Interview with Donna Dickenson by Klasien Horstman

1. Your work  is a major contribution to  ethical and political debates about developments in bio-medical technology and the life sciences, and also articulates a basic interest in the gendered character of these developments. Can you tell us where your interest in gender issues stems from, how the personal drive developed, and how you came to relate to ethical perspectives and gender issues in your work?

It’s difficult to say how my personal drive towards feminism developed, because it feels to me now as if I was born that way—but that can’t be right, particularly given my conservative family background. I think I was a budding feminist from the age of about ten or twelve-- although I duly tried to conform to my mother’s glamorous image of femininity-- but in the ‘Mad Men’ world of America in the 1950s and early 1960s, there was plenty of discouragement for budding feminists. One of my university professors—at a top-rank all-women’s college-- told us women couldn’t do philosophy, and graded us accordingly. When I went for a job interview at the New Yorker, I was told that secretarial work was the best I could aspire to. But it was probably the experience of belonging to an early Women’s Liberation consciousness-raising group at Yale University, around 1969, that made me realise both that my adverse experiences weren’t unique to me and that they stemmed from a systematic form of discrimination equivalent to racial discrimination, to which the civil rights politics of the time was more sensitive. 

When I moved to the UK in 1973, however, I found little awareness of feminism outside of London—and I was living outside of London, with my first child on the way. So my feminism went into abeyance, I suppose—or at least found little outward expression. A friend from those years, however, invited me to write a book on Emily Dickinson in a series of women’s biographies that she was publishing. I was re-energised as a feminist, I suppose, by the conventional critical image of Dickinson as merely writing to assuage her lack of a lover. It seemed obvious to me that she wanted to be published, that she was angry about her inability to publish, and that her reclusion was a way of saying to the world ‘If you won’t recognise me, I won’t recognise you.’

So my first published work (Emily Dickinson, Berg, 1985) wasn’t about bioethics, although it was feminist. Combining bioethics with feminism came much later. My doctoral dissertation on moral luck in ethics and political theory (1989) had very little about women’s issues, while my first published articles mainly concerned other areas of medical ethics: psychiatry, consent in children, and death and dying. It wasn’t until 1997 that I published an article with a notably feminist slant on reproductive ethics, reflecting my incipient interests in altruism and property in tissue (‘Procuring gametes for research and therapy: the case for unisex altruism’, Journal of Medical Ethics 23:93-95). I think I’ve successfully made up for lost time since then!

2. Major concepts in your work are the notions ‘’body’’ and ‘’property’’. Can you explain what you mean by these concepts and why they are  important concepts from the perspective of gender studies?  Has gender studies overlooked the material body and material bodily issues?  

1997 was also the year in which I published my book Property, Women and Politics: Subjects or Objects? (Polity Press). Property, broadly construed as a set of entitlements to wealth, security and income, should be an important question for feminists because so many issues that adversely affect women’s lives have to do with their economic deprivation and with their subjugation to a marriage ‘contract’ that has consistently denied their property rights.. However, there has been far more feminist interest in women as objects of property than as its subjects, but that we should resist this tendency to see women as mere victims. As I wrote: ‘Both nineteenth-century and second-wave feminists made good polemical use of the notion of women as objects, and it was strategically important that they did. But ultimately, I think, viewing women’s relationship to property purely in the passive leads down a political and theoretical cul-de-sac.’ (p. 2) This proposition has turned out to be particularly true of women’s property in the  body, with biotechnology’s consistent attempt to overlook women’s contribution and to assume their tissue is available as a form of uncompensated property—the phenomenon I call ‘the lady vanishes’ in relation to stem cell research. 

Unlike many gender theorists, I do not view the body as socially constructed; nor do I share postmodern and deconstructionist disquiet at the notion of a unified subject. Frankly, I think these constructions get in the way of political action and are bad for women’s rights. The Continental philosopher to whom I feel closest is Michele le Doeuff, who has written ‘To be only when one belongs to someone is not to be, but to have the status of a perceptible quality, like sweetness according to Plato: “To be sweet, but sweet to no one, is impossible.”’

3. In many western countries feminism appeared to be rather successful. One might say that the life sciences have estranged women from their bodies in an era where feminism and women’s rights flourished (at least in western countries)? How would you interpret this apparent paradox?

