2

In this panel, three doctoral students who specialize in disability will investigate the ethics of and implications to self-disclosure and nondisclosure. We will do so by exploring our respective struggles with how we engage research about disability, especially when questions arise around how we each might situate ourselves in the research, and what the implications might be for the research findings and participants. We commence with the theoretical grounding for our narratives, where we will explore the feminist and disability scholars who question neutrality and objectivity. I follow with a reflection of the complications that arise when a researcher who does not identify her disabilities engages in experiences of disability. In contrast, Kaley Roosen will carry out an analysis of the implications involved when a member of the disability community conducts studies pertaining to disabled persons. In conclusion, read by Kaley, the absent Athena Goodfellow will consider recent fieldwork that confronts the complexities of a researcher openly identifying while researching disability. 
Laying the Theoretical Groundwork: The Value of Perspective


I would be remiss if I did not preface this literature review with crediting Athena’s contribution to it. She will in fact be read today rather than replaced in the panel because she was responsible for the idea of putting the panel together in the first place. She is present here today, even if could not be physically so.


In the past, disabled people have been systemically excluded from full participation in their communities due to physical barriers and social stigmas (Barnes, 1996; Oliver, 1990; Rioux & Valentine, 2006), and academia is no exception (Barnes & Mercer, 1997). Indeed, those with marginalized identities have been long excluded from research unless they served as objects of study, and their exclusion is reflected in research design and findings. Women’s ‘hysteria’ was studied thoroughly throughout the history of medicine, then psychiatry. Racial inferiority was validated through skull measurements. As recently as this May, Psychology Today published ‘Why Black Women are less Physically Attractive than Other Women’ by psychologist and proponent of social biology Satoshi Kanazawa. With respect to disability, we see a long historical record of research about disabled people, rarely by or for disabled people: medical studies on how to rehabilitate physical disabilities, how to ‘cure’ autism; studies of madness analyzing the benefits of electroshock treatment; work in the education field with the goal of understanding what is ‘wrong’ with students, the chemical properties of ADHD, and how to make them comply, which drug regimens work best (and as an aside, I do apologize to my co-presenters, who hail respectively from psychology and education, when I take shots at their fields).


Disability scholars have been notably critical of traditional research methodologies that maintain a clear distinction between researcher and researched. Balcazar and colleagues (1998) point to two problems with a positivist approach: the tendency to silence the voices of persons being studied, and a failure to transform findings into positive practical outcomes for the subjects. Oliver (1992) has gone as far as claiming that these traditional models represent a ‘rape model of research’ insofar as they perpetuate the disempowerment and alienation of an already marginalized group (I will set aside how I cringe over all rape analogies). Scholars French (1994), Shakespeare and Watson (1997), and Zarb (1992), among others, have called for a more reciprocal relationship between researchers and research participants. 

Reciprocity may be achieved by situating oneself in one’s own research, a tenet often invoked in feminist epistemologies, such as those developed by Anderson (1995) and Haraway (1988). Feminist philosophers Harding (1995), Lloyd (1995), and Longino (2002) have questioned the nature of objectivity, holding that supposedly neutral ventures in the sciences, in even the social sciences, have failed to be objective all along. Rather, before the rise of identity politics and feminist critiques, research touted as objective was instead more likely the product of unacknowledged, normalized biases. Says Harding (1995): 

The institutionalized, normalized politics of male supremacy, class exploitation, racism and Eurocentrism...depoliticize Western scientific institutions and practices, thereby shaping our images of the natural and social worlds and legitimating past and future exploitative public policies (p. 336). 
We thus see a contextualizing of objectivity in feminisms and a favouring of subjectivity. DeVault explains: “feminist methodologists...seek methods that can incorporate, or at least do not deny, subjectivity. Thus, for those working on feminist methodologies, theorizing links between experience and knowledge has been a central concern” (1996, p. 41). Some feminists, including the likes of Anderson (1995), DeVault (1996), Morris (1992), and of course Smith (1990), have thus embraced standpoint theory, according to which knowledge production is a matter of perspective (Anderson, 1995; Haraway, 1988).  Smith (1990) advocates taking one’s embodiment and experience as a starting point for inquiry. Knowledge production processes have been known to hinge upon the power and privilege invested in particular vantage points (Harding, 1987). The experiences of women, for instance, have long been ignored, while “men’s standpoint is represented as universal and neutral” (Morris, 1992, p. 263). Through standpoint theory, we might counter the Archimedean point taken by the scientific observer – that supposedly impartial vantage point from which a researcher might observe an object of inquiry. By granting that there are other vantage points in research, indeed by holding that the neutral vantage point was an illusion all along, we provide the space and the voice for once marginalized, silenced people (Harding, 1995).

