state has a responsibility to ensure that they receive healthcare, ideas for how to achieve this were scarce.
      Instead, proposals to build in accountability for equitable healthcare access, specifically in the context of the
      stem cell initiative, were repeatedly shot down by most members of the Independent Citizens’ Oversight Committee
      and the agency’s most loyal supporters.
    


    
      For example, in the year following the passage of Prop. 71, California senator Deborah Ortiz was at the forefront
      of sponsoring legislation to regulate the stem cell agency.14 Stem cell advocates routinely criticized these legislative
      efforts as power-hungry meddling, as when physicist and Nobel Prize winner Paul Berg commented that “this is a
      whole new structure laid on top of the state government, which has the
      responsibility for giving away three billion dollars. And as you might imagine, the legislators are very, very
      envious and jealous.”15
    


    
      The most controversial bill was SB 401, which sought to tighten regulation around CIRM’s intellectual property
      policy. CIRM opposed the bill, in part because “language directed towards increasing the share of revenues to be
      allocated to the state from Prop. 71’s future successes may have the effect of discouraging applications for
      research grants,” and because “participation by important research groups and entities could be [negatively]
      impacted by tying what they can charge for their costs, should a product (drugs, therapies, etc) be developed, to
      federal Medicaid pricing levels.”16 Reacting to the proposed changes, Americans for Cures circulated a letter to supporters that
      called Deborah Ortiz “an ongoing threat to Proposition 71,” explaining that
    


    
      [i]n a stream of legislative acts, Senate Bill 18, Senate Constitutional Amendment 13 and most recently Senate
      Bill 401, the Senator has attempted to impose crippling restrictions on the research she claims to champion.
      Rather than allowing the CIRM time to develop policy and standards, Senator Ortiz attempted to impose her own
      legislative controls on the new agency barely one month after its approval by the voters. Her policies, if
      implemented, would be disastrous for the new stem cell research program. SB 401 will stunt progress in stem cell
      research. . . . Above all, SB 401 ignores the single most important element in stem cell research: the patients
      and their families.17
    


    
      Senator Ortiz also seemed to have patients and their families in mind—specifically those who would find
      themselves unable to afford stem cell treatments if expedience outweighed equity in the implementation of the
      initiative. At a June 6, 2005, meeting of the Independent Citizens’ Oversight Committee,18 Ortiz explained that
    


    
      [w]e have a huge challenge every year to serve the poor in our healthcare programs, in our constantly shrinking
      budgets, and that has been sort of the promise we presented to the voters in
      Prop. 71. It’s that policy I think we remain in disagreement on how best to effectuate. . . . And then we balance
      that objective and that value against the need to assure that essential medical research is not unreasonably
      hindered by the intellectual property agreements. . . . What I think is the highest and most important objective
      in my efforts is to assure a stream of treatments to our poor in California.19
    


    
      For many board members and stem cell advocates, the senator’s demands were seen as premature, if not also overly
      restrictive and burdensome. Robert Klein requested the legislature to back off and give the stem cell agency the
      “ability to innovate and try and figure out how we can make these programs affordable.”20 Don Reed seconded this, suggesting that
      “greatness needs time to grow.”21 A few weeks earlier, without Ortiz present, Reed had been even more insistent:
    


    
      We can be polite as we want; but if we’re not clear and blunt and outspoken, she’ll win, because the people in
      there, first of all, they like power. They like oversight. They want control. It’s in their nature to control.
      And if she, the expert, whom they [other members of the legislature] know was supportive [of stem cell research],
      if she says control is needed, their first instinct is going to be to go with her. . . . The attempt to make this
      affordable has been tried before. The NIH has tried it, and there’s a good study, which shows that it was an
      utter disaster. What people came to realize is that before we can have affordable computers, we must have
      computers. The greater good is the benefit of this, not the small individual tinkering, which will slow the whole
      thing down.22
    


    
      Another member of the public, Denise Reynolds, whose good friend was paralyzed in a biking accident, implored,
      “Let us not become greedy in demanding greater revenue and outcost treatments to the low-income
      populations.”23 ICOC
      member and Burnham Institute director John Reed added that “[t]o me (SB 401) is death by 1,000 cuts.”24 Similarly, David Baltimore,
      president of the California Institute of Technology and a board member and
      investor in several well-known biotech companies, addressed Ortiz directly at the meeting:
    


    
      You are trying to burden this bill with a huge social problem in America, which is the disparity between the
      healthcare available to the poor and the healthcare available to the rich. And I am very sensitive to that and
      totally supportive of trying to do something about it. But if you burden an initiative whose focus is research
      with solving that problem, then you get yourself involved in all of these very detailed issues, and at the same
      time it is a snare and a delusion to believe that the resources that are going to come from this research are
      going to be able to pay for the needs of the poor. . . . We’re talking about something that’s simply not going to
      exist. You’re worried about the return to Californians. Research is not about financial return. Research is about
      setting the basis for therapy. . . . I would wish that somebody with your obvious sympathy with the need for
      research would cheer on this group rather than tying us up so that we are unable to carry out the function that
      was provided for us through Proposition 71.25
    