That’s an interesting speculation, but I’m not sure it’s a genuine paradox. Second-wave feminism arose at least in part as a reaction to the objectification of women—most obviously against pornography, with the work of Andrea Dworkin and Catharine MacKinnon, but on a more theoretical basis in Simone de Beauvoir’s concern with women as objects rather than full subjects. In the nineteenth century, feminism also engaged with the objectification of women’s bodies, for example in Anna Wheeler’s denunciation of the supposed free consent of the wife to intercourse on the husband’s demand. (It was not till the late 20th century that we managed to abolish the common- law presumption that there is no such offence as marital rape.) 

Even more radically, many nineteenth-century American feminists such as the Grimke sisters consciously likened women’s situation to that of slaves, making common cause with abolitionists. When your body is fully owned by another person, then you are genuinely estranged from it in a way that you’re not when you sell eggs, although that is also alienating. 

So I don’t think that women’s estrangement from their bodies, in the sense that their bodies are objectified, is solely the product of the modern life sciences. I think it goes much deeper than that, historically and culturally, but that the life sciences and the cosmetic surgery industry do exploit it. They are backed up by powerful business interests and by pro-corporate neo-liberal government policy, so I don’t think it’s at all surprising that feminism has struggled to counteract women’s estrangement from their bodies. We just have to keep on fighting.
4. How do you feel that the changing agenda in the life sciences – from the first rather deterministic hopes and fears for the genetic revolution to the notions of complexity and gene/gene/environment interaction - affects the gender agenda and what does it entail for the meaning of ‘’property’’ and for conceptualizing the power of women and/or women’s health issues?

Genetic determinism still seems alive and well to me in popular and media views of the ‘genetic revolution’, although I agree that scientists are increasingly interested in epigenetics and proteomics, which don’t imply genetic determinism. The hope that we might be able to link common diseases to individual genes also looks increasingly threadbare. Only a very few, mostly rare conditions such as Huntington’s Disease are caused by single genes, and multivariate genetic studies of common diseases haven’t shown the promise originally hoped for. For example, a recent study of 101 genetic variants that had been statistically linked to heart disease in different genome-wide studies showed no value at all in forecasting the disease for a group of 22,000 white US women over a ten-year period. Yet what Dorothy Nelkin and Susan Lindee call ‘the DNA mystique’ still prevails widely in the notion that ‘genes are us’, our deepest and truest identity.

Genetic determinism is of course just one variant of biological determinism, including racial and gender determinism. Feminists ought by implication to be wary of genetic determinism, and philosophers should regard it as an oxymoron when it comes to denying free will. Proponents of genetic determinism have no qualms about trying to persuade us to their view, but if our behaviours and beliefs are really just ‘in the genes’, we lack the free will to convert to their view. 

So the more genetic determinism is discredited by developments in the life sciences, the less likely it should appear that ‘biology is destiny’. That should be good for feminism, but I’m not sure we’ve got anywhere near that point yet in popular consciousness, as opposed to scientific research. 

5. You explicitly deal with ethical and political issues in the life sciences from a global perspective (e.g. global impact of patents, traffic in eggs/body parts ). How important is this global perspective for the gender agenda with respect to biotechnology? What do you consider the most important developments and questions in that perspective?

The globalisation of the egg trade, cosmetic surgery and surrogacy are among the most important developments in relation to women’s bodies. In my recent introductory paperback Bioethics I entitle a chapter ‘Girls! Sell your eggs and enjoy the nightlife of Chennai!’ That comes from an actual advertisement in an American college newspaper—I didn’t make it up. Those who would abolish or even merely regulate the international fertility trade often feel they have an uphill struggle against the interests in a highly profitable global business, with ‘light-touch’ regulation from neo-liberal national governments and only marginally effective measures at international level (such as the European Tissue Directive of 2004). 

What’s most discouraging is the very low standard of debate, which typically treats the trade as a matter of consumer choice. Even concerned commentators talk in terms of ‘Fair Trade’ surrogacy, with certain protections for the women involved, as sufficient to allay concerns that women are being exploited. But this approach ignores the inescapable fact that babies are the ‘product’. You might have Fair Trade chocolate or bananas, but you can’t have ‘Fair Trade’ babies. Babies are people, not bananas.

That said, I think we do need to revive the notion of exploitation, which has a solid pedigree in political theory even though it’s typically viewed as merely a propaganda term. In a new article (in Michele Goodwin, ed., Regulating Contestable Commodities in the Global Body Market: Altruism’s Limits. New York: Cambridge University Press, 2013) I offer three possible applications of the term in relation to disparity, degradation and dignity. The old Marxist notion of exploitation is hard to apply outside the industrial labour context for which it was intended, but I think we can develop a wider notion of it that can be used against the simplistic notion that surrogacy or egg sale are just a matter of consumer choice. It’s actually choice that’s the propaganda term, not exploitation.