With the rise of identity politics, then, we can see a shift in the focus of research, whereby disadvantaged groups – once studied, objectified – have come to be actively involved in scholastic research, able to affect the process because the research outcome can advance their political and social agendas. Disability studies even encourages the active participation of disabled people in scholastic research, in large part in response to current and historical research about disability. According to Charlton (1998), the power of a popular slogan for disability activism ‘nothing about us without us’ “derives from its location of the source of many types of (disability) oppression and its simultaneous opposition to such oppression in the context of control and voice” (p. 3).  Through the authentic involvement of disabled people in the research process, the participatory framework is useful for disability scholarship insofar as it, according to Oliver, “redefines the problem of disability away from it being an individual or welfare one, transferring it into a political one” (1997, p. 21). Participants can now take part in research, more so than they ever have been able to in the past: they may contribute to designing research questions, aid in the collection and analysis of the data, and disseminate research findings. With the rising popularity of qualitative research, they may be asked open-ended questions, may have the opportunity to explain their frustrations and experiences, that which they would see redressed, and in this way they have more control over directing the research outcome. As Cresswell (2003) notes, people from disadvantaged minority groups have more opportunities in academia and public policy than they have had in the past, and thus might take advantage of these opportunities in order to conduct research that relates to their own lives; disability research has far better chances these days than ever in the past of being conducted by disabled people. 
Nevertheless, a number of scholars, including Kindon (2003), Pain (2004), and Pugh and Potter (2003), have noted that participatory methodologies are not immune to power inequalities. According to Pain, there is “a tendency to assume that power can always be transferred, that academic researchers have this intention and that participants are willing to be empowered in this way” (p. 34). The paternalistic assumption that power descends from the ‘more powerful’ researcher to the ‘less powerful’ subjects threatens the empowerment of participants because it risks reproducing the same oppressive relations that have plagued more positivistic methodologies, so say Gomm (1993) and Northway (1998). Power relations are further blurred when the researchers themselves, on a personal level, can relate to experiences of disability. The blurring of this line may help to resolve power inequalities that continue to exist in research, but complications arise around self-disclosure. What responsibilities does the researcher have with respect to situating herself within her study, and relative to her participants?  What are the implications to doing so?
Does the Closeted Disabled Researcher Belong?

So we begin with me, the ‘nondisabled’ researcher, the parasite – to quote Lawson (2011) – who no longer really belongs to a field that has become so reflexive. Well, I have a confession to make.  I have an eating disorder.  I was never formally diagnosed, but physicians did suggest it was so when I was admitted to the hospital for complications to undernourishment. Even I understood there was probably something off about the need I felt to measure my food, to count my calories, to burn off meals through hours of exercise daily. Even I understood there was something perceptually wrong with my feeling fat yet seeing my vertebrae. Even I understood the stomach problems, the yellowed skin, the coarse body hair, the stunting of my sexual development were things that do not happen to ‘healthy’ people. Currently, I am no longer pathologized by those around me, but am instead objectified; some might call that a step in the right direction, to be treated as a woman rather than as an anorexic (I have my doubts). 
More broadly, I may have obsessive-compulsive disorder, or obsessive compulsive personality disorder, or some other such related mental health issue that Kaley knows better than I. Also not diagnosed, but I know I operate differently than most, between the preoccupation with schedules and meltdowns over any deviations, the drive to be perfect at all costs, the difficulties I have interacting with others, the imaginings of I have of tripping and breaking my neck or crashing my car.  Most just find me quirky. Indeed, the people in my life tend to recognize only my successes, and dismiss my frustrations – frustrations which they do not perceive as at times debilitating mostly because I live a solitary life – as the idiosyncrasies of an intellectual.
Those closest to me actually find me endearing: when I call my mother crying over a bug in the apartment, or my supervisor receives six draft submissions in one night because I cannot help but fiddle with style, or I insist on sanitizing my partner between garbage disposal and hand-holding. As far as shades of madness go, I can pass for being just a little strange, but altogether ‘normal’.   