    
      Perhaps the idea that “research is not about financial return” was a truism forty years ago, but in the wake of
      the Bayh-Dole Act and the privatization of research, Baltimore’s earnest appeal rings hollow. The question is not
      whether the research should seek to be profitable but rather profitable for whom? The agency was doing
      all it could to ensure that private biotech companies would profit from stem cell research, because they were
      seen as a crucial gatekeeper in the race for cures, even as the act itself recognized “the conflicting interests
      involved in IP [intellectual property] by providing that ‘The ICOC shall establish standards that require that
      all grants and loan awards be subject to intellectual property agreements that balance the opportunity of the
      State of California to benefit from the patents, royalties, and licenses that result from basic research, therapy
      development, and clinical trials with the need to assure that essential medical research is not unreasonably
      hindered by the intellectual property agreements.’”26
    


    
      When SB 401 was eventually rejected and Senator Deborah Ortiz had reached her
      term limit, Senator Sheila Kuehl replaced Ortiz as a primary antagonist of the agency, going on record as saying
      that “[b] asically, the attitude has been that they just want the Legislature to go away so they can run their
      own show.”27 She warned
      that the agency’s oversight proposal was “a weak and vague standard that [was] unlikely to result in any
      meaningful access for the uninsured to new stem cell drugs and therapies. The proposed regulations actually take
      a step backwards from previous iterations, by allowing the [biotech company–sponsored] access plans” to police
      themselves.28 To address
      this, Kuehl introduced SB 1565, a proposal that would require the agency’s intellectual property standards to
    


    
      include a requirement that each grantee and the licensees of the grantee submit to the CIRM for approval a plan
      that will afford uninsured Californians access to any drug that is, in whole or in part, the result of research
      funded by the CIRM, and would require that any plan subject to that approval shall require that the grantees and
      licensees thereof sell drugs at a price that does not exceed any benchmark price in the California Discount
      Prescription Drug Program.29
    


    
      Although it passed by a vote of 16–0, Governor Schwarzenegger eventually vetoed the bill.
    


    
      Reacting to ongoing antagonism between the stem cell agency and the California legislature, consumer watchdog
      advocate John Simpson complained that “[p]art of the problem with this whole thing has been an ongoing attitude
      of, ‘You’re with us or you’re against us and you’re against stem-cell research.’ That’s just nonsense. It ought
      to be the case that you can have constructive criticism of things that a state agency does without people
      shouting back at you that you’re against stem-cell research.”30 “When they get responsible criticism from outsiders, they kind
      of circle the wagons and say, ‘We know science, we know best.’ I think they would be much better off if they
      would sit down and engage.”31 In many ways, the circle-the-wagons solidarity that had helped mobilize a disparate group of patient advocates, scientists, Hollywood celebrities, and biotech
      investors in the passage of Prop. 71 had become a liability. The zealous pro-cures and proscience campaign
      rhetoric that had made for effective sound-bite politics was now alienating potential allies at a time when more
      tempered and inclusive deliberation was required to implement the initiative.
    


    
      We know that unlike his predecessor, Barack Obama has been a major supporter of stem cell research, using his
      first act as president to loosen federal regulations on the struggling field. Despite the red-blue polarization
      for which SCR is known, it is Obama’s national healthcare bill that has garnered the fiercest criticism and
      backlash from political opponents. How then do the bioconstitutional struggles over equity and inclusion in stem
      cell research fit into the broader U.S. healthcare debate?
    


    
      It is a challenge to address this, in part because the current U.S. health system is undergoing shifts that in
      many ways mirror Prop. 72’s effort to mandate health insurance via employers. The Obama administration has
      created an imperative for individuals and families to purchase insurance, with a significant subsidy for those
      who make between 100 and 400 percent of the federal poverty level, alongside other major provisions. Reflecting
      on the impact of the current administration’s health reform, New York Times columnist David Leonhardt
      reported that
    


    
      For all the political and economic uncertainties about health reform, at least one thing seems clear: The bill
      that President Obama signed on Tuesday is the federal government’s biggest attack on economic inequality since
      inequality began rising more than three decades ago. . . . Much about health reform remains unknown. . . . Maybe
      the bill’s attempts to hold down the recent growth of medical costs will prove a big success, or maybe the
      results will be modest and inadequate. But the ways in which the bill attacks the inequality of the Reagan
      era—whether you love them or hate them—will probably be around for a long time.32
    


    
      Leonhardt goes on to frame the larger tension animating proponents and
      opponents of Obama’s health reform as arriving at fundamentally different answers to “the central question that
      both the Reagan and Obama administrations have tried to answer—what is the proper balance between the market and
      the government?” While the 2010 health reform certainly shifts the balance toward the latter, its impact is as
      yet undetermined.
    