6. How would you sketch the gender and genes agenda for the next decade? What concrete and conceptual problems should be high on the agenda? What do we need to unravel, understand or confront urgently?
 

I’ve already mentioned the harmful effects of genetic determinism for feminism, and the new forms of trade in women’s tissue. These are major issues that should be high on the agenda, along with the development of a concept of exploitation that matches most people’s instinctive reaction to what’s wrong with that trade, but which isn’t well developed in the academic literature.

The decision in the Myriad Genetics case that genes in their naturally ocurring form are not patentable will benefit breast cancer patients by producing lower diagnostic test prices, and it was encouraging  that the plaintiffs who won the case included ‘ordinary’ women as well as doctors and civil rights organisations. That sort of coalition is a hopeful sign, as is the movement towards a genetic commons, led by such notable women as Sharon Terry of the PXE Alliance. But much of the biotechnology industry is heavily dependent on patents, and the decision does not abolish all patents. If we’re to retain a notion of the human genome as the common property of humankind, we need to continue to forge such coalitions.

We also face the increased dominance of genetically personalised medicine—what I call Me Medicine in my new book-- which has both good and bad effects for women. On the one hand, diseases that most affect women, particularly breast cancer, have been a strong focus of pharmacogenomics, which aims to tailor pharmaceutical regimes in cancer treatment and other branches of medicine to the patient’s individual genome. For example, oncologists have been able to use the drug Herceptin to treat a particular genetic variant of breast cancer, with some patients stable on the drug for up to twenty years. On the other hand, after sequencing the entire genomes of fifty patients’ breast cancers, researchers found that only ten per cent of the tumors had more than three mutations in common. Breast cancer is actually ten different diseases when analysed genetically, according to a recent study of 2000 tumors which mapped types of genetic mutations and SNPs. The science alone doesn’t explain the rise of Me Medicine: we also need to consider social and economic factors, such as the need for drug companies to find new markets now that patents are expiring on many profitable blockbuster drugs. 

7. You call yourself an academic  as well as an activist as you are dedicated to both.  What do both mean to/for you?  How do you combine these different activities and energies? Has it become harder  to do so in current academic life, compared to say , 20, 30 years ago?   Do you think that the gender & genes agenda requires more activism as well?

The American sociologist John Evans argues that my field of bioethics is no longer critical and independent, but rather ‘inside the belly of the whale’ of commercial modern biotechnology. Although bioethicists still see themselves as an opposition movement, he thinks, that self-image is no longer valid. Bioethics is not unique, of course: UK funding bodies and research assessment exercises in most disciplines increasingly require researchers to demonstrate commercial ‘impact’, and there is pressure on scientists to enforce restrictive patents on their discoveries. As we saw in the Catalona case, even when academic scientists want to share their discoveries freely with other researchers, their universities may not allow them to do so. Although the open access movement is widely seen as progressive, the corollary that academics will have to pay for publication of their articles out of their grant funding will radically restrict the range of views represented in the literature, since the genuinely activist academics may not be seen as ‘safe hands’ for funding but won’t be able to pay to publish.

Personally I’m very relieved to be an Emeritus Professor, no longer having to contend with the increasingly commercialised atmosphere in UK universities. Now I can devote my energies more to my writing and activism. I see my popular science books, such as Body Shopping, Bioethics and Me Medicine, as an effective way of doing that, and the huge public interest that Body Shopping evoked bears me out, I think.

Additionally, particularly in the United States, there are progressive activist academics united in collaboration. In 2011 I was invited to attend the Tarrytown Meetings, organised by the Center for Genetics and Society in California to bring together activists and progressive activists who are working together to make sure that the new biotechnologies really do benefit the common good. I found that gathering immensely encouraging and have retained links with many of those who attended.

I’ve also been somewhat involved lately in the campaign to reform UK libel laws, having experienced a threat of a libel action from a corporation for doing no more than quoting on a radio programme from a medical report that was sceptical of a procedure the company was promoting. After five years of campaigning, we did succeed in getting a new and much less restrictive libel law on the UK statute books. It’s not perfect—we would have liked to have seen a bar on corporations using libel law against individuals, as they have in Australia—but it’s still a victory. I think these single-issue campaigns, such as the libel campaign or the Myriad alliance of plaintiffs, really can succeed even in the current depressing political and economic climate.
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