Well, that was embarrassing, all that very personal exposure. It was not exactly a confession, not the strictly Catholic sort anyway, since conferences are so much more public than cloisters, and disabilities are not sinful.  I should not be made to feel dirty or guilty because I am as I described, especially not before a room of people who can understand, maybe relate, very likely have had far worse experiences. My frustrations mix in with my privileges, after all: an ED will keep me thin, a socially desirable trait for any embodiment these days; and OCD, as long as it is manageable, keeps me on task, meaning I earn respect for colleagues who think me very responsible, and how could being clean or careful be construed as anything other than virtuous characteristics? 
Despite being a student of disability theory, I have never, until writing this piece this past year, situated myself in my own research. In fact, my road to disability studies had far more to do with my tutoring and respite work, my experience of people with learning and intellectual disabilities, as well as an important connection with a disability studies student and close friend when I was at a crossroads, when armchair philosophy was feeling too abstract for my tastes. I even tend to apply a measure of objectivity to my research, as indicated in the earlier section on theoretical grounding. This has led to colleagues pointing to my position of privilege: pretty white girl, well enough off, well educated, no apparent disability. In this section, if you will forgive all this self-absorption that is so uncharacteristic of me, I would like to explore my struggles to situate myself, my hesitation to do so up until now.      

Inasmuch as feminist methodologies seek to incorporate subjectivity, even to take subjectivity as a starting point (Anderson, 1995; DeVault, 1996; Smith, 1990), and disability-relevant methodologies have followed suit (Barnes & Mercer, 1997; Morris, 1992), there is indeed value to self-disclosure. A researcher may be taken more seriously as a legitimate authority on disability if she herself identifies with her own research, for she then has insight that might affect her analysis, as well as a meaningful stake in the research outcomes (Cresswell, 2003). One of the questions a candidate asked me when I was looking to form my dissertation supervisory committee was why I felt I could serve as an authority on reproductive decision-making when I myself have never been pregnant (to which I responded I am interested in body maintenance and control). There is epistemological value to knowledge productive processes involving a diverse academic community. Longino (2002) argues that, since there is no neutral, objective, capital T Truth, knowledge production is a social enterprise. She writes: “not only must potentially dissenting voices not be discounted,; they must be cultivated” (p. 132), for without dissent research can only reflect the findings and interests of part of a community, and does not grow like it could if only people with different experiences and perspectives were included in knowledge production. 

Further, disclosure may change the relationship between the researcher and the participants of her study. The researcher moves from the voyeuristic periphery to the centre of the study, and might facilitate greater trust when engaging participants who know she can relate or that she is interested in giving voice to their struggles and concerns. Perhaps Athena’s and Kaley’s presentations will shed light on this possibility far better than I could. But Cresswell (2003) characterizes participatory research along these lines: “This research...assumes that the inquirer will proceed collaboratively so as not to further marginalize the participants as a result of the inquiry. ...The ‘voice’ for the participants becomes a united voice for reform and change” (p. 10). Indeed, participants may be more apt to involve themselves in a study if it were a collaborative project, furthering mutual aims and interests. They may be further incentivized to involve themselves if they trusted the researcher intended to work with them, to question rather than to legitimize oppressive systems, the latter practice being all too common historically. The project may become collaborative if the exchange is in some sense reciprocal. I know I am more apt to discuss my ED when conversing with like minds, those with similar experiences who might understand the struggles, whereas I tend to clam up when a skinny, pretty little thing chooses as small talk her latest diet and cardio routine.   
So there is value to self-disclosure, perhaps. Is self-disclosure now a responsibility? When a researcher chooses not to identify as disabled there appears to be a tendency to reinforce traditional rigid binaries in relationships between the researcher and the participants. As an example, Robertson (2000) discusses the implications to too much reflexivity in research. She reflects on a reviewer of her second book asking her why she does not position herself in her writing as “academic, white, Westerner, woman” (p. 789): 
These generic, fixed categories effectively efface the complexity of my personal and professional lives. By that same token, the reviewer also assumed that the people I was working and socializing with and I were mirror images (that is, opposites) of each other, and that our relationship could only have been defined by unequal power plays (p. 789). 
When researchers choose not to position themselves in their work, they may well be positioned anyway. Here her reviewer made assumptions about her identity without actually knowing Robertson, and Robertson would hold that identity slippages transpired as she engaged the participants of her study throughout the decade she worked on the ethnography being reviewed. Identities are not “ready to wear” (p. 788) packages, that is, are not essentialist, static categories, nor are they always readily apparent: “Wearing these categories as if self-evident does not reveal but can instead actually obscure one’s unique personal history, even as these categories impart an illusion of self-conscious identity formation” (p. 788). Robertson’s example and analysis relate more readily to colonialism than ableism, a common –ism in her field of anthropology after all, for she has this to say about postionality and stereotyping: 