    
      But even as we await the effects of federal health reform, the relationship between healthcare access, social
      inequality, and medical innovation is more apparent and can guide our thinking about public spending. An article
      on stem cell research and social justice pointed out that (prior to the impending reforms)
    


    
      as many as 46.6 million people in the United States lack health insurance. . . . Those without it are less likely
      to receive preventative care and thus to be in advanced stages of a disease once they are examined by a
      physician. They also tend to be sicker upon being admitted to a hospital and thus more likely to die after being
      admitted. In addition, even though those without health insurance tend to be poorer, they often have greater out
      of pocket expenses and have higher rates of bankruptcy due primarily to their medical expenses.33
    


    
      Ethnoracial minorities, in turn, “are much more likely to be without health insurance than white Americans. In
      2005, 11.3 percent of non-Hispanic whites lacked health insurance, while 19.6 percent of African Americans and
      32.7 percent of Hispanics did not have it. The impact of not having health insurance on people’s health and
      financial viability cannot be overemphasized.”34
    


    
      An analysis of National Health Statistics data found that between 1991 and 2000, almost 900,000 African American
      deaths could have been prevented if blacks had received the same healthcare as whites.35 The study estimates that “technological
      improvements in medicine—including better drugs, devices, and procedures—averted only 176,633 deaths during the
      same period.”36 The authors
      thus questioned “the prudence of investing billions in the development of new
      drugs and technologies while investing only a fraction of that amount in the correction of disparities,” given
      that the deaths averted through improvements in technology constituted only a fraction of those that could had
      been saved through access to basic healthcare. The lead author of the study, Steven H. Woolf, explained that
      “five times as many lives can be saved by correcting disparities than in developing new treatments.”37 A second author, Otis Brawley,
      explained that “it’s important [to note] that this is not an argument against science. . . . This is an argument
      that there are therapies out there that are not new that people just don’t get.”38 A similar study using 2002 data found that “an estimated
      83,570 excess [African American] deaths each year could be prevented in the United States if this black-white
      mortality gap could be eliminated.”39
    


    
      From Center to Margin
    


    
      Political philosophers and progressive educators alike have long emphasized the importance of storytelling in
      opening up the civic sphere to a broader range of publics. Rational decision-making, whether about health,
      safety, education, or fiscal responsibility, requires that the stories of otherwise marginalized groups enter and
      influence public discourse. Genuine empathy is a necessary feature of this discourse; impartiality is not about
      discarding feelings and vetting opposing claims through “dry logic.” Rather, a robust civic sphere requires us to
      “take the position of the concrete other in order to judge problems more impartially.”40 The universal citizen—that
      abstract figure who exercises rights and bears responsibilities in the modern polity—is a myth. By this I do not
      mean that it is a baseless delusion, but that it is a story that we tell ourselves: an ideal that we desire but a
      fiction nonetheless that hides the many ways in which our current social order does not simply produce “outsiders
      within” society, but relies upon them.41
    


    
      While important work in the last several decades has sought to bring marginalized perspectives into the center of
      public discourse and intellectual thought, the inverse process of considering major developments in the life
      sciences from the periphery is perhaps an equally vital shift. The public sponsorship of stem cell research in California is part of a longer and larger story about
      citizenship, about how priorities are established, about how economic value and collective values intertwine, and
      about how the future is imagined. What we have observed in the previous chapters is how, much too often, the few
      speak for the many: the elite speak for the masses, projecting the desire for future treatment onto people who
      cannot obtain existing therapies which could prolong and save their lives right now.
    


    
      Citizenship, after all, is not simply a political status so much as it is a process.42 The challenge for us is to enact
      health and science policy in a way that acknowledges what we share and have in common while at the same time
      taking account of important, often life-and-death social cleavages. Rather than opening up space within which to
      deal critically with the differential impact of health policy and priorities on different populations, public
      engagement with science is typically manufactured to recognize only a certain set of prescribed differences (such
      as those recognized in the ten disease advocacy representatives on the ICOC) that do not challenge the underlying
      prioritization of innovation over equity.
    


    
      Beyond Bioconstitutional Struggles?
    


    
      Finally, it is not enough to simply broaden the parameters of social struggle, allowing for a more “fair” contest
      between the haves and have-nots over biomedical goods (for example, the right to “fair access”), without at once
      querying the underlying assumptions of the struggle. Shifting attention from consumption of science and
      technology as the primary means of exercising citizenship, to participation as a more robust form of citizenship,
      in which people actively engage in the production of knowledge, forces us to contend with challenges that are
      even more entrenched than administering universal healthcare. In Re-thinking Science: Knowledge and the
      Public in an Age of Uncertainty (2001), Nowotny and colleagues explain that “in the eyes of many citizens,
      science and technology are now equated with their results and products. They have come to be seen largely as
      commodities, access to which should be democratically regulated and the allotment of which should also be fairly distributed. Consequently, what should be produced and how it should be
      produced must be embraced within democratic decision making.”43
    