[Positionality] retains an asymmetrical relationship between ‘the West’ and ‘the Third World.’ Although neither ‘the West’ nor ‘the Third World’ exists as an internally coherent entity, there is a tendency to treat both as singular and homogeneous formations defined in terms of their experience of colonialism and imperialism (p. 789).
We might glean from Robertson what the implications might be for disability theory.  If we are to continue to pursue reflexive research, is there a right way to go about doing so, a way which does not involve stereotyped, monolithic identity categories? Surely disability theory as that which disrupts monolithic, normalized identities does no such thing? 
I would like to think this is so, but was given pause for thought the day an incoming colleague so nonchalantly lamented that few students in my disability studies program have disabilities, as if disability is reducible to and identifiable by wheelchairs and seeing-eye dogs. Disability is often assumed to be a feature that can be read on the body. Weiss (2003) describes the body as “a narrative horizon for all texts” (p. 25). Embodiments situate our narratives, and as such may be inscribed upon, read and misread. This may lead to a disservice to people with readily apparent disabilities, whose bodies are read as different, even defective. Staring is one such way of reading the body. Says Garland-Thomson: “staring has an inherent narrative component that the staree must always address in some way” (2006, p. 180). The stare elicits and even requires a response from those subject to its scrutiny, prompting an explanation or justification for being different. Garland-Thomson (1997) differentiates between the gaze to which women are subject when regarded ‘favourably’ and the stare that people experience when alterity may be read on their bodies, though she argues that both stem from an overarching social mandate to normalize bodies, to force bodies into binaries: “Feminization prompts the gaze, while disability prompts the stare. Feminization alterations increase a woman’s cultural capital, while disabilities reduce it” (p. 287).  Those whose embodiments conform nicely, and those whose bodies do not, are readable, and read. Yes, the effects are different. I can certainly attest to that. When I dipped under a hundred pounds, when my eyes sank into my face and my hair was coming out in clumps, I was treated with condescension, and to pedantic lectures about seeking help, if I was noticed at all; I never had a prom date. These days, sure, I have cultural capital, but that comes with its own set of problems; let us set aside the sexual harassment in the workplace, the sexual assaults at nightclubs, the expected sort of payment for ‘free lunches’, and so forth, to discuss the more relevant implication, pertaining to assumptions around normalized embodiments, assumptions around belonging. 

Alterity is not always explicit. Invisible disabilities – disabilities which cannot be read on the body, at least at first glance – include but are not limited to learning disabilities, chronic pain, chemical sensitivities, madness. Perhaps it is an advantage not to be subject to the stare that other members of the disability community may experience, but people with invisible disabilities are still subject to expectations of normalcy. When falsely read as being privileged, a person who is otherwise may feel compelled to respond, pressed into explaining identity characteristics that be grounds for stigma and disadvantage – identity characteristics that may better serve a person hidden when she must function in environments that continue to be exclusionary. Personally, I tend not to correct people when they read me as privileged, when they assume some privileges that I may actually lack that is, for doing so may diminish my cultural capital, and I think may change people’s perceptions. Veganism ceases to be an impressive feat of self-discipline when my history is exposed; dedication to my studies is perceived as less meaningful when that dedication is obsessive, compulsory. And I can get away with it, with passing for normal, while others with invisible disabilities have reported feeling the constant pressure to request and explain and justify their accommodations. Invisible disabilities are further invisible-ized when dismissed, when taken to be excuses in the case of the student with an LD who requests more time to write an exam, in the case of the employee who requests a cot at work because her lupus leads to fatigue. It does not always help to don the label, not when disability labels are so often socially read as attempting a free pass. Why open the door to a world where there just are not enough footholds? 
Feminist and disability-relevant methodologies may provide a much needed response to the illusive neutral standard in traditional research – a point I am more than willing to support. Nonetheless, one implication may be that those academics who choose not to self-identify run the risk of being misread, pigeon-holed into that binary relationship between the researcher and researched, accused of lacking reflexivity due to a lack of public positionality. There seems to be a tension between the expectation in this field to position oneself on the margins in order to be taken seriously, and yet those very margins could lead to a stripping away of perceived privilege precisely because campus is not insular nor inclusive, but is still very much part of an ableist world. There seems to be no place here for those who are interested in joining the cause, but quietly, confession-free. Here I sit, after my own confession, feeling rather exposed, feeling those labels being engraved on my person as if in stone: Jen the Anorexic.  I do so with purpose, though, for I pose to you, those of the disability community, the question: is it not possible that we too read and misread, that we too are sometimes guilty of undue classification and judgment?  For all the benefits of reflexive research, should we not make room for those who wish to contribute but struggle to justify their interest, their findings, their analysis, their body of work, because they are not ready to ‘out’ themselves?  