    
      We have inherited “a social structure that has accepted separation as the norm—the dividing of people into groups
      of ‘we’ and ‘they’ who fight, who compete, who negotiate, who cooperate, or who help each other from across the
      boundaries that define their separateness.”44 I borrow this last insight from a prescient compilation of papers called The Lab, the
      Temple, and the Market, in which an interdisciplinary group of analysts reflect upon the role of science,
      religion, and economic development in human emancipation and social subordination. They question the role of
      scholars in reifying social differences and group struggle, and ask whether
    


    
      human beings [are] doomed to be outsiders to every group except a single one, a subculture narrowly defined by
      nationality, ethnicity, social class, religion, and occupation. . . . This tendency reinforces, and is reinforced
      by, an intellectuality that sees as the hallmark of intelligence the ability to identify differences, to divide,
      and to relativize, all in the name of being scientific. Such an approach is a gross misrepresentation of science,
      for although it is true that science analyzes, it also integrates and points to underlying patterns of
      oneness.45
    


    
      In particular, the work of Farzam Arbab, physicist, educator, and founder, in 1974, of the Colombia-based
      Fundación para la Aplicación y Enseñanza de las Ciencias (Foundation for the Application and Teaching of the
      Sciences, or FUNDAEC),46
      informs my thinking about how we can imagine and enact more egalitarian forms of participation in science in a
      way that is liberating and just. While the Colombian and Californian contexts are dramatically different on a
      number of fronts, they are similarly ordered by the “current arrangements that assign the ownership of modern
      science to small sectors of society.” If alternatives to this social order are not created, we can expect a
      “widening of the gap between the poor and the rich,” which is as well a deeply racialized cleavage.47
    


    
      In California, for example, where the poverty rate is already typically higher
      than the rest of the nation, Latinos (22.8%) and African Americans (22.1%) have a substantially higher rate of
      poverty than whites (9.5%) and Asians (11.8%).48 The life-and-death implications of racialized economic inequality in turn are nowhere more
      evident than in mortality rates. In California, a black man “can expect to live 68.6 years on average, which is
      far below the life expectancy of the average California white male, who can expect to live 75.5
      years,”49 leading a Harvard
      University professor of public health, Nancy Krieger, to assert in no uncertain terms that “social inequality
      kills.”50 Her work, among
      that of others, demonstrates that popular mandates and movements for social justice (for example, the Civil
      Rights Movement and the War on Poverty, including Medicare and Medicaid, which began closing the racialized gap
      between rich and poor) were the primary drivers for alleviating health inequities between 1966 and 1980.
    


    
      Starting thereafter, in 1980, with the Reagan revolution we’ve had 25 years of conservative policies that have
      sought to roll back the “Welfare State,” [and] rein in big government except, of course, for military spending.
      And we have seen this play out in a familiar litany of deregulating industry, slashing [taxes] on the wealthy,
      repeatedly freezing the minimum wage, and undermining funding for public health infrastructure. . . . The net
      result has been widening health inequities. So are these inequities inevitable? The clear answer is
      “no.” Our data show that the inequities shrank and then they have widened. What are the alternatives? We
      as a nation have to say that we have the political and social priorities, because we do have the
      economic resources to address these inequities.51
    


    
      In sum, a large part of moving forward entails remembering—Sankofa-like—what has worked in the past rather than
      allowing ourselves to be hypnotized by the latest shiny innovation promising to revolutionize health. But rather
      than bracing ourselves for a roller coaster of progress and retrenchment corresponding to changes in political
      administrations, we need to tackle a much more fundamental question: not simply, what kinds of policies and initiatives do we wish to undertake, but also, who are the agents
      of change?
    


    
      Here I draw upon a new wave of sociological thinking about “real utopias,” which challenges us to imagine and
      create institutions and social relations that are fundamentally different from the status quo.52 As 2012 president of the American
      Sociological Association Erik Olin Wright describes it, a real utopia embraces the
    


    
      tension between dreams and practice. It is founded on the belief that what is pragmatically possible is not fixed
      independently of our imaginations, but is itself shaped by our visions. Self-fulfilling prophecies are powerful
      forces in history. . . . Nurturing clear-sighted understandings of what it would take to create social
      institutions free of oppression is part of creating a political will for radical social changes to reduce
      oppression. A vital belief in a utopian ideal may be necessary to motivate people to leave on the journey from
      the status quo in the first place, even though the likely actual destination may fall short of the utopian ideal.
    


    
      He emphasizes that real utopias are “ideals that are grounded in the real potentials of humanity,
      utopian destinations that have accessible waystations, utopian designs of institutions that can inform our
      practical tasks of muddling through in a world of imperfect conditions for social change.”53
    


    
      In a similar vein, at the Science and Democracy lecture series at Harvard in 2010, writer and activist Arundhati
      Roy exhorted participants: “The first step towards reimagining a world gone terribly wrong would be to stop
      making war on those who have a different imagination, an imagination outside of capitalism and, for that matter,
      communism, an imagination which has an altogether different understanding of what constitutes happiness and
      fulfillment.”54 Consider that
      throughout the previous pages you have been introduced to many people willing to invest money and time to hone
      scientific techniques that might defy (what were once accepted as) laws or limits of biology as they relate to
      aging and illness—as when journalist Teri Somers asks us to “[i]magine cardiac cells, beating in a petri dish, being used to form human tissue that might be used to replace damaged
      heart muscle.”55 But somehow
      imaginations go limp when we are confronted with social dis-order. For many people, the idea that we can defy
      politics as usual and channel human ingenuity toward more cooperative and inclusive forms of social organization
      is utterly far-fetched. Thus I am convinced that any institutional retooling must begin by first querying this
      faith in biological regeneration alongside our underdeveloped belief in social transformation. If our bodies
      can regenerate, why do we perceive our body politic as so utterly fixed?
    


    
      That being said, I would like to spend the last pages of this book sketching a few principles for participatory
      science-making that, while not suggesting a fully fledged real-utopian blueprint, seek to outline several tenets
      that I consider crucial to any such effort. The proviso is that it would be antithetical to any such
      institution-building to offer directives; rather, I offer these principles as raw material for designing
      “technologies of humility”56 that must ultimately be the subject of wide-ranging consultation as we create alternatives
      to top-down, elite-driven science and technology policy. Like Farzam Arbab, I am concerned about “the right of
      the masses of humanity not only to have access to information [or therapies], but to participate fully in the
      generation and application of knowledge.”57 To that end, I have distilled five lines of praxis from the otherwise far-reaching essays in
      The Lab, the Temple, and the Market—practices which I think are essential pillars in the construction of
      real-utopian designs for participatory science.
    


    
      Not Equating Winning with Being Right. Democracy as it is currently imagined and enacted divides people
      “according to interest, talent, and ideology, who then ‘negotiate’ decisions,” wherein “the purpose of each
      component group is to win. The means to this end are economic advantage and the mobilization of support to
      overwhelm the opponent. So strong is this legacy of ‘he who wins is right’ that it essentially determines the way
      justice is administered.”58
      We see these dynamics at play in the Prop. 71 and 72 campaigns, as well as in the implementation of Prop. 71,
      wherein those who monopolize capital were best positioned to materialize their particular vision of the good
      life. How often did the proponents of stem cell research use the ballot win to
      assert that “the people of California” gave them a mandate to pursue expedience over equity? Their “win” in turn
      bolstered their opposition to incorporating forms of equitable distribution of stem cell goods. Arbab urges us to
      question whether we should accept this idea that “he who wins is right” as the “crowning achievement of the
      evolution of collective decision-making on the planet.”59 To which I answer, emphatically and optimistically, no.
      The fierce competition we take for granted in “democratic” life, wherein those who monopolize capital wield
      inordinate power and influence in the name of the many, is an outmoded form of top-down governing. Even when the
      winner doesn’t take all, “losers” are still left to squabble over crumbs, as when only 2–5 percent of
      Big Science initiative budgets is routinely allocated to investigate ethical, legal, and social issues related to
      the field. When public participation is staged, it often takes the form of the shallowest form of exchange, as
      when state agencies routinely stage “public hearings” at which speakers are allotted no more than three minutes
      to express their views, while final decisions are still monopolized by a select few, who often make them behind
      closed doors.
    


    
      Cultivating the Art of Listening over That of Manipulation. Whether governing conventional spheres of
      life, such as housing or education, or more novel spheres, such as regenerative medicine, we can no longer rely
      upon the art of political manipulation as the taken-for-granted backdrop of decision-making. Rather, a
      posture of learning must inform and precede our collective investigations and rational analysis of options.
    


    
      Such an attitude is basically different from that of experts or highly paid consultants who generally act on the
      basis of a series of certainties coming from their “knowledge” or “professional experience.” Such “authorities,”
      particularly when they refuse to question their certainties, not only tend to mislead the people in whose lives
      they intervene, but also lose touch with the very objects of their knowledge. Because they are unable to listen,
      they find that their accumulated knowledge soon becomes obsolete and of little relevance to the changing
      realities they address.60
    


    
      An example of public policy decision-making based upon thoughtful listening
      rather than manipulation can be found in the Interactivity Foundation’s “citizen discussions.”61 As part of my fieldwork on the
      California stem cell initiative in 2007, I took part in a series on “Anticipating Human Genetic Technology,”
      which started off with the expectation that those gathered were “an informed citizenry offering
      impressions, rather than a persuaded citizenry offering opinions.”62 A facilitator introduced a number of alternatives for
      thinking about the development of genetic technologies, and the group proceeded to unpack the implications and
      unintended consequences of pursuing each alternative; for example, we explored the concerns around and benefits
      of “limiting human genetic technologies,” “embracing human technologies,” and “balancing social and individual
      control.”63 We then came up
      with suggestions for redesigning these alternatives, followed by broader observations and questions about each
      one. This process of consultation was neither wholly detached nor impassioned, but it deepened participants’
      awareness of the many sides of a policy issue (even if we may have initially come in with a strong point of view)
      rather than polarizing us in the way that electoral politics do.
    


    
      The posture of learning that participants assumed as we collectively explored the specifics of various
      institutional designs was cultivated in part through the Interactivity Foundation’s deliberation tools, which
      were expertly applied by the facilitator. That is to say, simply putting “diverse” people in a room with the
      “freedom” to express their viewpoints is not an effective or sustainable alternative to top-down policy
      decision-making. Mere inclusion of different points of view is not a panacea for the conflict-ridden politics to
      which many of us are accustomed; indeed, precisely because we are accustomed to it, we are likely to fall into
      habitual scripts in which vying for the upper hand seems “natural.” Rather, the Interactivity Foundation asks
      prospective discussants to help one another “think through . . . ideas,” not as advocates or competitors but by
      “step[ping] outside their own thinking and think[ing] about issues as people from different backgrounds might see
      them.”64
    


    
      Developing Consultative, Not Consumptive, Capacity. In thinking
      through the challenge of cultivating a wider capacity for decision-making beyond the privileged realm of
      legislatures, consultants, and think tanks, Farzam Arbab, in The Lab, the Temple, and the Market,
      explains that
    


    
      [i]n a world all too given to twisting words to suit economic interests, the capacity to make proper
      technological choices could easily become synonymous with the possession of the skills of a good consumer. This
      is clearly not what is intended here. The type of capacity under discussion represents a complex set of
      attitudes, convictions, understandings, skills, and habits, all of which characterize the behavior of individuals
      and organizations in their daily interaction with technology.65
    


    
      The more that people are conceived of and treated primarily as consumers and end users, the less their creative
      capacity to imagine and produce alternatives can be realized.66
    


    
      The tension between consuming and producing the fruits of science appears to also animate UC Berkeley professor
      David Winickoff’s argument that we must seek not only equitable benefit-sharing but also equitable
      power-sharing structures: “While benefit sharing should be applauded insofar as it attempts to submit
      relations of biocapital to new claims of distributive justice, the project is likely to fail both as a normative
      and practical matter without greater attention to issues of procedural justice.”67 Again, the Interactivity Foundation offers one model for
      expanding decision-making and power-sharing capacity, in which we engaged in five stages of “citizen policy
      discussions”:
    


    
      1. Describe the area of concern by developing questions
    


    
      2. Generate policy possibilities that respond to those questions
    


    
      3. Explore possible consequences in order to revise the policy options
    


    
      4. Organize joint panel discussions between persons with professional experience relevant to the area of concern
      and citizens whose familiarity with the area of concern grows out of their general life experiences outside of work (typically called “lay” persons, their experiential knowledge is no less
      vital to the process)
    


    
      5. Create a citizen discussion report (and, I would add, items for collective action)
    


    
      This is not a process that can be rushed through in one session or during a single conference, however well
      intentioned—and certainly not in the kinds of public hearings that are the current hallmark of “open” and
      “transparent” governance at California’s stem cell agency. When we consider the often slow, deliberate,
      incremental process by which scientific knowledge is typically generated, why is it that we do not expect or
      implement the same kind of attentive dynamics in social experiments that seek to generate new knowledge?
      Rather, we have a deeply asymmetrical approach, in which our investment of both time and money in reengineering
      biological life far exceeds our collective will to transform social life.
    


    
      Fostering Reciprocity Between Institutions and Individuals. It is vital that institutions cease imposing
      the views of a particular faction or class, whether democratically elected or not, on the rest of society.
      Conservation biologist and MacArthur fellow John Terborgh has argued that “[t]he public, and especially the
      political class, cherry-picks its science. If a scientist finds a promising treatment for AIDS or cancer, then he
      is a hero; if he warns about overpopulation, climate change, or toxic contamination of the environment, then he
      risks either being ignored or, worse, being subjected to ridicule. Such negative incentives reduce to a handful
      the number of scientists who are willing to speak out.”68 Thus, it is not reciprocity for reciprocity’s sake that
      obliges our institutions to be more attentive to a wide range of expertise, nor is the latter simply that
      expertise which speeds up production of sought-after biomedical goods. Instead, an inclusive attention may
      produce better science in not weeding out individuals who may add valuable insights about the unintended risks or
      hidden possibilities of pursuing a particular course of action:
    


    
      To the extent that institutions become channels through which the talents and energies of the members of society
      can be expressed in service to humanity, a sense of reciprocity will grow in
      which the individual supports and nurtures institutions and these, in turn, pay sincere attention to the voice of
      the people whose needs they serve. . . . Meeting this challenge implies a fundamental change in the process
      of decision-making, both individual and collective. Today, unbridled competition, obsession with power, and
      the abuse of authority vitiate the way decisions are made. The process suffers from extremes: apathy or
      over-enthusiasm, attachment to technique or haphazardness, devotion to minutia or the propensity to deal only
      with abstractions. What is vitally needed is a mode of operation into which systematic learning has been
      woven.69
    


    
      By applying the principle of justice at every stage of decision-making, policymakers can “avoid the pitfalls of
      uniformity while still respecting the exigencies of equity.”70
    


    
      Recreating Decision-making Bodies as Learning Organizations. “What is at stake is the transformation of
      the present mode of governance, based on traditional concepts of power and authority, into one shaped by a
      genuine posture of learning . . . [to] foster in the inhabitants of each region the capacity to make increasingly
      more valid choices, both individually and collectively, regarding the development, transfer, and adoption of
      technology.”71 The social
      spaces necessary for this transformation must be widespread, embracing traditional learning centers such as
      universities, virtual realities such as the blogosphere, and public spaces such as town halls and community
      centers—but also settings we do not typically associate with collective deliberation over science and technology,
      such as health clinics, job training centers, places of worship, farms, and factories. In all these settings, a
      deeper awareness must be cultivated that science and technology are not neutral, “but at a more
      fundamental level, technology carries with it an ideology and pronounces on the way individual and social life
      should be organized. Technological choice bears on every other choice made about the quality and direction of
      life in a region. It is itself an expression of values.”72 The challenges to such bottom-up engagement cannot be
      overstated. As some of the foremost analysts of participatory science have
      pointed out, “Science and scientists have not been used to the [social] context speaking back, so it is not
      surprising that they see contextualization as a challenge to their cognitive and social authority. . . . They
      fear that irrationality will break through the fragile crust of scientification. There is hard evidence that such
      fears are exaggerated.”73
    


    
      Forgetting to Remember
    


    
      In Autonomous Technology: Technics-out-of-Control as a Theme in Political Thought (1978), Rensselaer
      Polytechnic Institute professor of political science Langdon Winner explores how many contemporary problems are
      due to “the widespread idea that technology is an autonomous force inducing change in society in ways beyond the
      control of human beings. Some celebrated the operation of this force, and others lamented it. But both groups
      were victims of the subtle paralysis of thought that such a belief produces in everyone who submits to
      it.”74 So the task of
      cultivating decision-making capacity and power-sharing structures cannot be directed simply at technophiles or at
      technophobes but at the seemingly passive middle as well. To that end, the passivity of Victor Frankenstein as
      depicted in Autonomous Technology provides a cautionary tale, for here is a person who “refuses to
      ponder the implications of his discovery”:
    


    
      He is a man who creates something new in the world and then pours all of his energy into an effort to
      forget. His invention is incredibly powerful and represents a quantum jump in the performance capability of
      a certain kind of technology. Yet he sends it out into the world with no real concern for how best to include it
      in the human community. . . . He never moves beyond a dream of progress, the thirst for power, or the
      unquestioned belief that the products of science and technology are an unqualified blessing for humankind.
      Although he is aware of the fact that there is something extraordinary at large in the world, it takes a disaster
      to convince him that the responsibility is his. Unfortunately, by the time he overcomes his passivity, the
      consequences of his deeds have become irreversible, and he finds himself
      totally helpless before an unchosen fate.75
    


    
      From one perspective, the architects of Prop. 71 can be seen as breaking away from the passivity described above,
      instead seeking to direct the fate of science and technology toward the speedy production of novel biomedical
      goods. However, as the preceding chapters demonstrate, they did so within the narrow frame of consumptive
      biological citizenship and by implicitly excluding a number of vital concerns related to race, gender, class, and
      disability recognition and redistribution.76
    


    
      In moving forward, it is vital that we construct participatory models for the development of science and
      technology by drawing upon the tools developed by practitioners experimenting with decision-making and
      power-sharing. Evolving over the past forty-five years, the Interactivity Foundation has been honing its approach
      to policy discussions on topics that run the gamut from crime and punishment to human impacts on climate change,
      the future of childhood and higher education, immigration, as well as those related to new biotechnologies.
      Likewise, Farzam Arbab’s FUNDAEC approaches people as potential resources, not as problems to be managed nor as
      beneficiaries to be served. The Interactivity Foundation and FUNDAEC, among other organizations, avoid offering
      people “prepackaged” solutions on which they simply vote; rather, the process of elaborating
      alternatives is itself central to their method.
    


    
      A number of analysts have drawn upon the classical idea of the “agora” as a civic platform or process to bring
      together different perspectives about science and technology. It is “the domain (in fact, many domains) in which
      contextualization occurs . . . neither state nor market, neither exclusively private nor exclusively public, the
      agora is the space in which societal and scientific problems are defined, and where what will be accepted as a
      ‘solution’ is being negotiated.”77 Some describe it as the emergence of a “new social contract” between science and society,
      wherein reliable knowledge must give way to socially robust knowledge, and scientific autonomy gives way to
      scientific accountability.78
      Others characterize a triple helix model of university, government, and industry relations, in which “the distinction between laissez faire and active-state intervention [is]
      obsolete,” replaced by recombination of these three arenas, to which I would add a fourth, civic sphere that
      proves more challenging to integrate on an “equal level in the network.”79 In the actual implementation of this new social contract, public
      engagement has taken the form of onetime “consensus conferences,” at which stakeholders gather to explore the
      various issues related to a particular development in science and technology. While this is certainly an
      improvement over the more exclusive and top-down forms of decision-making, a more radical shift is necessary
      still, in which engagement is more pervasive, ongoing, and informal, so that the capacity for thoughtful
      decision-making, and ultimately power-sharing, is not relegated to a participatory elite.
    


    
      An example of cultivating decision-making power can be found at UCLA’s Center for Society and Genetics’
      initiative at the King Drew High School in Watts, Los Angeles. As part of this program, students explored topics
      ranging from DNA forensics, pharmacogenomics, genetic discrimination, newborn screening, near-relative DNA
      forensic testing, gender testing, and designer babies, among other topics. Through debates, discussion questions,
      games, plays, videos, and writing exercises over the course of an academic year, students became familiar with
      the science behind these developments. But, and this is crucial, they also acquired skills to thoughtfully engage
      the ways in which science and technology acquire meaning for them personally, as well as for their families and
      communities.80 Crucial to
      such initiatives is that participants consider a range of alternatives with respect to how various
      biotechnologies can be integrated in social life to bring about social equity.
    


    
      While this and similar programs are currently configured as “science education outreach,” in part to secure
      grants that are framed as such, in reality this form of capacity-building has as much to do with civic
      empowerment. On the surface, this type of program is not a radical departure from existing programs we typically
      find at elite prep schools at which students are provided with opportunities to build and experiment with science
      and technology in ways that prepare them to be drivers of innovation later in life. What distinguishes UCLA’s
      program, in part, is that it engages young people from a predominantly African
      American and Latino working-class neighborhood, a demographic that comprises 99 percent of the student
      body.81 Empowering young
      people early on, not only with the requisite scientific know-how but also with the skills to critically think
      about and discuss the social, economic, and political issues that are inherent in the innovation process, is
      perhaps one of the most important arenas for cultivating participatory science. It places the onus on educational
      institutions—and, and even more, on public and private funders—to recognize the importance of this broader skill
      set, which is less a matter of “community outreach” and “science education” than it is one of empowering young
      people, and the wider communities of which they are a part, to become producers of knowledge. This is not just
      scientific and technical knowledge but also ethical and sociopolitical knowledge that both complements and
      complicates conventional thinking about innovation as always progressive.
    


    
      These efforts to cultivate participatory science are all the more pressing because of the way that science and
      technology are busily reconstituting peoples’ biological as well as social lives. The bioconstitutional struggles
      we have discussed reveal the tension between the incredible value and commercialization of human tissue for
      research and the simultaneous dilemmas posed by human agency and interests. One study found that “the root of
      public ambivalence [about commercialization] seems to lie in (i) notions of justice and fairness about private
      profit being made through public exploitation, and (ii) a perceived lack of control in terms of
      governance.”82 For this
      reason, stem cell research and human genetics are spurring creative proposals for reconstituting the relationship
      between science and society so as to move us beyond the constitutional amendments and electoral politics that
      characterize Prop. 71 and a host of copycat legislation.
    


    
      For example, David Winickoff proposes a legal architecture for
    


    
      partnership governance [that] would empower participants to exert a share in distributive decision-making in
      return for contributing to the economic and social capital of the project. . . . Partnership governance seeks to go further than existing mechanisms of “community consultation,” by
      implementing control rights at the level of the research participant collective. . . . [B]uilding an architecture
      ex ante for the legitimate representation of research participants, before challenges are encountered,
      is likely to be a good investment.83
    


    
      Alluding to schemes like Prop. 71’s royalty proposal, Winickoff points to the shortcomings of “benefit sharing
      [that] attempts to stitch a distributive norm at the seam of market and gift economies.”84
    


    
      By contrast, participatory science-making must repurpose existing initiatives: taking them apart, discarding
      features that stand in the way of civic inclusion, and redesigning them to be more in line with “partnership
      governance.” At the same time, to transform the social fabric out of which future initiatives will be designed,
      we must continue to create more fundamental changes. Among these, empowering young people must be among our
      foremost priorities. As the most sought-after consumer market, they must likewise be at the forefront of casting
      off the expectation that they are simply consumers of scientific and technical goods produced by an innovative
      elite. Rather, they, as do we all, have both the right and responsibility to conceive new kinds of goods—material
      and social—that don’t simply benefit us personally but contribute to our collective well-being as well.
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